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Abstract 

Medical research has consistently demonstrated that End-Stage Renal Disease (ESRD) is one of 

the most cost-consuming and labour-intensive chronic diseases. The frequent and perpetual need 

for dialysis treatments has created a crisis in renal care that has challenged health care systems to 

meet the current and future needs of the population. The crisis response in Ontario, Canada has 

relied upon the principles of neoliberalism to implement a home-based model of care that shifts 

dialysis from the hospital to the home. In contrast to conventional dialysis where patients receive 

treatment in a clinical setting administered by health care professionals, home dialysis requires 

the patient to take responsibility for the daily performance of their treatment. This transfer of 

responsibility involves a significant downloading of work and treatment costs to the patient, but 

offers them better health outcomes and autonomy over their care. This “win-win” framework 

through which the Ontario government markets home dialysis to patients, raises important 

questions about the neoliberal goals of restructuring renal care and the role of the family within 

it. To understand the socioeconomic outcomes of home dialysis programs, this dissertation draws 

upon interviews with patients, care partners, and frontline health care professionals to explore: 1) 

how home dialysis programs implement neoliberal processes of responsibilization which result 

in patients and their families performing their own care; and 2) how patients and their families 

respond to this responsibility within the context of their household. Major findings reveal that 

patients and their families experience significant hardships when transitioning to home-based 

care as they must negotiate divisions of labour and roles within the family while managing the 

emotional and economic costs of treatment. In spite of these hardships, patients gain a significant 

amount of agency within the health care system upon their enrollment. Rather than being passive 

recipients of downloaded work and costs, they actively manage their care by directing the actions 

of frontline health care professionals, and influence wider care practices at the program level. 
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Preface  

My first account of Home Nocturnal Hemodialysis (HNHD) was acquired through the 

anecdotal accounts of relatives who opted for this modality of treatment. While each relative 

suffered from End-Stage Renal Disease (ESRD) and had the same equipment and responsibilities 

to carry out their treatment, their experiences with HNHD varied drastically. This left me 

wondering if these experiences were representative of wider trends within the HNHD patient 

population, and I set out to examine these programs and the experiences of those enrolled. My 

research began with a review of the home dialysis program literature (i.e. treatment pamphlets 

and webpages) that is presented to patients upon their diagnosis. Touting the clinical and social 

benefits of HNHD, these educational materials presented patients with the option of an enhanced 

quality of life by delivering dialysis within the comfort of their own home. It was clear that the 

anecdotal accounts of home therapy that I had encountered through my relatives confirmed but 

also contradicted the information contained within these materials. It appeared that the 

biomedical promises of a better quality of life were abstracted from social, political, and 

economic contexts that might have accounted for the diverse experiences of my relatives.  

In the pages that follow, I present the findings and conclusions of my research on the 

socioeconomic impacts of home dialysis on patients and their families. To date, there are no 

other academic studies that I am aware of that examine the socioeconomic impacts of home 

dialysis within the province of Ontario. While some studies have attempted to address home-

based renal care within Canada, the research is focused on the state-level stakes in the transfer of 

care from the hospital to the home. Although patients and their labour are central to this 

transformation of renal care, they and their family members are rarely the focal point of analysis 

and their labour has yet to be acknowledged or explored. This study addresses a major gap 

within the literature and provides a platform for patients and their families to share their 
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experiences and to present a patient-focused perspective to the literature. Beyond understanding 

the perspectives of the patients and their families, my goal is to provide useful data to help 

address the crisis in renal care at the state level and most importantly, enhance the conditions 

under which patients and their families perform their daily care at home. 
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Introduction: An Introduction to Home-Based Renal Care 

 

Background to the Study 

Over the last several decades, the social landscape of work and welfare in Canada has 

significantly shifted from its post-war roots. In the “post-war period it was widely accepted that 

state provisioning of infrastructure, health, education, and social services was the best way to 

ensure” (MacLeavy, 2010, p.134) the well-being of citizens. This ultimately meant that the state 

could intervene in the form of social policies, programs, standards, and regulations in order to 

accommodate the social needs of citizens and to provide security in the face of social risks (i.e. 

illness, unemployment, poverty) that were inherent in a capitalist system (Broad & Hunter, 2010; 

Hunter & Miazdyck-Shield, 2006). The arrival of neoliberalism as a political ideology and 

governmental practice in the 1980’s contested the foundation upon which these post-war values 

were based. Under neoliberalism, “markets [were] increasingly understood to be better at 

delivering public goods and services because they [were] associated with competition, economic 

efficiency, and consumer choice” (MacLeavy, 2010, p.134). In line with this ideological 

perspective, governments took action and began to re-regulate (Standing, 1997) social welfare 

policies and programs to serve the needs of the market, rather than to counter its ill effects 

(MacLeavy, 2010). As part of this approach, social welfare became much more punitive and 

placed an emphasis on self-sufficiency and individual requirements to work, resulting in the 

privatization and transformation of social risks into individualized responsibilities of “self-care” 

(Juhila et al., 2017). By default and design, citizens and their families were expected to manage 

their own social risks through self-regulation (Pyysiainen et al., 2017) and take responsibility for 

the work that was no longer publicly provided for by the state (Bezanson & Luxton, 2006b). 

 The issue of “responsibility” continues to be a defining feature of neoliberal social policy 

and practice within contemporary Canadian society. This is largely because at the heart of this 
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mode of governance is the ambition to make citizens self-responsible and independent from the 

welfare state through the process of responsibilization (Birk, 2018). This process “renders 

citizens individually responsible for a task which previously would have been the duty of another 

(usually a state agency) or would not have been recognized as a responsibility at all” (Juhila et 

al., 2017, p.11). It is a process that does not necessarily require compliance with rules and 

regulations, but rather “involves an uncoerced application of certain values rooted in the 

motivation for action” (Thompson, 2007, p. 1). Thus, responsible citizens conduct themselves as 

directed or nudged by a variety of experts and government agencies (Brown & Baker, 2013) and 

reflect upon social risks in order to make reasonable life choices to enable their own self-care. 

The application of neoliberal policy objectives has fundamentally shifted how health is 

conceptualized and care is provided within the Canadian health care system. Under 

neoliberalism, health has been framed as an individual responsibility and moral obligation which 

has created new expectations in relation to the maintenance of one’s health and the health of 

one’s family (Polzer & Power, 2016). These ideological transformations have resulted in the 

reduction of the state’s role in providing services for various forms of patient care that have been 

downloaded to the household level. This movement of medical care out of institutional settings 

and into patients’ homes has increased in Canada in recent years as part of the general emergence 

of self-care options within the health care system (Wong et al., 2009). While this trend can be 

observed in multiple areas of the system, it has been most profound in the area of chronic care.  

Chronic care is often assumed to require minimally skilled labour performed by those 

without formal medical training. This labour has increasingly been delegated to patients and their 

families who then have the responsibility to manage their care needs regardless of their actual 

capacity to meet those needs. The assumption that individuals and/or their families will provide 
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the necessary care required to manage chronic illness, rides on the restructuring and investment 

in new avenues of health care delivery at the household level. By doing this, the state is able to 

offload the actual performance of certain forms of medical care while still funding the 

infrastructure that enables citizens to take up this work (Brown & Baker, 2013). For example, 

citizens are given cash to purchase services on the market (e.g. hire a personal support worker), 

or are provided with the necessary equipment (e.g. dialysis machine) to perform this care work 

themselves. Essentially, the goal is to shift the role of the state from the provider of service to the 

facilitator of service which aids the family in taking care of their own (Broadie, 1996a, as cited 

in Fudge & Crossman, 2002).1 It is assumed that with this help, citizens will be able to take 

responsibility for managing their chronic care needs. 

The above-noted practices of responsibilization can be observed in the case of renal 

replacement therapy (RRT), specifically home dialysis which is utilized to treat ESRD. ESRD is 

defined as an irreversible decline in a person’s own kidney function, stemming from chronic 

kidney disease (CKD) or acute damage to the kidney(s) (Mendlowitz, et al., 2018). The job of 

the human kidney(s) is to filter wastes and excess fluids from the blood which are then excreted 

in urine. When CKD reaches an advanced stage, the kidney(s) are no longer filtering wastes and 

excess fluids from the body causing dangerous levels of fluid, electrolytes, and wastes to build 

up (Mendlowitz, et al., 2018). At this point, the disease has progressed to ESRD and is fatal 

without routine artificial filtering (dialysis) or a kidney transplant (Kidney Foundation of 

Canada, 2019). Given both the acute (i.e. patients will die without treatment) and chronic (i.e. the 

long-term acute need for treatment) nature of ESRD, it is one of the most labour-intensive and 

cost-consuming chronic diseases in Canada. This is because the majority of patients who are  

 
1 A process commonly referred to as familialization.  
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diagnosed with ESRD are treated with dialysis, as the number of those needing a transplant far 

exceeds the number of transplantable kidneys available (Kidney Foundation of Canada, 2019). 

Also, for a variety of medical reasons, some patients are not able to be transplanted and dialysis 

is their only treatment option (see Chapter Four).  

Dialysis is a medical treatment that artificially cleanses the blood. The most common 

form of dialysis is hemodialysis whereby blood is withdrawn from the body by a machine and is 

passed through an artificial kidney called a dialyzer (Kidney Foundation of Canada, 2019). With 

conventional hemodialysis (CHD) treatment, patients are typically required to go “in-centre” to 

the hospital or clinic three times per week, with each session lasting three to four hours (Humber 

River Regional Hospital, 2014).2 During the treatment, frontline health care workers (i.e. doctors, 

nurses, technicians) manage and administer all aspects of the care required. Although dialysis is 

a treatment that sustains a patient’s ability to live with ESRD, it only cleanses the patient’s blood 

and removes excess fluid; it does not treat the underlying diseases or repair the damage that led 

to ESRD. As a form of life support, patients often remain on dialysis until they receive a kidney 

transplant, quit treatment (i.e. enter palliative care), or succumb to the disease. Even transplants – 

which are the gold standard of treatment – do not offer a cure, but an alternative life sustaining 

therapy that leaves dialysis a constant probability from diagnosis to death. As one patient put it, 

“You know with cancer you can be cured. Whereas with [ESRD], yeah you can get a kidney but 

that transplant is only gonna last you so long, you’re a dialysis patient forever” (Joe).  

 As the patient exemplifies in the above statement, there is no cure for ESRD. All of the 

available treatments allow one to live with and manage the disease which poses its own specific 

challenges to maintain the current patient load, and meet the future needs of the population. As it 

 
2 Dialysis prescriptions vary based on individual patient pathologies and remaining kidney function. This represents 

the standard treatment guidelines.  
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stands, the number of patients receiving treatment in the province of Ontario is approximately 

12,284 (Kidney Foundation of Canada, 2024; Ontario Renal Network [ORN], 2018b) and that 

number is expected to rise.3 The rise in CKD has been linked to Ontario’s aging population and a 

multitude of medical conditions such as diabetes, lupus, some cancers, infections (e.g. Hepatitis 

B & C, HIV, E-Coli), and hereditary conditions (ORN, n.d.a). Given the wide array of factors 

that can cause one’s kidneys to fail, prevention and treatment pose significant challenges to the 

health care system due to their substantial cost and demands on resources.  

In addition to the high cost and demanding strain on medical resources, in-centre CHD is 

taxing on the human body. Healthy kidney(s) never stop working and continually filter waste and 

excess fluids from the body. Patients who suffer from ESRD must rely on a dialysis machine to 

do this work in place of a kidney. The problem remains that unlike a healthy functioning kidney, 

in-centre CHD must complete the continuous work of a kidney in three, four-hour treatment 

sessions each week. As a result, the rate at which the dialysis machine must work to cleanse the 

blood and withdraw excess fluid is much faster and harsher on the body. For this very reason, 

patients undergoing in-centre care must adhere to a strict diet and fluid intake to minimize the 

negative effects of treatment which include, but are not limited to, rapid changes in blood 

pressure, cardiovascular complications, nausea, dizziness, and muscle cramping (Koh, 2019).  

These side-effects not only take a physical toll on the body but the entire process of 

treatment places a significant amount of strain on the social and psychological well-being of 

patients and their families. Patients must devote countless hours per week travelling to and from 

 
3 Longitudinal dialysis data from Ontario ceased in 2018 (Canadian Institute for Health Information [CIHI], 2024b, 

p.14). The provincial government led by Premier Doug Ford, amalgamated the ORN as part of Ontario Health in 

2023. Ontario Health is a health agency which is tasked with the larger mandate to oversee health care delivery in 

the province. While many of the services and programs designed under the ORN remain in place, the impact on data 

collection has been significant. No data has been collected since 2018 and therefore the 2018 data set concerning 

patient numbers, treatment outcomes, and costs are the most current data available (CIHI, 2024b). 



6 

 

treatment in addition to the time they spend waiting for and receiving treatment. The time 

commitment combined with the lack of physical well-being significantly impacts the working 

lives of patients and their family members. Many experience conflicts scheduling paid work 

around treatment – that is of course if they are well enough to participate in the workforce. The 

lived reality for many working-age patients with ESRD is that they are unable to work, or are 

only able to work at a reduced capacity (i.e. light duties), and/or part-time (Manns et al., 2017). 

The loss of income (or lack thereof) combined with the out-of-pocket costs (i.e. transportation, 

parking, medication) for treatment has meant that “44% of kidney failure patients live below the 

Canadian Low-Income Cut-off,4 compared to the national average of 8% - 14%” (Hager et al., 

2019). Many patients receive disability payments either from the Canadian government or 

private insurers (Manns et al., 2017) to support themselves and their families while undergoing 

treatment. Although there is minimal data on the full financial impact, a study conducted by 

Manns et al. (2017) estimates that “Canadians with advanced kidney failure are receiving 

disability payments of at least $217 million annually” (p.1).5 Evidently, the financial strain on 

the patient, the health care system, and social welfare programs (e.g. Ontario Disability Support 

Program [ODSP], Canada Pension Plan Disability [CPPD]) is significant.  

In an effort to improve the biomedical outcomes of hemodialysis treatment and the 

overall quality of life for patients and their families, Dr. Robert Uldall at the Wellesley Hospital 

in Toronto, Canada created the system of nocturnal hemodialysis (Pierratos, 1999b). Through a 

 
4 The Low-Income Cut-Off is a tool used by the Canadian government to calculate basic necessities such as food, 

shelter, and clothing. It conveys the income level at which a family may be in straitened circumstances because it 

has to spend a greater proportion of its income on necessities than the average family of similar size. “There are 

separate cut-offs for seven sizes of family - from unattached individuals to families of seven or more persons - and 

for five community sizes - from rural areas to urban areas with a population of more than 500,000” (Statistics 

Canada, 2015, paragraph 1.). 
5 This is the most recent data available. Recent studies conducted on renal care (Kitzler & Chun, 2023) continue to 

use these same facts and figures to demonstrate that dialysis patients face difficulties maintaining or participating in 

employment and often report low incomes as a result.  
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grant from the Ontario Ministry of Health in 1994, Dr. Uldall initiated a pilot project to evaluate 

the effectiveness of HNHD for those suffering from ESRD. The program required patients to 

place themselves on dialysis at home, six nights per week and sleep through the eight-hour 

treatment before disconnecting themselves in the morning (McFarlane et al., 2002). The pilot 

project demonstrated that the greater frequency and slower rate at which the dialysis machine 

cleanses the blood and removes fluid, reduced the taxing side-effects of treatment (Pierratos, 

2004). In addition to the biomedical improvements, doctors reported an enhanced quality of life 

for patients due to the removal of dietary and fluid restrictions, and the flexibility to perform 

treatments around their daily activities (i.e. employment) (Pierratos, 1999a). 

Dr. Uldall’s pilot project not only demonstrated better health outcomes for patients but 

also provided an unintended answer to the rising incidence of kidney disease and the high costs 

associated with in-centre treatment, which currently costs approximately $64,214 compared to 

the $39,236 spent on each HNHD patient per year6 (Beaudry et al., 2018; Kitzler & Chun, 2023). 

These promising outcomes became a catalyst for a team of doctors at Humber River Hospital in 

Toronto, Canada to technically perfect the HNHD method laid out in Dr. Uldall’s study. As a 

result of their efforts, a permanent program was established at Humber River Hospital one year 

later. This program served as a standard model for HNHD programs across Canada (American 

Society of Nephrology, 2022) that continue to be promoted as a “win-win” for both patients and 

 
6 There are few studies that measure the cost of treatment due to challenges in calculating an accurate sample. Due 

to the fact that there are multiple modalities of home-based treatment, HNHD gets lumped together with HHD and 

PD. While each of these modalities are home-based, they differ in terms of duration, frequency, and supplies used. 

In addition, provincial contexts shape the cost of many of the expenses associated with treatment (labour, energy, 

water). Given these differences it is hard to calculate a direct comparison between HNHD and in-centre CHD 

beyond a single program. Despite these differences there is conclusive evidence that home-based therapy is cheaper 

within a single-payer health care system. Therefore, the costs presented are meant to serve as an example of the 

significant difference in costs rather the provide evidence of the actual price tag associated with a particular modality 

within a given program. The figures presented here are generated from a study that took place in the province of 

Manitoba. While the provincial context will shift some of the associated costs that contribute to the totaled average, 

these findings are generalizable to Ontario given their similar systems and delivery of dialysis care. 
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the governments that fund their care. Although the clinical and financial benefits of these 

programs offer a wider range of treatment options that respond to the crisis of ESRD, they raise 

significant questions regarding health care in the age of neoliberalism, specifically in relation to 

who can participate, who benefits, and who is left out (Braedley & Luxton, 2010).  

Purpose of the Study  

Who can participate, who benefits, and who is left out (Braedley & Luxton, 2010) are 

important questions to ask when examining any type of program or policy that is implemented 

on a macro scale, and home dialysis programs are no exception. In this dissertation, these three 

questions served as a point of entry into the broader social, political, and economic issues 

surrounding ESRD and its treatment. In searching for answers to these questions, I wondered 

about the patients, their families, and their day-to-day realties of managing their disease within 

the context of a home program. My initial scan of the academic literature found that most of the 

literature on HNHD is generated within the field of medicine and focuses primarily on the 

biomedical benefits of the treatment and the reduction in healthcare costs. From this body of 

literature, it appeared that HNHD is better (Bayliss & Danzinger, 2009; Masterson, 2008) and 

cheaper (Komenda et al., 2012; Ledebo, 2008) than in-centre CHD, yet the uptake of this form of 

treatment remains significantly low. In fact, only 25% of dialysis patients dialyze at home 

(Kidney Foundation of Canada, 2024) and of that percentage only 5% do HNHD in the province 

of Ontario7 (ORN, 2020a). The answer as to why puzzles many in the medical community. Most 

studies on HNHD conclude with the statement that more research is needed to understand why, 

yet very few studies engage with the patients and take up this work. Instead, biomedical accounts 

 
7 Home dialysis categories are often lumped together: PD, HNHD, HDD. While PD and HD are differentiated, 

HNHD and HHD are not separated and differentiated in the data.  
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of HNHD often discuss the practice as a micro level process that is typically abstracted from 

social, political, or economic contexts. While these biomedical perspectives are important for 

health care professionals seeking to treat ESRD, they often neglect elements of patients’ lives 

outside of their medical care that are central in shaping whether or not they take part in home 

therapy or are even given the choice to do so. The narrow focus on improved survival rates and 

cost reductions does not tell us much about what motivates patients and their family members to 

take on the responsibility of treatment and what that responsibility means on a day-to-day basis.  

The gap in the literature concerning the lived realities of patients and their families 

indicates a lack of firsthand accounts not only within the medical field, but across disciplines that 

explore the issue of ESRD and its provision of treatment. Although patients are significant 

within the existing literature, they are rarely the focal point of analysis or intended audience, and 

as such their perspective is not represented. Instead, much of the literature is engrossed with 

responsibilization and is directed towards policymakers and health care professionals to aid in 

the recruitment of patients and expansion of HNHD programs. As it stands, the literature 

represents a call to action to combat the crisis of ESRD that involves the downloading of 

treatment from the state to household level.  

It was quite evident after reviewing the existing literature, that HNHD programs present a 

unique opportunity to examine the process of responsibilization in practice. While there is a vast 

and growing body of literature on the theoretical orientation of responsibilization and its ultimate 

goals of responsible risk-taking, much less attention has been paid to how this process is actually 

accomplished in practice. My objective for this dissertation is to highlight the complex and 

invisible aspects of home-based treatment, and to give voice to those who perform their own care 
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or that of a loved one. These voices are few and far between within the existing literature but are 

vital to our understanding of HNHD programs and neoliberal practices of responsibilization. 

Research Objectives  

The framing of ESRD as a crisis has facilitated the rollout of HNHD programs that 

represent an enormous effort at mainstreaming biomedical rationalities and neoliberal notions of 

responsibilization and self-care. Based on a logic of choice and responsibilized citizenship, the 

heavy focus on individual and familial self-care as a solution to the crisis of ESRD has shifted 

the responsibility for treatment onto the shoulders of patients and their families. This doctoral 

project looks beyond biomedical models which place the preservation of individual biological 

life at the centre of its logic, and analyzes how patients and their families negotiate the meaning 

of responsible risk-taking in the context of their lived experience within HNHD programs.  

The central research questions that frame this doctoral project revolve around the 

experiences of patients and their families utilizing this modality of treatment. The objective is to 

understand how patients reproduce themselves when shouldered with the responsibility to 

provide their own treatment/care. The research was designed to investigate how patients are 

recommended as candidates for HNHD treatment and how they enter their respective programs. 

In accordance with these objectives, the first research question addresses the macro process of 

responsibilization and asks: How has neoliberal restructuring of healthcare shaped who is 

responsible for the provision of treatment for ESRD? The second question focuses on the micro 

strategies and coping mechanisms of patients and their families: How have patients and their 

families responded to this new modality of treatment and their corresponding shift in 

responsibility? The final question seeks to explore the social factors that may play a role in 
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shaping the socioeconomic outcomes for patients and their families: What are the specific 

socioeconomic outcomes for patients and their families? 

In order to address these questions, I conducted a case study of HNHD patients and their 

families from multiple programs within the province of Ontario, Canada.8 The study examined 

three specific components of the patients’ respective programs: 1) the process of recruitment and 

eligibility criteria for patients and their families; 2) the downloading of care work from the 

hospital to the home; and 3) the economic incentives of this transfer of care. Due to the lack of 

research regarding each of these components, I utilized a grounded theory approach. Grounded 

theory is ideally suited to gather insights about lived experiences (Glaser & Strauss, 1967), and 

because my research questions specifically ask how patients and their families reproduce 

themselves, this method was most appropriate. 

In addition to my grounded approach, the selection of a theoretical framework was also 

driven by the participants and their unique experiences. Due to the fact that ESRD does not 

discriminate and is multivariate in its effect on people’s lives, the participants in my study were 

diverse and experience home renal therapy from multiple social locations. In terms of data 

analysis, this required a theoretical framework that was sensitive to factors that shape one’s 

identity and social location. It also demanded one that accounted for the social relationships 

within and between various social institutions. As a holistic theoretical framework, feminist 

political economy fit the bill because it analyzes society as an integrated whole and draws on the 

interplay of economic, political, and cultural moments of social life from a materialist 

perspective (Luxton, 2006a). In line with my central research questions, feminist political 

economy is concerned with how people reproduce themselves in ways that are constantly 

 
8 See Chapter Three for explanation of why Ontario was chosen. 
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changing and is mindful of how social relations such as gender, race, class, and ability are central 

to this process (Bezanson & Luxton, 2006). Given the suitability of this framework, the critical 

lens of feminist political economy was applied throughout this dissertation to evaluate and 

interpret the data gathered from secondary sources as well as in-depth interviews conducted with 

patients and their care partners (CP) (i.e. usually a family member that takes a primary or 

significant accompanying role in the provision of treatment).  

Feminist political economy also set the context for which social factors were analyzed 

within this dissertation. Gender, race, class, ability, and sexuality were understood to be more 

than categories of analysis; they were assumed to be organizing principles which not only shape 

the lives of patients and their families, but also shape the dynamics within their households and 

the programs they belong to. The ability to understand and acknowledge the linkage between 

identity and social location, and its role in decision-making practices, divisions of labour, and 

everyday social interactions, was relevant to understanding how patients and their families take-

on, negotiate, and manage the responsibility for treatment at the household level. 

Through a consideration of the social, political, and economic realities of people’s lives, 

feminist political economy allows for a comparison between contexts with the understanding that 

different outcomes (i.e. who participates, who benefits and who is left out) may arise in different 

social contexts in spite of commonalties (i.e. HNHD treatment availability) or pre-existing 

conditions (i.e. patients that share the same disease) (Armstrong & Braedley, 2013). Thus, my 

research design and analysis start with the assumption that patients and their families make 

choices about their health and their corresponding responsibility for treatment based on a wide 

array of social factors that are primarily based on the social and material resources they have 

access to. It also understands that while home treatment may take place in private households 
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with differing environments, the processes and practices (i.e. patient responsibilization) that 

patients and their families engage in are determined by a range of macro level systems and 

structures (i.e. neoliberalism).  

Significance of the Study 

ESRD and its treatment poses significant challenges to patients, their families, and the 

health care system. The ability to cope with the current patient load and the rising incidence of 

kidney disease has put pressure on each of these groups to embark on new modes of treatment 

delivery. As a modality of RRT, HNHD improves the biomedical outcomes of treatment and has 

the potential to alleviate the crisis surrounding ESRD by opening spots in clinics while reducing 

health care and disability costs. Given the superiority of HNHD in terms of mortality (e.g. life 

expectancy on HNHD is greater than CHD) (Hodge, 2015; McFarlane, 2010; Walker et al., 

2017), quality of life, and cost-savings for various government agencies, understanding how 

patients and their families reproduce themselves when shouldered with the responsibility to 

provide their own care is vital to all involved parties. 

The “win-win” framing of HNHD has been a defining feature of these programs 

throughout the existing literature. However, only one side of the coin has been thoroughly 

examined. Most of what is known to benefit patients is related to biological health. As past 

research has demonstrated (Armstrong & Armstrong, 2003a; Mikkonen & Raphael, 2010) there 

is more to one’s health and overall quality of life than biological or physiological factors. The 

primary factors that shape the health of patients are not necessarily medical treatments like 

HNHD, but the living conditions they experience (Mikkonen & Raphael, 2010). At present, there 

is minimal research on HNHD that reflects the everyday experiences of patients and their 

families. Their employment patterns, the amount of medically intensive labour they absorb, the 
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emotional, psychological, and economic costs they incur as a result of being enrolled in an 

HNHD program are largely unknown. The literature’s fixation on the patient’s physical health, 

neglects an analysis of the impact of RRT on other family members who may take a primary or 

significant role in the provision of the patient’s treatment. My doctoral project addresses this gap 

in the literature by focusing on the socioeconomic outcomes of HNHD programs from the 

perspective of the patients and their families.  

In order to flip the coin and put the perspectives of patients and their families front-and-

centre, at the outset of the project I engaged with the claim that HNHD is better and cheaper. I 

wondered if HNHD operated more frequently for longer periods of time, where the state was 

saving money, and if the costs – particularly those concerning the performance of labour – were 

simply being transferred to the household along with the service. The location of care was of 

central importance to my doctoral project given that every household has different resources to 

draw from and will incur costs (social, psychological, economic) that are often not considered by 

policymakers when they shift services out of public institutions and into private households. In 

fact, the win-win framework of HNHD that has been forged within the existing literature comes 

from the perspective of medical professionals who measure patients’ lives in terms of morbidity 

and mortality rates. In contrast, many participants in my study spoke about what it actually 

meant to be hooked up to a machine every night, to hospitalize their home, and the extensive 

effort that went into doing dialysis each night. These findings highlight the gap between the 

perspectives of medical professionals and policymakers on the one hand, and the patients and 

their families who take on the responsibility for their care on the other. Understanding how the 

economic costs saved by the state compare with lessons in taking responsibility for one’s own 

care (or that of a family member) is a new perspective that has been missing within the literature. 
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The findings of my project contribute to filling this gap in the literature by highlighting 

the experiences of patients and their families and what they perceive to be the benefits and 

drawbacks to home-based renal care. In doing so, it offers analysis of how attempts to make 

individuals responsible and independent from the welfare state is accomplished. By showcasing 

how challenging and rewarding this process of responsibilization can be at the household level, it 

identifies some of the socioeconomic, as well as psycho-emotional impacts this modality of 

treatment presents to patients and their families.  

At the present time, support services pertaining to the biological health of the body (i.e. 

medicalized training and troubleshooting) dominate HNHD programs and leave patients and 

their families to make provisions for other forms of care. When the experiences of patients and 

their families take centre stage, it is possible to look beyond their biomedical needs and 

conceptualize alternative support structures (i.e. social, psychological, and economic) that are 

equally important to their overall well-being. By exposing the ways in which neoliberal 

ideologies and practices take shape in programs such as HNHD and affect the day-to-day 

realities of the patients and their families, the potential to make micro-level improvements to 

existing programs (i.e. training practices, support groups) is one contribution that this study 

makes. In addition, the knowledge gained from patients and their families can also be beneficial 

on a macro level to government agencies such as the Ontario Renal Network (ORN) who on 

behalf of Ontario Health manage the delivery of CKD services in the province9 and champion 

home-first policies (i.e. an approach to RRT that presents home-based therapies as the first 

option). This research can inform such agencies with regard to what patients need to make that 

happen and how resources can be allocated. 

 
9 Now a division of Ontario Health. The ORN’s programs and services have not changed although Ontario Health is 

now the centralized body which oversees and mandates the work of the ORN (Ontario Health, 2025; ORN, n.d.b).  
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Although much more research is needed to evaluate the extent to which responsibilization 

affects all patients with ESRD and their ability to choose a modality of treatment, perhaps the 

greatest contribution from this study relates to who takes responsibility for their treatment and 

why. This is particularly pertinent given the prevalence of kidney disease and the crisis that 

looms with its projected growth. This crisis is front-and-centre in much of the literature that 

depicts HNHD programs as a win-win for all involved parties. The problem, however, with this 

framing is that it expresses the perspective of medical professionals and government agencies 

that hold a stake in this transfer of care. While this group stresses the importance of recruiting 

patients and expanding programs by “selling a lifestyle,” it remains unclear as to who can 

actually purchase what is being sold. By investigating the recruitment process and speaking 

directly to staff who engage in such practices, a greater understanding of who is approached and 

why helps us to understand the barriers that inhibit the universality of the program, other than the 

obvious factor of having to have a home.  

Given that HNHD is a clinically superior form of treatment that produces significantly 

better health outcomes, it is important that barriers to this modality of treatment be identified if a 

tiering of ESRD is to be avoided. Within a universal health care system, all legal citizens in the 

province must be covered by public health insurance under the same terms and conditions. In 

addition, service must be similar for everyone and be without financial or other barriers 

(Armstrong & Armstrong, 2008). The findings of my research contribute to a wider 

understanding of the home patient population and the treatment accessibility issues that exist 

within the current system. When we consider the survival rates and greater ability to engage in 

life’s activities with the improved health that accompanies HNHD treatment, the barriers 

identified within this study serve as a point of entry into making programs more accessible to a 
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wider range of patients and their families. It also provides an avenue for future research which 

should focus on how treatment options are presented and the choices of patients facilitated.  

Outline of the Dissertation  

This dissertation is organized into eight chapters. The first chapter, Locating Key Debates 

on HNHD: A Review of Literature explores the existing literature surrounding HNHD programs 

and the contexts in which they exist. In critically reviewing this literature, I identify some of the 

major debates in this field of study from various disciplinary perspectives and locate the gaps in 

contemporary scholarship which laid the groundwork for this dissertation.  

Chapter Two, Theorizing Home Renal Care, outlines the theoretical framework and 

conceptual tools I employ in this dissertation. The chapter begins with a discussion of feminist 

political economy highlighting its main objectives, goals, and concepts and how they influence 

and contribute to my project. It also discusses the intersectional approach I took and how the 

concept of governmentality was an essential tool to identify and understand the power dynamics 

that emerge when dialysis is transferred from the hospital to the home.   

Chapter Three, Research Methods, provides an overview of the qualitative methods of 

inquiry that were adopted in this dissertation. It outlines the central research questions that frame 

this study and offers a rationale for the use of a grounded approach to investigate them. This 

chapter also discusses how the study was designed and performed, concluding with an 

explanation of how the data was interpreted and incorporated into the final analysis.  

Chapter Four, Contextualizing Home Renal Care in Ontario, provides an overview of the 

structure of HNHD programs within Ontario and the contexts in which they are constructed and 

maintained. The chapter is divided into two parts. The first part of the chapter focuses on the 

contexts in which these programs come to fruition and identifies the major social, political, and 
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economic factors that shape them. This specifically involves a discussion of neoliberalism and 

the renal climate of crisis. The chapter concludes with an overview of how patients are recruited, 

trained, and approved to go home.  

 Chapter Five, What Choice did I Have? Risk, Resilience, and Responsibilization, offers 

an in-depth examination of the process of responsibilization. It examines how the responsibility 

for the treatment of ESRD is negotiated between various social actors and institutions. The focus 

here is on who (i.e. the patient, their family members, health care workers) takes the initiative for 

various tasks and how the patient and their families respond (i.e. issues of autonomy, control and 

compliance). At the core of this chapter is an analysis of power and how the politics of “choice” 

play a central role in shaping how the process of responsibilization is accomplished in practice.  

 Chapter Six, Hospitalizing the Home, explores the everyday experiences of patients and 

their families and what it means to live with a life-threatening disease and bear the responsibility 

for its treatment. Special attention is given to what occurs at the household level when treatment 

is transferred to the home. Unlike previous chapters, the focus here is on the social and 

psychological components of the program and the familial dynamics that take shape as a result of 

this transfer of care. The chapter contextualizes what both the patient and their family members 

perceive to be the benefits and drawbacks to this modality of treatment.  

 Chapter Seven, It’s a Full-Time Job: Productivity, Care Work, and the Division of 

Household Labour, provides an analysis of the costs and labour that is downloaded from the state 

to the household level when treatment is transferred to the home. It explores how families cope 

with the out-of-pocket costs of treatment and make use of private material resources and state 

provisions (i.e. tax deductions, grants) to enable self-care. It also examines how patients and their 

family members negotiate the division of paid and unpaid work that is part and parcel to home-
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based renal care. Given that one of the central objectives of HNHD programs is to enable 

patients to initiate, maintain, or return to productive daily activities, this chapter also explores the 

push for productivity and examines the employment patterns of patients and their family 

members. It examines the importance of work (both paid and unpaid) within the family and how 

changes in employment and care work can shape familial roles and relationships.  

Chapter Eight, Conclusions and Recommendations, outlines the central findings of this 

study, and how they contribute to the wider literature on HNHD, neoliberal responsibilization, 

and social reproduction. The concluding arguments are presented with an explanation of their 

significance, as well as their limitations. The chapter ends with policy recommendations for 

existing HNHD programs as well as further research within this area of the field. 
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Chapter One: Locating Key Debates on HNHD: A Review of Literature 

In order to have a greater understanding of HNHD programs and their socioeconomic 

outcomes for patients and their families, I conducted a review of the academic literature on 

HNHD from multiple disciplinary fields. Upon review of the literature, it was clear that the 

majority of research is generated within the field of medicine and presents HNHD in binary 

opposition to CHD. This binary opposition takes shape through three key themes: 1) the clinical 

superiority of HNHD to CHD; 2) the reduction in health care costs for governments that fund 

renal care; and 3) the social welfare implications of nocturnal dialysis and its potential to 

enhance the daytime productivity of patients. Although patients are significant within each area 

of research, they are rarely the focal point of analysis or intended audience. Much of the 

literature is directed towards health care professionals and policymakers to aid in the recruitment 

of patients and the expansion of HNHD programs.  

Despite the few studies that approach HNHD from the perspective of the patient, the 

fourth and final theme to emerge within the literature concerns the responsibility and assignment 

of care work. This theme is often identified as a “gap” within the existing medical literature and 

is very limited in its contribution to the understanding of patient experiences with HNHD. This is 

because most biomedical studies note the lack of research in this regard and call upon 

researchers to take up this work, but to date it remains incomplete. Regardless of this limitation, 

there are several opportunities to engage the existing biomedical accounts of HNHD and its 

integration into the daily reproductive practices of patients’ lives with sociological work on 

neoliberal responsibilization and care work. 

In the sections that follow, I present the findings of my literature review that informed my 

research design, methodology, and theoretical framework. Organized according to the four 

themes noted above, the findings identify the theoretical and empirical gaps within the literature.  



21 

 

Theme One: Clinical Superiority  

One of the first themes to emerge within the literature concerning HNHD is the claim that 

it is a superior form of RRT when compared to CHD. As the current standard of care for most 

patients on RRT in Canada, CHD operates on a regimen of three treatment sessions per week 

that range from three to five hours depending on local practice (Koh, 2019). Mortality remains 

high with only 42% of patients surviving five years after dialysis initiation (Gravitz, 2023; Krahn 

et al., 2019). This high rate of mortality is due to symptoms and complications related to the low 

dose of dialysis and the nature of the treatment process itself. Patients on CHD often experience 

symptoms that are linked to the rapid rate of change in the body’s ‘internal milieu’10 (Pierratos, 

1999b), during and after treatment. Cramps or dizziness during treatment are common and 

patients often report feeling “washed out” and fatigued after each session (Koh, 2019). Given the 

more significant symptoms associated with the shorter and infrequent regimens of CHD, many 

within the medical community argue that the ideal dialysis prescription should provide a high 

dose that is frequent and performed over a longer period of time (Pierratos et al., 1998; Pierratos, 

1999a; Pierratos, 1999b; Koh, 2019).  

The Importance of Time 

It is immediately clear from the literature that time is one of the most important variables 

when considering the crisis of ESRD and the provision of renal care. Regardless of the modality, 

dialysis is a life sustaining therapy that replaces the essential work of the human kidney. Unlike a 

natural functioning kidney which operates continuously to cleanse the blood and filter excess 

 
10 Refers to the hemodynamic stability of the body. In addition to waste excretion and fluid removal, the kidneys 

also maintain the hemostasis of the body. This means that they manage fluid levels, electrolyte balance, and blood 

pressure. During dialysis the hemodynamic stability of the body is thrown off as the machine rapidly speeds up the 

natural processes of the kidney which leads to a disordered cardiovascular physiology during treatment and patients 

are at risk for complications (Koh, 2019; Pierratos, 1999b). 
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fluid and waste from the body, a dialysis machine must complete this work in a short window of 

time. As a result, patients have to heavily restrict their diet and intake of fluids, as well as 

consume medications to combat the remaining toxins that the machine is unable to clear during 

treatment. In addition, the short duration of treatment requires that the machine operate at a much 

faster rate of speed to process a larger volume of fluid and waste which puts patients at a greater 

risk for cardiovascular complications, such as heart attack or stroke during and after treatment. 

The solution to improve the ill effects of treatment is to mirror RRT as closely as possible to the 

natural function of the kidney(s). The gold standard of treatment is to replace the kidney with a 

new one via transplant, however, the scarcity of transplantable kidneys (Brassolotto & Daly, 

2016a; CIHI, 2024a; Lysyk, 2019) has meant dialysis is often the default treatment until a kidney 

becomes available.11 Therefore, the efficacy of treatment is very much dependant on time as the 

greater frequency and duration of dialysis allows for an enhanced clearance of toxins while 

minimizing the risks of complications during treatment.  

From a clinical perspective, HNHD is said to be a superior form of dialysis, an argument 

which rests heavily on the variable of time. In contrast to CHD, HNHD is typically performed by 

the patient within their home, six nights per week while they sleep through the eight-hour 

treatment (McFarlane et al., 2002). Although the process is essentially the same, many argue that 

CHD is an inadequate form of RRT (Hodge, 2017) because it only achieves 15% of that 

achieved by a normal functioning kidney (Koh, 2019). By increasing the frequency and duration 

of treatment, HNHD is able to achieve better patient outcomes. In fact, the improved clearance 

levels and stability during treatment has meant the mortality rate amongst this group of patients 

 
11 Some patients are not eligible candidates for transplant for a variety of medical reasons and others often die 

waiting for a new kidney. Dialysis is the most common treatment option for patients battling ESRD (Kidney 

Foundation of Canada, 2018).  
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is significantly lower than CHD, with 80% of patients surviving five years after dialysis 

initiation (Krahn et al., 2019). In addition to these enhanced clinical outcomes, many patients can 

return to a more liberal food and fluid intake (Koh, 2019; Pierratos et al., 1998), something CHD 

patients must regulate significantly to ward off the ill effects of treatment. 

It is evident from the literature that an increase in time is vital to improving the 

biomedical outcomes of RRT, however, the literature also reveals that time poses one of the 

biggest barriers to treatment. These barriers are two-fold. On the one hand, health care systems 

are challenged by time because time often equals money. Any increase in the frequency and 

duration of treatment would mean additional costs in terms of supply, capacity, and labour, of 

which many hospitals and satellite centres cannot or are unwilling to accommodate. On the other 

hand, many patients find the standard schedule of CHD to negatively impact their quality of life. 

To require that patients travel to a clinic on a daily basis for longer periods of time, would be 

impractical for most – if not all patients. The practicality of providing optimal RRT has meant it 

is most desirable and efficient to all involved parties to be performed at home while the patient 

sleeps (Pierratos, 1999b). This rationale was used to design contemporary HNHD programs and 

is prevalent within the literature when discussing the quality of life of patients (Lewicki et al., 

2015; Pierratos, 2004; Pierratos, 1999a).   

Biomedical Perspectives on Patient Quality of Life 

 Advances in dialysis treatment have significantly improved the survival rates of those 

suffering from ESRD. In spite of these advances, dialysis patients continue to have one of the 

lowest health-related quality of life scores amongst patients with chronic diseases (Gravitz, 2023; 

Xi et al., 2013). Part of this is due to the nature of ESRD itself, but a major contributing factor is 

the chronic encroachment of treatment upon one’s daily life. Given the intrusiveness of CHD, 
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one might assume that the enhanced frequency and duration of treatment associated with HNHD 

would further diminish the quality of life of patients, however, its proponents argue just the 

opposite. According to Hodge (2017), the slower, longer, and more frequent regimen of HNHD 

allows patients to feel better physically. In addition, the ability to perform these treatments at 

home while they sleep eliminates the need to travel in-centre and the devotion of their waking 

hours to RRT.  

 These clinical benefits were primarily supported throughout the literature with many 

scholars agreeing that home dialysis offers patients a sense of “control” over their disease which 

is related to the ability and freedom to dictate their dialysis schedule. This autonomy over 

treatment is a central feature of the argument that HNHD offers patients a significant 

psychosocial advantage over CHD because it is less disruptive of daytime schedules, and 

provides greater time allotments for employment, family, and friends (Yu et al., 2018). 

Essentially, it allows patients to fit dialysis into their lives rather than fitting their lives around 

dialysis which is often the case with CHD (Masterson, 2008; Pipkin et al., 2010).  

Despite the many claims to enhanced patient quality of life, there are very few studies 

that measure the perspectives of patients. Those that do, tend to rely on the anecdotal accounts of 

health professionals and patients themselves are not consulted within the studies where such 

enhancements to quality of life are reported. Whether patients agree with these biomedical 

presumptions and/or actually experience an enhanced quality of life is currently unknown.  

 In the few existing studies where patient perception is measured, there have not been 

significant differences found in patient quality of life. Bayliss and Danziger (2009) noted that 

many studies found no real difference in the quality of life between HNHD and CHD patients 

other than biomedical factors. While HNHD patients reported improvements to their physical 



25 

 

health, there was no difference between the two modalities when it came to questions of 

depression and intrusiveness of illness. However, a more recent study presented by Yu et al. 

(2018) contradicted these findings. Drawing on data from a large observational study comparing 

HNHD and CHD, the authors found that patients on HNHD had a greater improvement in health-

related quality of life, which included reductions in depression and post-dialysis recovery time. 

While the jury is still out on the efficacy of HNHD in producing greater psychosocial and 

socioeconomic outcomes which impact quality of life, the clinical outcomes of HNHD have 

historically been less controversial.  

There is a greater consensus within the literature which supports the superiority of 

HNHD to CHD in terms of biomedical improvements and patient survival. However, there are 

emerging reports that are casting doubt on these clinical claims. According to a 2017 report 

published by the Canadian Agency for Drugs and Technologies in Health (CADTH) that looked 

at six systematic reviews and 154 studies, there was no overall difference in the quality of life 

between home and in-centre dialysis (Moulton et al., 2017). The report also provided evidence 

which suggests that both offer similar clinical benefits. The evidence and more specifically the 

data and populations in question are vitally important to understanding such discrepancies in the 

literature. Conclusions that are being drawn from these studies which compare home versus in-

centre dialysis, tend to lump a group of modalities together under the category of “home.” This   

means that HNHD, PD12, and home conventional HD (HHD)13 are all compared as a group to 

one modality – CHD. The problem with this method of comparison is that these modalities differ 

 
12 Peritoneal dialysis (PD) is a form of RRT where the lining of the abdominal wall is used as a filter to clean the 

blood. To get access to the inside of the abdomen, a catheter is inserted near the navel and remains in place for as 

long as the patient is on PD treatment. This treatment is performed at home each night for a period of 8-10 hours 

while the patient sleeps (ORN, n.d.d). 
13 Home hemodialysis (HHD) typically refers to conventional hemodialysis (CHD) that is performed at home. 
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greatly from one another in terms of method, duration, and frequency, all of which impact the 

clinical outcomes, let alone the psychosocial or socioeconomic ones.  

Due to the lumping of home therapies together, some have argued that the case for long 

frequent hemodialysis has not been proven (Moulton et al., 2017; Pipkin et al., 2010). Others 

however, have highlighted the issues with lumping modalities together and are simply more 

cautious of making cause and effect claims. According to Nesrallah (2013), the opportunity to 

perform longer or more frequent dialysis may improve several physiological outcomes, and these 

changes may translate into improved survival, well-being, and quality of life. He cautions that 

many survival comparisons with various dialysis modalities have been limited to observational 

study designs14 which have significant issues related to patient selection that limit the validity of 

inferences drawn from these studies. In addition, patients who are able to perform their own 

dialysis at home, or who have adequate support systems in place to assist with treatment, may 

have better clinical outcomes and quality of life for reasons that are not related to the modality of 

treatment itself (Nesrallah, 2013).  

 Selection bias is widely acknowledged in the literature amongst proponents of HNHD 

with many noting that the majority of patients dialyzing at home are unquestionably younger, 

have less comorbidities, and tend to be of a higher socioeconomic status (Nesrallah, 2013; 

Pierratos, 2004; Pipkin et al., 2010). While this trend can most certainly result from the medical 

side of selecting appropriate candidates who may hold the most potential to be successful as 

evaluated by their health care team, Masterson (2008) points out that patient motivation is 

 
14 Observational studies are ones where researchers observe the effect of a risk factor, diagnostic test, treatment or 

other intervention without trying to change who is or is not exposed to it. For example, an observational study of 

HNHD could involve a pilot project where the outcomes of patients are recorded and presented. There is no control 

group and the patients are not randomly selected for the study. It is therefore important for readers of observational 

research to consider if alternative explanations for study results exist (Carlson & Morrison, 2009).  
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equally important. Patients who are most willing and able to take on the responsibility for their 

treatment and chose HNHD versus CHD might be motivated for reasons related to their age, 

ability, socioeconomic status, and personal networks of support. 

 Despite the lack of clear evidence that demonstrates the psychosocial or socioeconomic 

benefits of HNHD and their overall impact on patient quality of life, there is a consensus that 

supports the association between improved survival rates and HNHD. However, the evidence 

used to support such advantages is complex and remains controversial (Krahn et al., 2019) 

because home therapy as a whole has been embraced within contemporary renal practice. Health 

care professionals and policymakers seem to perceive that the current observational data 

provides sufficient justification for adopting home dialysis. Proof of causation does not appear to 

be necessary when one considers the numerous potential ancillary benefits of home therapy 

(Nesrallah, 2013) to a system confronting a crisis in the provision of renal care. This is quite 

evident in how research has progressed within the medical field as much of the data on home 

dialysis has not been recorded or reported in Ontario since 2018. While some newer studies 

(CIHI, 2024b; Gravitz, 2023; Kidney Foundation of Canada, 2024; Kitzler & Chun, 2023) 

provide contemporary insights, the data sets they draw upon predate 2018.15  

Theme Two: Reduction in Health Care Costs  

The “Win-Win” Strategy  

 When one first dives into the literature concerning HNHD it becomes abundantly clear 

that kidney disease, specifically in its advanced form, poses significant challenges not only for 

those who suffer from it, but for those who are tasked with treating it. These challenges are 

exacerbated by the fact that there is currently no cure for ESRD and transplantable kidneys are 

 
15 See Footnote 3. 
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few and far between. This dire reality has meant most patients opting for treatment must rely on 

lifelong dialysis treatments. Given the chronic nature of dialysis, it is of no surprise that the costs 

associated with it are extremely high and consume a large portion of health care budgets. These 

costs are expected to rise with the projected increase in ESRD and those requiring treatment.16  

Due to the high cost of CHD, HNHD emerges within the literature through a narrative of 

“crisis.” A large part of this “crisis” revolves around infrastructure (i.e. clinic capacity, frontline 

staffing needs, and equipment) and the capital to meet the needs of current and future patients. 

HNHD is positioned within this crisis as a “win-win” strategy to mitigate the current demands 

placed upon the health care system and to advert the disaster that looms in the not-so-distant 

future. As a win-win strategy, HNHD is said to benefit all involved parties. Those who would 

“win” from a cost perspective are those who fund and provide renal care. On the other end of the 

equation are patients who are said to benefit from the enhanced quality of treatment and 

autonomy over their care.  

  The win-win strategy is a dominant theme that runs through this particular branch of 

literature, with many proponents highlighting the significant reduction in health care costs that 

accompany the movement of treatment from the hospital to the home. Although the argument is 

explicitly clear that HNHD is cheaper than CHD from a single-payer health care perspective 

(Hodge, 2015; Komenda et al., 2012; McFarlane et al., 2002), the argument that it is also a 

clinically superior modality of treatment is constantly attached. This is not surprising given that 

much of the literature concerning the cost of treatment is directed towards health care 

professionals and policymakers to aid in the recruitment of patients and the expansion of HNHD 

 
16 10,000 Ontarians have CKD and require pre-dialysis care (Kidney Foundation of Canada, 2024). The leading 

cause of kidney failure is diabetes which on its own is at record levels with 31% of the provincial population having 

diabetes or being prediabetic (Diabetes Canada, 2025).  
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programs. As a call to action, this branch of literature serves to provide the necessary evidence to 

persuade those on the frontlines that the widespread expansion of HNHD is warranted to ensure 

the sustainability of existing health care systems and their ability to meet the growing needs of 

the renal patient population.  

In light of the fact that patients must actively participate and assume responsibility for 

their own treatment within HNHD programs, the presentation of the clinical benefits are equally 

important to justify to patients and their families. For example, those who undergo treatment 

within a hospital or clinical setting are aware of the monumental task it would be to take 

responsibility for their own treatment. If there was no difference between treatment models, 

where would the incentive lie for patients? It is evident that most proponents of HNHD are 

cognizant of the patient and the need to promote the benefits of treatment if patients are going to 

be successfully recruited into home programs. As a result, the aim of the win-win strategy is to 

showcase the clinical and economic benefits of HNHD to those who have the power to 

implement programs (i.e. policymakers) and recruit patients to participate (i.e. frontline health 

care professionals). However, it is unclear from the perspective of the patient and their families if 

those promoted benefits are actually to their advantage. 

Time is Money  

 As discovered in the first branch of literature, time is one of the most important 

determinants of dialysis efficacy, however, it is not always something that is openly discussed 

within doctors’ offices. According to Hodge (2015), nephrologists17 “prescribe [CHD] to 90% of 

their patients, [but] when asked what they would do if their own kidneys failed, only 6% of them 

would choose that option” (p.2). He argues that once nephrologists:  

 
17 A medical doctor who specializes in the study and treatment of the kidneys and its diseases (Lysyk, 2019). 
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admit that session length and frequency are crucial variables, they must admit that the 

standard in-center dialysis model is broken, because it implicitly assumes dialysis 

treatment time and frequency are constants – not variables – in the survival and well-

being equation” (Hodge, 2015, p.3).  

 

This would impact the cost of treatment because regardless of the modality, time equals money.  

 Dialysis is expensive because it is chronic and requires extensive resources and labour. 

When establishing the cost of those resources and labour, time is an important variable to 

consider. For example, when treatment increases in length and frequency, clinical outcomes 

improve, but the costs to accomplish this in-centre rise because of the extra materials and labour 

required for each treatment session. For this reason, proponents of HNHD claim that shifting 

treatment out of clinical settings and into patients’ homes will significantly reduce these costs. 

In relation to previous studies of its kind (Hodge, 2008; McFarlane et al., 2003; 

McFarlane et al., 2002), Beaudry et al. (2018) found the cost of home dialysis to be significantly 

cheaper than CHD. They estimate the cost of CHD to be $64,214 per patient each year, while 

home dialysis only costs $39,236 (Beaudry et al., 2018). Although it is hard to get precise 

estimates due to variations in the cost of labour, energy, and supplies that vary geographically, 

most of the literature (Kitzler & Chun, 2023; Komenda et al., 2012; Krahn et al., 2019; Ledebo, 

2008) is consistent with Beaudry et al. (2018) and their account of the differences in costs, 

concluding that home dialysis is cheaper for single-payer health care systems.  

Despite the fact that HNHD provides about three times as many treatment hours and 

consumes more supplies, it provides the treatment at a significantly lower rate (McFarlane et al., 

2002). It achieves these savings through reductions in direct costs such as machine consumables, 

facility maintenance, staff wages, and utility expenses. HNHD also reduces indirect costs which 

include medications, access maintenance, and hospitalizations (Lewicki et al., 2015) because 

patients often improve and suffer fewer symptoms and comorbidities. Although there are several 



31 

 

areas where reductions are evident, the most significant savings come in the form of human 

resources (i.e. frontline workers’ wages) (Ledebo, 2008; McFarlane et al., 2002; Pierratos, 2004). 

In fact, Beaudry et al. (2018) found that human resources account for 68% of the costs of in-

centre treatment, which is reduced to 12%-16% when the patient performs dialysis at home. 

Despite agreement within the literature that HNHD is cheaper, that claim must be put into 

context. It is widely acknowledged across many studies that HNHD is actually more expensive 

than CHD in the initial year of treatment (Beaudry, 2018; Krahn et al., 2019; ORN, 2018a). This 

is due to the cost of the machine, home modifications to plumbing and electrical, patient training, 

and the higher cost of consumables associated with the increased frequency of treatment 

(Komenda et al., 2012). In subsequent years, however, the cost of initiation is removed from the 

equation and the higher cost of consumables which account for 45%-73% of the cost of HNHD 

(which is higher than the 13% spent on CHD patients), is off-set by the savings in staffing and 

overhead, positioning home therapy as the cheaper option. McFarlane et al. (2002) caution that 

these savings are only statistically significant if the patient remains on HNHD for a period of 

three years, as this is the length of time required to recoup the initial cost of training and 

equipment. Training alone can cost an average of $24,379 per patient (Beaudry et al., 2018) and 

should a patient opt to return to CHD, the potential savings are lost and the costs are exacerbated.  

The same issues of lumping modalities together into a single category that affect 

comparative clinical measurements of treatment efficacy also come to a head in cost comparison 

studies. Despite evidence which suggests home dialysis is cheaper than CHD, when one 

considers the recruitment of patients, selection bias has been flagged within the literature as a 

potential variable which will impact such claims. As noted by McFarlane et al. (2002) those who 

tend to enroll or are approved for home dialysis, are generally younger and healthier and this 
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may factor into the reduction in costs because patients are usually more capable of self-care and 

require less clinical intervention. As home programs expand, the potential savings will change as 

the patient mix shifts away from the healthiest individuals (Pierratos, 2004). Of course, this 

presents limitations, but the significance of this heterogeneity between cost comparisons and the 

potential for selection bias has been minimized in the literature in favour of the general claim 

that home dialysis as a whole is cheaper than CHD. A notable exception to this narrative comes 

from Hager et al. (2019) in their study of home renal care costs. The authors caution those within 

the field about the limitations of lumping home modalities of RRT together as it limits our ability 

to generalize the true cost differences between HNHD and CHD even if HNHD is categorized 

within a group that represents a reduction in costs.  

In addition to the inherent differences between modalities which certainly impact costs, 

the way in which costs are calculated limits our understanding of the true costs of HNHD and 

who absorbs them. Although both direct and indirect medical costs are regularly compared 

between modalities, the single most striking limitation within the existing cost analyses is a 

discussion of the out-of-pocket costs borne by the patient and their families. Most of the 

literature that does exist in this regard originates from the charitable sector and often reports on 

the out-of-pocket costs that patients incur while undergoing in-centre treatment. These costs 

typically relate to transportation and parking (Kidney Foundation of Canada, 2018). With respect 

to HNHD, the perspective of the patient is absent from existing cost analyses, although many 

studies have noted the lack of data and/or the need for research in this regard (Gravitz, 2023; 

Hager et al., 2019; Krahn, et al., 2019; Pauly et al., 2014).  

The reduction in dialysis costs that dominate the literature comes from the perspective of 

governmental agencies that fund renal care. Most of the costing models that are available in the 
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current literature provide estimates that only account for public health care costs related 

specifically to the performance of dialysis and do not account for the total costs of caring for 

patients within the context of the home. Home specific costs which include but are not limited to 

transportation, caregiver assistance with activities of daily living, home modification, energy and 

water consumption, training, and absences from employment (Beaudry et al., 2018) are not 

accounted for in these models.  

Although actual figures do not exist within the current literature to reflect the costs borne 

by the patient, it is obvious that substantial costs are being downloaded to the household and are 

being absorbed by patients and their families. While there are a few instances where the literature 

acknowledges this downloading, it vaguely identifies them as a barrier to patient recruitment (i.e. 

patients who cannot afford it, will not want to enroll in treatment) (Kraus et al., 2007; Ledebo, 

2008; Pauly et al., 2014; Pierratos, 1999b) without outlining what those costs actually are.  

Another way in which out-of-pocket expenses are addressed within the existing literature 

is in terms of responsibility. For example, a CADTH report which looked at the implementation 

and funding practices of dialysis programs across Canada, noted that patients were responsible 

for all the costs related to their treatment other than the direct dialysis costs that are essential to 

the performance of treatment (i.e. supplies and medications administered through the machine) 

(Moulton et al., 2017). These indirect costs can vary widely depending on geographic location as 

each municipality sets their own regulations concerning water, sewage, and garbage disposal. In 

addition, rural locations have seen higher costs for electricity than urban settings which can 

impact the indirect costs patients incur (Kidney Foundation of Canada, 2018). 

In line with the CADTH report, Pauly et al. (2014), found that most HNHD programs 

reimburse some or all of the expenses for plumbing and electrical renovations required to 
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perform HNHD at home, but considerable costs for dialysis are still transferred to the patient. 

These include non-reimbursed renovation expenses and additional utility costs associated with 

running dialysis and water treatment equipment. In many cases, there are incidental costs related 

to the geographic location of a patient’s home and the potential need for additional equipment 

such as a water purifier that may be passed onto the patient depending on their respective 

program. The lack of data which reflects these costs from the patient’s side of the equation raises 

a question of equity between HNHD and CHD. Pauly et al. (2014) caution that if these expenses 

are not offset by out-of-pocket savings relative to in-centre treatment (i.e. parking and 

transportation), HNHD patients will assume greater costs. This is especially pertinent given that 

the costs to the patient are largely unknown and any attempt at reimbursement is not likely to be 

equitable across HNHD patient populations. 

Despite the limitations of the existing cost comparison studies and the outright lack of 

data pertaining to the patient borne costs, it appears there is a consensus amongst proponents of 

HNHD that it is cheaper than CHD in terms of the actual treatment. In addition to the reduction 

in direct costs, many cost comparison studies agree that there are potential peripheral savings 

associated with HNHD when one considers the clinical quality of treatment and social benefits it 

offers the patient via its treatment flexibility. This brings us to the third theme that emerges 

within the literature and addresses the wider socioeconomic impacts of home dialysis in terms of 

social welfare expenditures and patient employment patterns.  

Theme Three: Treatment Flexibility and Social Welfare Implications 

The major contributing factors (i.e. consumables and human resources) to the high cost of 

dialysis tend to dominate the literature on HNHD. However, there is a growing segment which is 

focused on the wider social welfare expenditures that contribute to these costs. According to  
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Manns et al. (2017) ESRD and:  

the burden of its treatment with dialysis, leads to significant financial and social 

consequences for patients and their families. Data from Ontario indicates that 90% of 

patients with CKD have an annual income of less than $30,000, while 45% of those have 

an annual household income of less than $15,000 (p.2).  

 

These economic conditions are often the result of the patient’s inability to participate in paid 

work due to their disease, symptoms and complications from treatment, and the inflexible and 

demanding in-centre scheduling of treatment that often conflicts with standard hours of work. 

While the patient and their respective families suffer from the pressures placed upon their 

employability, there is also a high cost to the federal and provincial governments that fund 

disability benefits for eligible patients and/or their caregivers who are unable to participate in 

paid work (Manns et al., 2017). 

According to Morton et al. (2017) working age dialysis patients are much more likely to 

be unemployed than matched healthy individuals. When patients are unable to work, they are 

often unable to continue to “contribute financially to their own care, to increase their savings, or 

to contribute to the coffers of governments through tax payments as their income may have been 

substantially reduced, if not ended, by their disease” (Manns et al., 2017, p. 3) and/or its 

treatment. Much of the indirect costs of dialysis from a social welfare perspective connect 

directly to lost time at work and the resultant payment of long-term disability benefits. Therefore, 

there is a growing incentive to help working-age patients start, maintain, or return to employment 

in an effort to reduce governmental disability and caregiver benefits.  

Although loss of employment or employability is not an inevitable consequence of 

ESRD, it is unclear why and how some patients maintain employment as their kidneys fail and 

initiate dialysis while others do not. Muehrer et al. (2011) offer some clarity in this regard as 

they point to the modality of treatment as a potential factor in patient employment patterns. 
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According to the authors, the majority of the research on patient employment is generated from 

the in-centre population as that is where most patients receive their treatment. It is not surprising 

given the inflexibility of treatment schedules and the side effects associated with CHD, that only 

a small percentage of individuals start or continue employment after initiating dialysis. Despite 

the small percentage of patients that are employed, Muehrer et al. (2011) note that the majority 

of the patients who are unemployed have indicated that they would like to return to work either 

on a full or part-time basis. This was confirmed by multiple studies (Curtin et al., 1996; Hallab & 

Wish, 2018; Morton et al., 2017) that found employment and employability to be one of the most 

desired outcomes of treatment by patients. 

Patient Quality of Life: Work-Life-Dialysis Balance    

The modality of dialysis can play a significant role not only in how patients feel 

physically, but it also often determines the extent to which treatment encroaches upon the 

patient’s daily life. The chronic and intrusive nature of CHD schedules have meant many 

patients struggle to maintain a work-life-dialysis balance. Many supporters of HNHD have 

recognized the impact of this struggle on patients and their families, but also the wider effect it 

can have on government spending in other areas of social welfare. As a result, HNHD has been 

promoted to both patients and governments as a way to enhance the quality of life of patients 

primarily by getting people back to work.  

Although there are several different types of interventions that may assist an adult on 

dialysis to be gainfully employed (e.g. non-standard in-centre scheduling), the literature tends to 

support HNHD as a form of RRT that holds a lot of potential to allow patients to enter, maintain, 

or return to employment (Morton et al., 2017), while significantly enhancing their work-life-

dialysis balance. Part of the reason HNHD holds so much potential in this regard is due to the 
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fact that it is performed in the patient’s home while they sleep (McFarlane et al., 2003; Pierratos, 

1999a). This has meant patients do not spend their waking hours on dialysis and have more time 

to engage in daytime activities like employment. The autonomy to adjust their treatment to their 

own specific schedule and lifestyle preferences allows patients to strike a more harmonious 

balance with dialysis in their daily lives (Milne et al., 2017). There are very few studies, 

however, that have measured the perceptions of patients with regard to whether HNHD actually 

enhances their work-life-dialysis balance. This has meant patients are often left out of the very 

research whose outcomes may significantly impact their daily lives.  

Most of the existing studies that have noted the potential benefits of HNHD with regard 

to patient productivity and work-life-dialysis balance, have also noted the probable savings to 

wider governmental spending by getting patients back to work. Such studies present arguments 

that often follow a presumptive linear pattern as articulated by Hodge (2015):  

As dialysis patients feel better, complications lessen and they spend less time in doctors’ 

offices and hospitals, some health care bills will go down and more patients will return to 

work and pay taxes. The numbers who are invalids living off monthly government checks 

will fall (p.5).  

 

As logical as these arguments might seem, there is no concrete evidence to suggest this is 

actually the case. There are very few studies that examine the wider social welfare expenditures 

related to ESRD and its treatment. Of those studies, there is limited – if any – data on the 

financial impact of ESRD on disability payments through public insurance programs (i.e. ODSP 

or CCPD). Yet many argue that these costs can be reduced through the adoption of HNHD based 

on the presumption that improved physical health and increased flexibility to perform treatment, 

will result in positive employment patterns amongst dialysis patients (Hodge, 2017; Hodge, 

2015; Lewicki et al., 2015). This speculation ultimately relies on the assumption that HNHD is 

the preferred modality of treatment amongst patients, but the actual rates of HNHD enrollment 
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suggest such claims might not be reflective of the actual preferences of patients. As previously 

noted, only 5% of patients receive home-based HD in the province of Ontario (Kidney 

Foundation of Canada, 2024; ORN, 2020a) and it is unclear what percentage are actually 

receiving HNHD due to the lumping of all HD modalities into the one category of HHD.18   

Despite evidence within the literature to support the enhanced employment patterns of 

HNHD patients and the reduction in their social welfare expenditures, HNHD has been embraced 

within the medical community and continues to be promoted as a “win-win” for both patients 

and the governments that fund their care. The potential benefits to the patient and the health care 

system, combined with the prospective reductions in social welfare expenditures, seem to serve 

as a sufficient basis for health care professionals and policymakers to promote HNHD to all 

capable and willing patients (Nesrallah, 2013).  

Theme Four: Responsibility and Care work 

Part of the reason for the cultural shift towards home therapy and the specific promotion 

of HNHD has very much to do with the backdrop upon which such programs come to fruition. 

Each and every research paper that was examined for this dissertation described the current crisis 

of ESRD and its provision of treatment. While HNHD may very well offer superior clinical 

benefits and reduce governmental spending on both direct and indirect costs, there is a clear 

downloading of responsibility to the household level that although acknowledged, is rarely 

explored from the perspective of the patient and their families. 

Despite the lack of studies that focus directly on patients and their families’ experience of 

 
18 HHD is comprised of three different types of home hemodialysis: 1) Short daily hemodialysis (SDHHD) which is 

performed during the day, 5-7 times per week for a duration of 2-3 hours; 2) Home conventional (HHD) which is 

performed during the day, 3-4 times per week for a duration of 3-6 hours.; and 3) Home nocturnal (HNHD) which is 

performed at night during sleep, 5-6 times per week for a duration of 6-8 hours (Humber River Hospital, n.d.). 
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HNHD, there is some preliminary research available on in-centre patient experiences that have 

laid the groundwork for further sociological investigation. While CHD differs from HNHD both 

clinically and in terms of patient practice, this work combined with the existing sociological 

literature on responsibilization and care work can offer insights into gaps in understanding 

HNHD and its impact at the household level. For instance, Brassolotto and Daly’s (2016a) work 

on the discourse of kidney scarcity and its impact on renal care policies and practices, offers an 

understanding of how HNHD programs come to fruition and how these discourses shape the 

objectives of each program. According to Brassolotto and Daly (2016a), the crisis scenario of the 

rising incidence of kidney disease coupled with the lack of resources to meet those needs, was 

met with a mandate to encourage home dialysis and patient-led care. The goal was to shift the 

responsibility for the performance of medical treatment and the associated costs from the 

hospital/medical staff to the home/patient through the process of patient responsibilization.19  

In the case of HNHD, patient responsibilization seems to take shape through the process 

of recruitment and what medical professionals refer to in the literature as “selling the lifestyle” 

(Hodge, 2008). As noted by Bennett et al. (2015), HNHD is more than a medical treatment; it is 

a “lifestyle.” This lifestyle revolves around the greater freedom to actively participate in 

productive day-to-day activities, namely paid employment. The goal of many HNHD programs 

is to “sell” the benefits of the program, but like any enterprise looking to market a product, half 

the battle is knowing the consumer. Hodge (2008) likened the recruitment process of potential 

HNHD candidates to those purchasing a new car. By asking a couple of questions – which all 

seem to be related to class, not health – patients can be triaged to the appropriate treatment 

modalities in the same way one can be directed to a car model that suits their lifestyle needs.  

 
19 Patient responsibilization refers to the general process of transferring responsibility and accountability from 

medical experts or governmental authorities to individual patients or citizens (Wong et al., 2009). 
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The importance of selling a lifestyle in maintaining the viability of HNHD programs was 

echoed by Rioux et al. (2015) who extended the consumer base beyond the patient to that of a 

care partner.20 While comorbidities are often perceived to be a barrier to some patients taking on 

their own care, Rioux et al. have demonstrated how these barriers can be overcome by shifting 

the sales pitch to a viable care partner who can perform the medically necessary care that a 

patient may not be able to perform themselves. In such cases, the focus shifts to selling the 

partner on the lifestyle and how HNHD can improve their freedom and autonomy to schedule 

and perform care for their partner. 

In all of these accounts, patient choice is a central factor in determining the growth of 

HNHD programs as patients must consent to take on the responsibility for their care. In addition, 

their modality preference determines their dialysis prescription and their quality of treatment. Of 

course, all patients need to be approved and admitted to a program by their health care team, but 

the low uptake of HNHD within Ontario (ORN, 2018a), suggests that when given the choice of 

treatment, patients opt for other modalities despite the promoted clinical and psychosocial 

benefits of HNHD. To fully understand the dynamic at play, I began to search for literature from 

the perspective of the patient that either confirmed or contradicted the benefits of HNHD and 

how that factored into the decision-making process concerning the patient’s modality of 

treatment. The immediate impression is that this perspective is lacking within the literature, as 

most studies focus on the biomedical components of the practice and are quantitative in design. 

Very few studies engage the patient, and even fewer incorporate their families into the research 

design. What could be gathered from the existing literature to draw inferences regarding the low 

uptake, concern three common themes: quality of life, socioeconomic risks, and family burden. 

 
20A care partner is often defined as a parent, spouse, child, sibling, or friend, that often resides with the patient and 

takes a leading role or significantly assists the patient in performing their RRT at home (Bennett et al., 2015). 
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Quality of Life 

 One of the major selling points of HNHD is that it allows patients to feel better and 

improve their quality of life.21 Given that dialysis patients have the lowest health-related quality 

of life scores among patients with chronic diseases (Xi et al., 2013), any appeal to an enhanced 

quality of life would be a major factor to consider given the responsibility that will be assumed if 

one should choose home therapy. Without research focused on the everyday experiences of 

patients and their families and what that means for their overall quality of life, the success of 

HNHD has usually been measured by mortality, hospitalizations, laboratory values, or reduction 

in costs (Xi et al., 2013), not factors related to psychosocial or socioeconomic well-being, such 

as employment patterns, mental health, and caregiver or family burden. While the presumption 

may very well be true that when patients feel better, they do better, proponents of home therapy 

have relied on this presumption to promote the promise of a “better life.” 

The perspective of the patient is vital in substantiating claims to an enhanced quality of 

life especially when such claims are used to promote programs like HNHD. In the absence of the 

patient, the views of those on the frontlines do offer some important insights into patient 

perceptions and patterns of treatment. For example, a study conducted by Ledebo (2008) 

surveyed the perceptions of frontline health care professionals in regards to the low uptake of 

home therapy and revealed that patient education and knowledge are among the biggest barriers. 

Many frontline health care professionals reported that a lack of education and knowledge about 

the benefits of home therapy has led to a lack of motivation amongst patients to take on the 

 
21 In the context of this dissertation, “quality of life” has a dual meaning that is subjective and dependent on the 

perspective from which it originates. For the purpose of organizing and aligning these meanings, quality of life 

refers to how patients measure their level of content with their course of treatment and the extent to which they carry 

out their daily activities as closely as possible to those that predate their initiation of dialysis. This is sometimes at 

odds with the medical community and their perspective of the patient’s quality of life which often reflects a narrow 

biomedical focus on physical health, independent of socioeconomic and psychosocial factors. 
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responsibility for their care. They believe that a greater focus on patient education will enhance 

their motivation to take on the responsibility for their treatment in exchange for the greater 

clinical outcomes and the associated potential to improve their overall quality of life.  

Patient education is an important factor in widening the scope and accessibility of home 

therapy for any patient to make an informed decision about the right course of treatment for their 

own individual and familial needs. To date, however, it is unclear how patients and their families 

actually experience and interpret the lifestyle that is being sold. In addition, very little is known 

about what actually motivates or presents as a barrier in the minds of most patients, as most 

known barriers are derived from anecdotal accounts of what frontline health care professionals 

interpret as the issues which may or may not reflect those held by patients and/or their families.  

Within the existing literature, barriers to home therapy seem to be identified as two-fold: 

1) those that are related to infrastructure, socioeconomic status, and logistics which are not 

within the realm of the patient’s control (i.e. program availability, means-testing, or ability 

testing); and 2) those that are self-imposed by the patient (i.e. fear, unwillingness to burden 

family, or hospitalize the home). The second group of barriers are not fully understood due to a 

lack of patient-focused studies. Within the few studies that exist, many patients cite quality of 

life reasons for not wanting home therapy – the very selling points frontline health care 

professionals and policymakers use to entice patients to choose home therapy. For example, one 

common benefit that is advertised about HNHD is that it can increase the likelihood that the 

patient will increase their work productivity enabling the patient to start, maintain, or return to 

employment. Hager et al. (2019), however, report that home therapy can actually have a negative 

impact on the productivity of caregivers and their patterns of employment if their services are 

required. This was echoed by Morton et al. (2017) who found that the informal caregiving 
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provided by family members puts them at risk of job loss due to the time demands of caring for 

someone on dialysis. While the literature is small, there are opposing views and contradictions 

that are not being addressed at the policy level or within recruitment practices. 

Socioeconomic Risks 

Socioeconomic factors have the potential to play a significant role in whether patients are 

permitted and/or choose to enroll in HNHD programs or not. Risks to income security such as 

those noted above, may present as a self-imposed barrier for some patients and their families but 

are rarely investigated within studies of HNHD. The economic assessments that have been 

performed within the existing literature come from the perspective of governmental agencies 

which fund dialysis treatment and often leave out the socioeconomic risks of treatment, as well 

as the indirect costs absorbed by the patient. From the perspective of the patient, these indirect 

costs can be a major barrier to their participation in a home program regardless of whether they 

feel the treatment would be clinically and psychosocially better for them and their family. These 

include costs for utilities such as water and energy to operate home HD equipment, as well as 

potential requirements to improve home infrastructure such as plumbing and electrical (Hager et 

al., 2019). For patients who experience financial barriers that make home therapy inaccessible 

and unappealing, those same patients may not be available to afford the time it takes to provide 

their own care. According to Hester (2018):  

Financial pressures generate temporal pressures, resulting in diminished time available 

for caring activities. For many, the demands of waged work under capitalism do not 

allow for the luxury of being able to care – that is, the “luxury” of being able to take on 

work that is frequently difficult, repetitive, and emotionally draining (p.350). 

 

 In addition, some patients may be reluctant to choose home therapy due to what it might mean 

for their families and the potential burden it might place upon them.  
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In their study of CHD patients and their attitudes towards HNHD, Pipkin et al. (2010) 

found a lack of patient motivation and unwillingness to change their present in-center 

arrangements to be the most common barriers to home therapy. Part of this stemmed from a lack 

of familial support which most CHD patients reported as their reason for dropping out of home 

programs. While some participants in the study appreciated the freedoms associated with HNHD 

(i.e. no dietary or fluid restrictions, schedule flexibility), it was not enough to shift the weight of 

the responsibility and the fears that accompany home therapy in order for them to switch or 

select HNHD as their initial modality choice (Pipkin et al., 2010).  

Tong et al. (2013) reported similar patterns in their study of CHD patients and their 

caregivers which examined their beliefs and expectations about HNHD. Like Pipkin et al. 

(2010), they found that patients and their caregivers valued the autonomy of home therapy but 

were very concerned about the potential burden and personal sacrifice it would impose on their 

caregivers. Many patients felt apprehensive about accepting the medical responsibilities of 

dialysis and opted for CHD, while others proceeded with extreme caution and chose HNHD.  

Family Burden 

The idea that there’s no place like home makes several assumptions about patients and 

their families. One of the most striking is that patients want to be at home and that there are 

people within the home who are willing and able to provide support (i.e. physically, mentally, 

emotionally, and economically). The design and eligibility requirements of HNHD programs 

seem to be built upon this premise, as Pauly et al. (2014) report that 58% of home programs 

require a patient to have a care partner in order to dialyze at home. This requirement is often to 

ensure the safety of the patient, but not all programs view independent dialysis22 as a risk and 

 
22 Patients who perform dialysis without a partner or live alone. 
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allow patients to enroll without a care partner. Programs that do require a care partner, present a 

barrier to some patients who may be willing and able to perform their own care, but lack the 

required support structure in the form of a family.  

The role of the family in RRT and particularly the home environment is put forth in the 

literature as an enhancement to the patient’s quality of life. Some argue (Koh, 2019; Xi et al., 

2013; Yu et al., 2018) that RRT’s like HNHD offer psychosocial advantages over CHD that are 

directly related to performing treatment within the comfort of one’s own home. Others like 

Lewicki et al. (2015), however, contend that the location of treatment within the home, or the 

people providing care are not that significant to patient quality of life. They argue that being at 

home is about practicality given the frequency and the duration of treatment required to achieve 

greater clinical outcomes. Thus, home therapy represents the most practical method of patients 

achieving the demands of treatment without impacting their quality of life by having to travel to 

a centre on a daily basis for prolonged periods of time. In this view, the selling points of home as 

an ideal location are meant to promote the treatment, not so much speak to the actual benefits of 

being at home other than the practicality of meeting its demands. The work of Lewicki et al. 

(2015) certainly draws into question the psychosocial advantages of being at home that 

proponents of HNHD claim to extend beyond convenience and practicality. Without studies 

which investigate what actually occurs when people go home, the reality remains that such 

claims are speculative rather than reflective of the actual experiences and perceptions of HNHD 

patients and their families.     

Responsibility and Care Work: Lessons from In-Centre Patients and Their Families 

Dialysis for the management of ESRD represents perhaps one of the more burdensome 

ongoing medical interventions, encompassing mental, physical, financial, and social demands. 
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The adverse impact of kidney failure on patient quality of life is widely acknowledged, however, 

the potential impact of caring for people with kidney failure treated by dialysis is less often 

discussed (Gilbertson et al., 2018). In his work which documents the real-life experiences of 

patients and their families, Gerhardt (1990) found that the family side of coping with renal 

failure is often marked with accounts of depression, anxiety, conflict, and suicidal tendencies that 

are experienced by both the patient and/or their partners. These emotional and psychological 

responses often result from the struggle to cope with the management of treatment, such as re-

arranging family relationships to adjust to the socioeconomic realties that treatment may entail. 

While much of Gerhardt’s findings focus on in-centre treatment, when treatment is intensified in 

the home setting it is within the social context of the home that an illness occurs and its 

management is resolved. This often means that the family structure undergoes major redefinition 

of its members’ roles, something which is largely unexplored in relation to HNHD programs. 

Within the medical literature, several small randomized studies have found patient quality 

of life to improve with the adoption of HNHD (Bayliss & Danziger, 2009), but these studies are 

based on observational data produced by health care professionals and exclude the impact on the 

household and its occupants. According to Gilbertson et al., (2018) it is important to consider the 

patient’s family and their potential role in caregiving. They caution that the improved health 

outcomes for patients and the lower costs for providers may risk medicalizing the home and 

impose increased responsibility on its members. 

Caregiver burden related to home dialysis is often cited as a concern from health care 

professionals and patients alike. According to Lewicki et al. (2015), a large proportion of 

patients undertaking home therapy rely on unpaid, non-medically trained caregivers (i.e. 

partners, parents, adult children) to support them with the performance of their treatments. They 
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also rely on these caregivers emotionally, psychologically, and economically in order to cope 

with the psychosocial and socioeconomic demands of dialysis. The necessity for such support 

and the potential impact it can have on the family have left some patients reluctant to take the 

leap and try home therapy. Lewicki et al., (2015) caution that these same concerns for caregiver 

burden can linger even if a patient chooses home therapy and may lead to increased depression 

scores and reduced quality of life amongst patients and those who share the burden of their 

disease and its subsequent treatment.  

In their review of research studies which explored the impact of caring for a patient with 

ESRD, Low et al. (2008) noted profound changes in roles and relationships within familial units 

as a consequence of ESRD. Of specific concern to the authors, were the roles within martial 

relationships and how they change when a partner becomes a caregiver. This dynamic according 

to Finnegan-Johns and Thomas (2013) can lead to a conflict in the relationship, with the patient 

becoming the focus of negative emotions. There is also the potential to turn those negative 

emotions inward and give rise to depression within the caregiving partner.  

Soskolne and De-Nour (1989) have also demonstrated that the composition of the family 

and the patient in question is vital to how care is managed and how well a family can cope. 

According to the authors, family life was most disrupted when the patient in question was 

female. They suggest that women in our society occupy a nurturant role that involves the 

responsibility for reproductive labour within the household that includes caring for children and 

spouses, as well as aged and sick relatives. As a result, women reported difficulty in adopting the 

sick role completely and while they often reduce their nurturant role, men (often “healthy” 

husbands) felt almost as distressed and socially limited as the patient in question (Soskolne & 

De-Nour, 1989). These findings suggest that gender may be a significant variable in the division 
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of labour and in the emotional and psychological adjustment of the family to ESRD and its 

treatment. Although Soskolne and De-Nour’s work focuses on in-centre treatment, it does offer 

insight into the dynamics of familial adjustment, especially in relation to gendered divisions of 

paid and unpaid workloads that must be negotiated at the household level and are rarely 

acknowledged within the literature pertaining to HNHD.  

Gender and the Division of Care Work 

The mention of gender as a factor in the uptake of HNHD or in the division of care work 

once it is brought home is almost non-existent within the literature pertaining to HNHD. The vast 

feminist literature on care work (Armstrong & Kits, 2004; Bezanson, 2006; Luxton & Corman, 

2007), however, offers insights into the importance of gender in the negotiation and organization 

of unpaid care work within the home and has demonstrated that women overwhelmingly bear the 

responsibility for unpaid work that has been downloaded to the household. As Milligan (2000) 

points out, women have historically been thought of as the default “caregiver” within the family, 

a trend which has continued despite their increased participation in paid work. Milligan argues 

that when there is a dependant in need of care within the household, gender can influence how 

that care will take shape. Based on the lack of research on patients and their families within the 

existing literature, we cannot draw conclusions about the division of care work and its potential 

division along gendered lines within the homes of patients. Nor can we assume that the gender of 

the patient in question is of any significance to the uptake of this modality or its success amongst 

those who make this choice. What we can derive from the existing literature is that when dialysis 

treatments are performed exclusively within the home, it is subject to the dynamics of gender 

within that particular household and how those dynamics play out may reflect dominant 

gendered patterns and divisions of care work or they might contradict them.  
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Regardless of how the dynamics play out, gender is an important factor to consider given 

that HNHD programs call upon informal care providers to perform medical tasks and intensive 

care work that often overestimates their capacity and willingness to do so. According to 

Brassolotto and Daly (2016b) “this work often requires informal care providers to reconfigure 

major elements of their lives, sacrifice their own pursuits, and puts them at a heightened 

vulnerability for their own negative health and economic outcomes” (p.520). 

In relation to Brassolotto and Daly (2016b), Childerhose and MacDonald (2013), note the 

impact of the domesticated use of biomedical devices such as dialysis machines within 

households. They argue that the use of these devices should be conceptualized as “biopolitical 

work that is expected of citizens to produce healthy bodies” (Childerhose & MacDonald, 2013, 

p.1). In other words, the authors suggest that the domestication of biomedical devices that enable 

self-care is not just about “shifting the work [involved] from health care institutions to the home; 

it is also about locating responsibility for good health and care at the individual level” 

(Brassolotto & Daly, 2016b, p. 520). Such a responsibility can carry enough weight to impact the 

decision-making processes of patients when selecting a modality of treatment. While the health 

literature implies that the decision to choose HNHD is related to clinical and lifestyle 

preferences, the vast literature on care work reminds us that such decisions are not always that 

simplistic or freely made. “Factors related to finances, a sense of duty, and a lack of other 

options” (Brassolotto & Daly, 2016b, p.523) often influence one’s decision to choose a modality 

of treatment even if it’s not one’s desired choice or most appropriate for their disease. 

Furthermore, gender can also impact these factors as normative roles and expectations may place 

different pressures on patients and their respective family members in these decision-making 

processes based on their individual gender identities and roles within the family. 
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The Emergence of the Home-First Strategy   

 In addition to issues related to patient choice, some dialysis programs have been slow to 

offer HNHD as a modality of treatment, which has contributed to the low uptake across Canada. 

The variability of modality options between and within provincial health care systems indicates 

that patient choice is broadly influenced by local practices (Komenda & Sood, 2009), which has 

meant patients cannot choose what is not available to them. However, in dialysis clinics where 

HNHD is presented as an option, only a small portion of patients select it. To address the low 

uptake of HNHD, many proponents are taking steps to enhance participation rates by educating 

the renal community about the benefits of home therapy in an effort to establish it as an option in 

clinics where there is currently no home program available. Others, however, are turning to 

home-first policies to enhance participation rates where a home program is available.23 

Many renal and health policy experts agree that moving more patients to home dialysis 

could represent huge savings in an area that is among the costliest for provincial health care 

systems across Canada. According to Ledebo (2008), there will always be a need for in-centre 

therapy, but under ideal conditions about a third of patients starting dialysis can be trained for 

self-care. This claim is supported by the ORN’s research and recording of patient data which also 

estimates that a third of dialysis patients could be treated at home (ORN, n.d.c). With that 

percentage in mind, governmental agencies such as the ORN are trying to promote home dialysis 

by implementing a home-first strategy that seeks to expand the use of home therapy. For the last 

two decades, there has been a significant philosophical shift towards considering anyone and 

everyone as a potential candidate for home dialysis (Milne et al., 2017). In spite of this shift, 

 
23 Home-First policies present the option of home renal care as the first modality option to any patient that qualifies. 

Within this approach to RRT, patients are presented with various modality options at home (HHD, SDHHD, PD, 

HNHD) that do not include the option of CHD. In many cases, a patient can still request CHD but it is typically not 

recommended or promoted as a desirable treatment option.    
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there are barriers at multiple levels which according to Pierratos (2004), include a lack of 

infrastructure for patient training and follow-up, staffing capacity to accommodate patients, and 

most importantly, a lack of knowledge amongst frontline health care professionals about HNHD.  

These particular issues have been linked to the need for a cultural shift in how dialysis 

options are presented to the patient. Moulton et al. (2017) have noted the importance of 

appropriate education and training for health care providers in shifting the culture around 

conventional therapy as the “go to” modality of treatment. However, there is a group of 

proponents who are frustrated by the low uptake rates of home therapy and the looming health 

care crisis that ERSD and its provision of care present to the health care system. In response to 

these frustrations, they have moved to advocate for a more hard-lined approach to patient 

recruitment through the implementation of “home-first policies.” 

Home-first policies aim to maximize the proportion of people on home dialysis (Kidney 

Foundation of Canada, 2018) by limiting the availability of more expensive modalities (i.e. 

CHD) while steering patients towards home-based care. While many health practitioners 

continue to advocate for patient choice irrespective of cost when it comes to selecting a modality 

of treatment, some (Hager et al., 2019; Hodge, 2017; Walker et al., 2015) are proposing the idea 

of controlling costs by implementing a home-first policy within existing renal programs. If such 

a policy were to be implemented provincially, it would take the in-centre option away from 

patients who are capable of doing dialysis at home (Milne et al., 2017). According to Hager et al. 

(2019) the provision of ESRD must consider the societal value of a patient’s freedom of choice 

in comparison with the potential cost savings of a home-first policy. They argue that: 

Patients who are clinically and socially eligible for all modalities may choose in-center 

HD, the more expensive option in our current system. We must acknowledge the large 

portion of health care spending that may be lost if we prioritize patient choice by 

withholding the implementation of a home-first policy (Hager et al., 2019, p. 7).  
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Conclusion 

The general trend towards home therapy, specifically HNHD, is a relatively new concept 

within contemporary renal care despite its long-term usage (albeit at very low rates) in some 

programs. The widespread expansion of HNHD programs to a larger population of patients 

through recruitment efforts like home-first policies is moving forward in the face of known 

social and financial barriers that thwart the widespread implementation of home dialysis. In 

addition, the likelihood that patient choice could be removed from the equation without research 

which outlines the socioeconomic impacts on patients and their families is certainly an area that 

requires more inquiry and takes place within the context of this dissertation. 

This review of the literature pertaining to HNHD underscores the need for research that 

represents the perspectives of patients and their families. Many of the unknown realities of 

patients’ day-to-day lives on HNHD are taken up through this doctoral study and contribute to 

this gap in the literature. In the next chapter, I outline the theoretical framework from which this 

project is derived and through which its findings are analyzed.  
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Chapter Two: Theorizing Home Renal Care  

Theory is an important component of any research project. It often forms the basis of our 

inquiry and guides our formulation of preliminary research questions. In our pursuit to answer 

those questions, theory “tell[s] us where to look, how to look, and what to do with what we find” 

(Armstrong & Armstrong, 2018, p.3). It is important to point out, however, that theory is not a 

completed project but rather an ongoing process that involves a dialogue between existing theory 

and the evidence that we find (Armstrong et al., 2008). This means that our own research 

projects can contribute, confirm, and even contradict our guiding theoretical frameworks. 

Furthermore, not all theories are equipped to answer our questions. Each and every theory has its 

own strengths and limitations, and at times researchers draw upon multiple theories to 

understand and explain complex social phenomena. In light of this reality, this chapter discusses 

the theoretical foundations upon which this dissertation is built and the lens through which its 

findings are analyzed.  

When one thinks of kidney disease and its subsequent treatment in the form of dialysis, it 

is uncommon that sociological theories come to mind as means to understand it. However, this 

dissertation employs sociological theory, specifically feminist political economy to facilitate 

thinking about the everyday experiences of patients (and their families) enrolled in HNHD 

programs. As briefly noted in the introductory chapter, feminist political economy is a holistic 

approach to understanding society and social relations from a materialist perspective and draws 

upon the interplay of economic, political, and cultural moments of social life (Luxton, 2006a). 

By analyzing society as an integrated whole, it recognizes the interrelationship between the 

market, household, and state, demonstrating how each of these domains of social life contributes 

to the provisioning of human needs and well-being. As a framework, it provides an important 

lens for identifying, understanding, and making visible the power structures and social relations 
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that underlie the organization and provisioning of care work associated with HNHD programs. 

This is primarily because it considers the social relations and forces at play from multiple levels 

of analysis (micro, meso, macro).  

When thinking about the everyday experiences of patients and their families enrolled in 

HNHD programs, it may initially appear to be a micro-level case study concerned with how 

patients incorporate dialysis into their daily reproduction. However, in order to understand how 

patients accomplish this work, we must also question why they do this work. Feminist political 

economy provides the infrastructure to answer these questions as it reminds us that society is an 

integrated whole and what occurs within the home is often related to factors and forces outside 

the home. Thus, it is important to analyze the provision of care within HNHD programs across 

multiple social institutions and critically examine the social relations that occur at various levels 

of analysis. This involves an investigation into who provides treatment, the conditions under 

which that treatment is provided, and how that dynamic is understood by those who do it, 

prescribe it, and fund it. These very basic questions elicit answers that extend far beyond the 

individual homes of the patients enrolled in HNHD programs and leads to the consideration of 

who benefits from the delivery and organization of home-based renal care, and who is potentially 

left out. The establishment of “winners” and “losers” – although it’s not inherent that there will 

be a combination of both – tells us something about why dialysis is currently being organized 

and delivered in the form of HNHD, drawing our attention to the major forces that spark a shift 

in the provision of care for ESRD. This line of thinking and subsequent questioning is central to 

the framework of feminist political economy and its historical contributions to understanding 

human needs and well-being at multiple levels of society. 
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Feminist Political Economy: Historical Development and Contribution 

 Feminist political economy developed within the Canadian context during the 1980s, 

from the engagement between feminism and political economy (Luxton, 2006a). Traditional 

political economy frameworks adopt the perspective that society is an integrated whole which 

includes the social, political, economic, and cultural domains of social life. It holds that social 

relations are shaped by vast and complex interconnections between these domains of social life 

and must be studied as a whole rather than an isolated branch of its individual parts (Clement & 

Williams, 1989). As a materialist perspective, it focuses more centrally on economic systems and 

structures identifying and analyzing “social relations as they relate to the economic system of 

production” (Drache, 1978, p.5, as cited in Luxton, 2006a, p.12). It asserts that social relations 

are constructed by the mode of production, which is itself historically, politically, and socially 

rooted, and driven by significant inequalities in power (Clement, 1997). 

Many of the underlying assumptions of political economy are rooted in the work of Karl 

Marx. Marx laid the groundwork for understanding the material basis of human behaviour, 

primarily the economic conditions of people’s lives (Naiman, 2004). He attempted to 

“understand the dynamic of change in the transformation of production and reproduction under 

capitalism with particular attention given to the tensions, struggles, and contradictions within 

societies and between them” (Clement & Williams, 1989, p.6). Of particular concern was the 

relentless pursuit of profit, which Marx recognized as having a profound influence on how and in 

what ways societies are organized. He maintained that with changes to the economic system, 

specifically in relation to the mode of production, the entire social system would be transformed.  

“Capitalism, like every other social system, imposes a specific relationship between the 

process of production of goods and services and the process of social reproduction of the 
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population” (Picchio, 1992, p. 1). However, the capitalist mode of production and its profit 

driven logic is not particularly concerned with reproductive processes although reproduction is 

necessary for capital accumulation. Rather, processes of production and reproduction have 

historically been separated within capitalist systems. As pointed out by Picchio (1992), this 

separation only occurs at the level of organization as these processes are interconnected and both 

necessary for the reproduction of the system of capitalism as a whole. For example, households 

depend on wages to sustain themselves (i.e. buy groceries, pay bills, etc.) and this subsistence 

maintains consumption which then ensures production. Despite the interdependency of 

production and reproduction, traditional political economy frameworks overlook the nexus 

between production and reproduction due to the organizational separation of the two and 

therefore tend to closely examine productive labour processes. 

In laying the groundwork for what is now recognized as feminist political economy, 

feminist scholars critiqued the theoretical separation of production and reproduction identifying 

it as a shortcoming in the political economy tradition. The tendency to underestimate or outright 

ignore the importance of social reproduction within capitalist systems contributed to the political 

and theoretical ghettoization of women’s issues both within and outside the academy (Maroney 

& Luxton, 1997). In response, feminists emphasized the importance of the interrelationship 

between production and reproduction in shaping people’s lives while asking whose interests are 

being served. They argued that traditional political economy frameworks were limited in their 

approach because they lack an analysis of sex and gender systems, which are essential if one is to 

fully understand how work is divided within society, and what the social implications of those 

divisions are for social equality at the household level and beyond (Armstrong & Armstrong, 

2003b). By gendering the analysis, feminist political economy accounted for sexual divisions of 
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labour and not only uncovered the power dynamics located within economic systems, but also 

within kinship organizations (Rubin, 1975), demonstrating how they result in differential 

experiences of women and men.  

Analytic and Conceptual Toolkit: Social Reproduction  

Due to the fact that traditional political economy frameworks tended to focus on the 

market economy and were concerned primarily with issues of growth and accumulation, and 

what that ultimately meant for states, markets, and the working-class; the analysis was inherently 

gendered. The “working-class” in Marxist terms has historically referred to men and the realities 

of working-class women were often not accounted for within political economy frameworks. 

Feminists critiqued political economy for overlooking matters of gender and for the ways in 

which it further perpetuated gender-blindness in mainstream scholarship (Vosko, 2002). Initially, 

this critique focused on illuminating the ways in which the “formal” capitalist economy 

sustained and relied upon the provision of unpaid labour in the home – a division which rested 

on inequitable gender relations that situated women as primarily responsible for this work 

(Munro, 2019). Focusing on the link between public and private as well as paid and unpaid social 

relations led feminist political economists to construct the concept of social reproduction. This 

concept has been used to further traditional political economy frameworks by incorporating the 

provisioning of human needs and well-being (Rai & Waylen, 2013).   

According to Laslett and Brenner (1989) feminists use social reproduction to refer to “the 

activities and attitudes, behaviours and emotions, responsibilities and relationships directly 

involved in the maintenance of life on a daily [and intergenerational basis]” (p.382). Carried out 

by the family and other social institutions (i.e. schools, hospitals, charitable organizations), social 

reproduction includes: the biological reproduction of the next generation; ensuring the health, 
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productivity, and socialization of the current generation; “managing consumption; and caring for 

those too old, young, sick, disabled, or jobless to support themselves” (Abramovitz, 2010, p.16). 

Social reproduction can thus be seen to include various kinds of work – mental, manual, and 

emotional – which can take place in many institutional contexts, but is primarily associated with 

the non-economic space of private life (Winders & Smith, 2019). When reproductive work is 

performed within individual households it becomes embedded in the “intense and important 

relationships of the family [and is often perceived as] “a labour of love”” (Luxton, 1980, p.11).  

This notion of love is a vital component of contemporary processes of patient 

responsibilization at both the state and household level. On the one hand, it is often assumed that 

our families love us, and by virtue of that love, will take care of us in times of need as well as on 

a daily and generational basis. In a similar vein, policymakers assume that the downloading of 

care work to the home will be met by family members who love us and will express that love in 

the form of care. This line of thinking also assumes that there are people (namely women) within 

our households who are ready, willing, and able to take up this work. Evidently, family forms are 

active elements in the development of responsibilizing practices because they are central in the 

reproduction of people and their capacities for self-care (Seccombe, 1992). As a result, what can 

conceivably be downloaded to the household often rests upon a particular composition of the 

“family” and the social relations within it.  

Care is often conflated with love because it is an active mode for us to demonstrate our 

love and commitment to our individual family members. While there is some agreement within 

and outside the academy that care is associated with love, it remains a contested term because it 

has multiple meanings which position it as: a form of labour, a normative framework of 

obligations and responsibilities, an activity that carries financial and emotional costs, or as all of 
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the above (Williams, 2001). Regardless of the context in which one views care, it often carries a 

gendered connation associating care with women. This is not to suggest that women are the ideal 

performers of care, or possess special features which make them more caring. Rather, it is to 

address the historical context from which contemporary discourses of care came to fruition and 

shoulder women with the expectation and responsibility to provide care. 

According to Daly and Lewis (2000), care was initially conceived in relation to the 

unpaid domestic and personal services provided through the social relations of marriage and 

kinship. These relations were understood to be organized in accordance to a breadwinning model 

of the family that was premised on the gendered division of labour where heterosexual men and 

women had two very distinct but complementary roles within the family economy (Luxton, 

1980). “Men were ‘breadwinners’ whose primary responsibility was to earn an income for the 

family and women were ‘housewives’ responsible for running the family home and caring for its 

members” (Luxton, 2001, p. 319). This historical association of the concept of care to the 

breadwinning model of the family and sexual division of labour, turned our attention to the 

material and ideological processes that made up care and at the same time confirmed women as 

caregivers (Daly & Lewis, 2000). Such an association of care with women called for an analysis 

that revealed the important dimensions of women’s lives and the societal arrangements around 

personal needs and welfare (Daly & Lewis, 2000), while avoiding the reification of care as a 

woman specific concept (Agenjo-Calderon & Galvez-Munoz, 2019). 

Feminist political economists responded to this call to action by challenging the 

breadwinning model of the family and pointing out that domestic units are diverse and dynamic 

and not always harmonious (Winders & Smith, 2019). They argued that negotiations take place 

within the household on the use and control of its resources and with respect to the distribution 
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of work, time, and responsibilities, noting how those variables are determined by power 

relationships, mostly depending on age and gender. Therefore, within contemporary societies, it 

is possible to say that households function under “cooperative conflict” (Sen, 1990) and 

transferring care to the household may not always be within the capacity of the family to support 

it. It also does not ensure that there will be willing parties to take up this care, which can alter the 

quality of that care. For example, HNHD is positioned as a clinically superior modality of 

treatment for the patient; however, to situate care within the context of the home where it can 

place a strain on resources and relationships can be counter-productive to the patient and their 

overall well-being.  

Most of us want our family, friends, and community members to receive optimal care, 

but just because we share a household or bonds of love with a person who requires care does not 

mean that we are capable of or even willing to provide good care. This is because care represents 

work that has several dimensions (physical, mental, and emotional) and takes place in multiple 

locations. Both of these factors play a role in measuring its value and classification as a “labour 

of love” or an occupational category worthy of a wage. These relational aspects of care tell us 

that it is more than a completion of tasks, it is a series of relationships (Armstrong & Armstrong, 

2018) that extend beyond the providers and recipients of care (i.e. families, paid workers, 

volunteers) to include those who organize, prescribe, and fund the care that a society needs.  

 Social reproduction serves a double purpose for feminist political economists who study 

care work because on the one hand, it is a concept that outlines and defines various forms of 

reproductive labour. On the other hand, it functions as an analytical tool to examine the relational 

aspects of reproductive labour processes that produce and reproduce people in material, social, 

and cultural ways. By mapping the interconnected relationships between various social 
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institutions (i.e. market, state, household, and third sector), it provides a basis for understanding 

how they “interact and balance power so that the work involved in the daily and generational 

production and maintenance of people is completed” (Bezanson & Luxton, 2006b, p.3).  

Social reproduction provides the appropriate framework for understanding the micro-

level tasks involved in the performance of dialysis within private households on a daily basis. 

HNHD programs often prescribe a regimen of dialysis that occurs on a nightly basis and as such 

I view it as a form of daily maintenance which is one aspect of social reproduction. In addition, 

the chronic need for treatment has meant HNHD is part of the generational reproduction of 

families who are affected by ESRD. As a result, the daily and long-term effects of RRT on the 

patient and their family is of great importance to the overall reproductive processes within their 

households. Thus, social reproduction fills a conceptual gap in understanding how patients and 

their families take on this work that was traditionally accomplished within clinical institutions 

and incorporate it into their daily reproductive practices.  

In addition to understanding the intimate negotiations of the care work involved with 

HNHD, social reproduction as a macro-level concept is also attentive to how this work is 

transferred to the home. Although the medical care involved in performing dialysis is 

commodified as wage labour when it is performed within institutional settings such as the 

hospital or clinic. When this labour is transferred to the home, the social relations of the labour 

involved changes with the location. For example, states provide the necessary equipment to 

perform dialysis within the context of the household, but the patient and their family are left with 

the task to perform all the necessary labour themselves or to purchase care from the market. The 

choices patients and their families must make to ensure their health care needs are met on a daily 

basis involves an interaction with and between various social institutions. By analyzing how they 
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actually accomplish this, the interconnections between various institutions become clear as does 

the redistribution of responsibility for care work. 

Social reproduction draws attention to care as a form of labour with a normative 

dimension of obligation and responsibility (bound in social relations and norms) that has costs 

(financial and emotional) which extend across public-private boundaries. As a result, it 

highlights conditions under which this care is carried out and the state’s role in affecting such 

conditions (Bezanson & Carter, 2006). Thus, social reproduction offers important insights into 

public policy and provides context to the redistribution of care work through responsibilizing 

practices within welfare states. 

As the administrator of health care and its associated programs and policies, how the state 

interacts with the household to ensure that the care work associated with RRT is complete is an 

important component of understanding the reproductive processes of HNHD patients and their 

families. Within Canada, reproductive labour in all its forms has sometimes been underwritten 

by the state. “In different periods, the state has taken on greater portions of responsibility along 

with financial and affective costs, while in others it has shifted this work onto households…, to 

the market to provide for a price, or to the third sector” (Ursel, 1992 as cited in Bezanson & 

Carter, 2006, p.10-11). Essentially, the state assumes the role of the “mediator,” regulating the 

nexus between the market and the household in an effort to balance the conflict between capital 

accumulation and the living standards of citizens (Bezanson & Carter, 2006).  

The state, however, is not a neutral body and is not always a scale that balances 

regulatory policies in favour of a society’s reproductive needs. In the case of contemporary 

neoliberal governance in Canada, the adherence to market principles is at times contradictory and 

produces benefits for some, while at the same time reproducing and reinforcing subordination 
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and oppression between and across various social groups. A feminist political economy 

framework equipped with the analytic tool of social reproduction, is able to identify and explain 

these contradictions and their effects on social and political relations, as well as dominant power 

structures. It helps to produce a critical account of how social relations are socially and 

historically shaped, highlighting who can participate, who benefits, and who is left out (Braedley 

& Luxon, 2010) of policies and programs such as HNHD. 

Given the neoliberal political climate which is focused on dismantling collective 

provisions for social programs such as health care, an understanding of HNHD programs must be 

examined in relation to the broader social forces which increase the role of the private sector in 

the provision of health care services. Although HNHD programs are framed as a superior form of 

treatment from a clinical perspective, very little is known about the socioeconomic impacts of 

the program and its overall accessibility to the general population. A feminist political economy 

approach is essential in this context because it considers how we as “social citizens” access it, 

illuminating the ways in which social factors such as gender and class can privilege some and 

limit others. Therefore, it is equipped to provide an understanding of the program and the 

socioeconomic outcomes for patients of various backgrounds.  

Theory as Methodology 

The concept of social reproduction offers important tools for analysis that also inspire 

vital political strategies for human liberation (Luxton, 2006a). As Marx (1994) once said, “the 

philosophers have only interpreted the world, in various ways. The point, however, is to change 

it” (p.101). At the heart of feminist political economy lies a commitment to social justice. This 

commitment was ignited during the early stages of its development as a framework when 

feminist scholars set out to deconstruct the androcentric bias of traditional political economy 
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approaches with a commitment to gender analysis. This involved more than just slotting women 

into existing frameworks, as doing so would simply reproduce the existing social conditions of 

inequality (Agenjo-Calderon & Galvez-Munoz, 2019; Armstrong & Armstrong, 2003b). 

Therefore, “when feminists redefine[d] the concept of work to include unpaid domestic work, 

this [was] an essential strategic move because the characteristics of this kind of work explain, to 

a large extent, the vulnerability of those carrying it out” (Galvez, 2016, as cited in Agenjo-

Calderon & Galvez-Munoz, 2019, p. 148). In following suit, my objective within this dissertation 

extends beyond understanding the experiences of those enrolled in HNHD programs and 

identifying the conditions that support such practices. I also aim to put my research to work 

(Armstrong & Armstrong, 2018) in an effort to enhance the lives of patients and their families 

enrolled in HNHD programs as well as those who are newly diagnosed with ESRD and require 

RRT. The goal is to produce a critical account of the social relations within HNHD programs in 

order to understand who benefits and is disadvantaged by the existing organization of these 

programs, and how these might be transformed into more equitable arrangements.  

It is evident that feminist political economy is much more than a theoretical lens to view 

society and its social relations. It is also a methodology committed to social justice which adopts 

a wider perspective of the political economy and places people’s lives at the centre of its 

analysis. As a methodology, it reminds us to be mindful and critical of our data and our position 

as researchers. In this broader view, people are examined as relational subjects which facilitates 

studying them in relation to their specific identities (e.g. gender, race, ethnicity, class, ability, 

sexual orientation, and citizenship status) and location within various power structures. This also 

includes our relationship to those we are studying and how our own social identities and 

locations can shape how we collect and interpret our data. Rather than assuming an expert role, 
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Smith (1987) suggests that researchers attend to what she calls “lived experience.” This involves 

“listening to those with direct knowledge gained through their own experiences, and connecting 

those accounts to larger social structures and processes” (Armstrong & Armstrong, 2018, p.3). 

Allowing patients and their family members to contextualize their experiences with HNHD in 

their own words, is important as those perceptions may differ or concur with what existing 

theory tells us about similar phenomena. Therefore, feminist political economy not only informs 

how we interpret social phenomena, but how we design and conduct our research.   

Limitations and the Need for an Intersectional Approach 

Gender 

Feminist political economy by definition is a holistic approach that is mindful and 

cognizant of the multiple social locations from which the subjects of our study emerge. It is a 

framework that is committed to locating one’s work (Mohanty, 2006) and adopting intersectional 

approaches to understanding how various factors such as race, citizenship status, and ability in 

addition to gender affect the material realities of people’s lives. However, this was not always 

the case and there is still some work to be done to enhance the inclusivity of the framework. The 

analysis of intersecting forms of oppression and marginalization such as those related to 

ethnicity, race, and immigrant status, have not always been a central or even a peripheral focus 

of feminist political economy. In the early stages of its development, feminist political economy 

worked hard to demonstrate that gender was/is a defining element of any social system or 

structure. However, as the work within this realm of the field progressed, anti-racist feminists 

noted the limitations of focusing on gender as a homogenous category that did not account for 

racial differences amongst women. For example, one of its central concepts – social reproduction 
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– was and at times, continues to be implicitly grounded in the Fordist24 ideal of the breadwinning 

model of the family. Social reproduction as envisioned through the lived realities of white 

working-class women in the Global North was notably different from the form it took when 

observed through the lives of women of colour (Winders & Smith, 2019). In a similar fashion, if 

women in the Global South were the analytic starting point an entirely different landscape of 

gender, race, and class would have been apparent as women were always engaged in productive 

and reproductive work in these contexts (Arat-Koc, 2006). Thus, the imagery implicit in early 

accounts of social reproduction were based on the breadwinning model of the Fordist era which 

often excluded theoretically and empirically the lives of women (and men) living other realities 

(Winders & Smith, 2019).  

Critiques such as those noted above, led to the acknowledgement and understanding that 

gender inequality must be analyzed through an intersectional approach: 

because the theoretical and political dimensions of gender are [also] connected to various 

axes of social stratification. Those intersections help us to understand how people have 

differentiated access and control over resources and power, are unequally affected by 

their economic circumstances, and use different capabilities in reacting to them (Agenjo-

Calderon & Galvez-Munoz, 2019, p.150).  

 

As a result, it is now common practice by those who adopt a feminist political economy 

approach to investigate social phenomena through an intersectional lens that sees gender as it 

relates to other factors of identity.  

Although those practicing within the tradition have made significant advancements 

towards an intersectional analysis and the incorporation of various factors of identity, how 

feminist political economy understands and positions gender remains static in a heteronormative 

 
24 A term used to describe the post-war period of capitalist development marked by intensive production, maximum 

use of machinery, and minute divisions of labour. Such developments were combined with higher wages that would 

allow workers to buy the mass-produced goods created through these new production techniques (Naiman, 2004, 

p.115).  
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binary position. While gender is viewed as an organizing principle, it is often applied as an 

object rather than a verb (Salzinger, 2004). At times, gender is perceived and positioned in terms 

of sex, linking women to femininity and men to masculinity. In spite of the fact that many 

feminist political economists critique notions of femininity and masculinity as they are applied 

and embedded within organizations, divisions, and structures of work, they do very little to 

question the categories themselves in producing the actions people take and why. In addition, 

how various social actors perceive individuals on the basis of their identity (e.g. gender, race, 

ability) has important implications for their own realities. For example, if the state holds a 

particular understanding of the family or of gender, these definitions can inform policy that 

operates in ways that enable families to take on the responsibility for RRT that is dependent on 

their household dynamics and understanding of gender models.  

“Perspective” is an important element that is sometimes overlooked in research. While 

one may identify as a woman and hold their own perspective of what they are capable of, how 

that woman is understood by various social institutions and the individuals within them is 

equally important to understanding gender relations, divisions of labour, and what 

responsibilities can be assigned to them. For example, one patient within this study spoke about 

how demeaning it was for him to take on the role of a “homemaker” which he renamed 

“domestic engineer” to distant himself from the trope of femininity and reassert his masculinity 

within normative understandings of gender and work. 

Recognizing the intertwining nature of work practices with gender identities is important 

because doing so highlights the unified nature of elements that many scholars tend to treat as 

separate: the labour process and the social performances of workers’ various identities (Paap, 

2006). The labour process cannot be understood separately from the ongoing and situational 
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negotiation of gender (and other categories of identity) and power. Work and gender are things 

that are done and accomplished during the course of the “work day” (Paap, 2006). They are also 

accomplished within households through the course of social reproduction that occurs on a day-

to-day and generational basis. As a result, work is inextricable from the social and historical 

relations in which it occurs (Paap, 2006). Thus, the above-noted patient’s shame about becoming 

a “homemaker” and the renaming of his work to “domestic engineer” does nothing to alter the 

process or content of the labour itself, but rather signals his attempt to reassert his masculine 

identity that has changed through the productive forces of his labour.  

Viewing the labour process as a productive element in forming, maintaining, or 

reproducing gender identities is vital to understanding RRT and patient responsibilization, 

specifically in relation to who participates, who benefits, and who is left out. For example, if we 

break down the “who” in question we might say that a specific class of patients benefit if we 

consider the “who” to represent the household. However, if we take a more micro-level approach 

and ask “who” within the household benefits, we might observe different patterns and meanings 

to the benefits and levels of participation along the lines of gender. As the above example 

demonstrates, the negotiation of care work specific to dialysis within the home not only requires 

an increased workload, but the processes involved have the potential to reshape and redefine the 

ideological meanings that are produced through the performance of work. 

A post-modern approach to gender is equally useful in understanding recruitment 

practices of frontline health professionals. Without a standard set of criteria to select patients, 

recruitment practices are both enabled and limited by frontline health professionals’ sense of 

who the patients (and by extension their families) are. This sense of what can conceivably be 

asked and expected of patients is imbued with gender, race, and class-based assumptions 
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(Salzinger, 2004). For example, some nurses within this study talked about “good wives” who 

perform the care work of their husbands and the “bad wives” that hire help. This dichotomy is 

created through the association of dialysis related care work with social reproduction within the 

home, situating it as a labour of love that women perform. When women fail to occupy this role, 

they were often viewed as “cold” or “uncaring” – that is – void of that love that was part and 

parcel to the labour. Thus, a post-modern way of thinking about categories of identity is useful in 

understanding and making visible that these categories of identity shape divisions of labour and 

recruitment practices within HNHD programs, but also how they actually accomplish this.  

Power 

In addition to thinking about work and gender as performative, post-modern accounts of 

power have also been integral to this study. Traditionally, feminist political economy 

frameworks address power relations from a Marxist perspective which views power within 

capitalist societies as it is generated through the market, state, and household. For example, 

feminists have demonstrated how working-class men, who as individuals on the job may have 

very little power within a wider societal context, can exercise vast amounts of power within 

individual households due to the patriarchal systems that organized and controlled the labour of 

women and children within the family household (Hartmann, 2002). This power was reinforced 

and mediated by society-wide institutions that separated productive and reproductive labour 

processes. It also segregated productive processes on the basis of sex and women were excluded 

from male domains of paid work, actively confining them to the home and subjecting them to the 

unequal power relations within their familial household units (Hartmann, 2002). Thus, feminist 

political economy is concerned with the tension between societal structures and our collective 

and individual agency within them. They investigate how and in what ways people make 



70 

 

decisions about their lives within social, economic, and political conditions of which they often 

have little – if any – control (Armstrong et al., 2001). In the case of HNHD programs, one might 

want to participate in a home program but may not even have the option available to them given 

their geographic location, socioeconomic, or family status. As a result, their choice of treatment 

(agency) is dictated by their position within the structure of the economy, the health care system, 

and the family (structures).  

While feminist political economy is mindful of one’s social location, it draws upon a 

Marxist understanding of power which positions it as something concentrated within groups or 

institutions. Marx theorized that there is a limited amount of power in a society which is often 

held by one person or group at a time. These groups were referred to by Marx as the working and 

ruling classes. For Marxists, these classes exist only in relation to one another: conceptually there 

can be no bourgeois (ruling class) without the proletariat (the working-class) and vice versa 

(Jackson & Scott, 2002). Yet the bourgeois tend to occupy a higher hierarchical position of 

power as they own and control the means of production. However, workers, if united into a 

collective, can raise their position on the social hierarchy and access power in ways they could 

not as individuals. This struggle for Marx was structural in nature, meaning the more one class 

asserts their power the less the other gets their interests met. Meeting these interests ultimately 

involves an underlying shift in the social relations of society that extend far beyond the economic 

sphere of production. Therefore, Marx saw class struggle as the moving force for change in all 

class societies (Naiman, 2004).  

This understanding of power is extremely useful when analyzing structures such as the 

health care system and social forces such as neoliberalism that are aimed at dismantling 

collective provisions within those systems. However, when we examine the processes and 
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practices that are initiated by social forces such as neoliberalism to achieve their goals, there are 

some limitations in how power is conceptualized within the framework. For example, the process 

of responsibilization requires that we look for alternate ways of understanding and examining 

power and its structures, because it is not a process that can be envisioned as a clear-cut game of 

tug-of-war between two opposing classes. Instead, the process of responsibilization as it applies 

to HNHD, involves multiple classes of people with varied socioeconomic interests, whom 

together share the reality of ESRD and the task of taking on the responsibility for its treatment. 

Their biological needs unite them as group, but their socioeconomic realities divide them as a 

class. Thus, their interests and individual care needs differ, as do their individual capacities to 

meet those caring needs. In addition, the process of responsibilization and the individual micro-

level practices that each patient and their family must engage in are not overt. Unlike the 

conflicts that unite the class struggles which Marxist theory observes, responsibilization relies on 

consent to conduct. It operates on the assumption of choice, or the appearance of options and 

autonomy, compliance and privilege. Patients are placed in the driver seat and given an 

abundance of knowledge to become partners in their health care and thus have a great amount of 

agency within a structure that has historically been authoritative and hierarchical. For this reason, 

I have drawn upon the concept of governmentality and specifically the work of Michel Foucault 

and his more fluid conceptualization of power to analyze the responsibilizing practices 

associated with HNHD programs for which feminist political economy is limited in explaining.  

According to Foucault (1980), the state through juridical forms of power produces the 

subjects they subsequently come to represent by limiting, prohibiting, regulating, controlling and 

even “protecting” individuals through the contingent and retractable operation of choice (Butler, 

1999). For Foucault, power is rooted in knowledge. It constantly reproduces and reinforces 
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knowledge in such a way that it can be used to regulate or shape the behaviour of others 

(Foucault, 1977). In the case of HNHD, patients have access to a lot of power within their 

respective programs. Not only do these programs rely on the willingness of patients to enroll and 

therefore comply, but keeping home patients happy and thus meeting their care needs is central 

to the programs’ survival. For example, patients within this study often spoke about themselves 

as powerful and knowledgeable because HNHD programs train them to perform their treatment. 

With that knowledge and the combined task of also managing their treatment – ordering 

supplies, reporting charts, performing machine maintenance, attending clinic – they gain 

knowledge about the health care system and their role within it. This knowledge allows them to 

make demands that in-centre patients cannot. Those demands were often met with little 

resistance due to the dependence of the programs on the patients and their continued 

commitment and labour to maintain the existing system and deal with the crisis that looms. Thus, 

Foucault’s understanding of power allows me to analyze the micro-level struggles and dynamics 

of power that individual patients encounter at different points in time and according to their level 

of knowledge and experience within their respective programs. 

In addition to the micro-level understanding of responsibilizing practices, the concept of 

governmentality is useful when analyzing these practices within macro-level policies and 

institutional contexts. For example, the responsibility for the provision of medically necessary 

care within Canada is shared by both the federal and provincial governments. While the federal 

government is responsible for setting and administering national standards for the health care 

system through the Canada Health Act and providing funding support to the provinces and 

territories, it is the provincial and territorial governments who are responsible for the 

management, organization, and delivery of health care services for their residents (Government 
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of Canada, 2016). The relationship between the two levels of government is marked by 

boundaries of ownership and responsibility; however, we have to view this relationship as more 

than the downloading or offloading of responsibility between the two. New governance 

arrangements that involve a mix of public, private, and voluntary sectors are altering the political 

landscape in ways that cannot be captured in a singular focus on downloading from the federal to 

provincial to the individual level (Orsini & Smith, 2007). A governmentality approach allows 

one to explore the ways in which a patient is constituted to participate as a “free” subject through 

the use and deployment of various fields of knowledge (Murray, 2007). For example, the review 

of literature demonstrated that medical professionals often rely on mortality rates and positive 

clinical results to encourage the movement of patients from in-centre to home-based therapies to 

support the economic viability of the system. A governmentality approach would be concerned 

with how this macro-level policy switch in RRT plays out within the homes of patients and 

within the programs that they are a part of (Murray, 2007). It suggests a more profound critique 

of knowledge deployment as a means of governing people and perhaps even more importantly, 

as means through which patients and their families govern themselves and take responsibility for 

their health care needs while mitigating the risks of doing so. 

Responsible risk-taking is a central component of home therapy. On the one hand, the 

performance of dialysis within the home setting is not without risk. The entire process is risky: 

human error and natural complications can occur and without proper medical intervention there 

is the potential for negative outcomes. On the other hand, the mortality rates tell us that in-centre 

therapy is riskier over the long-term, that those who choose in-centre treatment will present 

themselves with more illness and a shorter life expectancy. Provided with this knowledge, it is 

the responsibility of the patient and/or their family to make a sensible decision to weigh the risks 
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and take charge of their care. The promotion of such risk-taking is accomplished through the 

language of patient empowerment. Such language assumes that individuals (patients and their 

care partners) will behave rationally to evade risky situations, whether that means choosing home 

therapy over in-centre, or hiring a nurse to help with HNHD treatment within the home. The 

point is, neoliberal governments have formulated policies and programs that promote the 

initiative of home therapy and regulates the conduct of patients by acting upon mental capacities 

and propensities for self-care (Rose, 1999). The concept of governmentality helps to trace the 

ways in which individuals within modern societies conduct themselves in these new networks of 

power and in relation to the new ways of thinking and acting that they have introduced into our 

realities (Rose, 1999). In other words, the concept of governmentality helps to make sense of 

what responsibilizing processes look like in practice and what effects they have on those who 

engage in them.                                                   

 Due to the various social institutions, group dynamics, and social relations associated 

with home-based renal care, it is imperative to adopt a theoretical framework that is holistic and 

intersectional. Being that all theories and frameworks have strengths and limitations, I utilize 

governmentality to address the social phenomena in home renal care for which feminist political 

economy is limited in explaining. In the next chapter, I will outline how these theoretical 

concepts and frameworks help shape my research methods.  
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Chapter Three: Research Methods 

This chapter outlines the methods and methodology utilized to carry out this study. It 

begins with an overview of the study’s objectives, design, and central research questions. In the 

second half of the chapter, I discuss the collection of the data and its subsequent analysis.  

Part One: Research Design 

In an effort to understand the contemporary trend towards home therapy in Ontario, I 

conducted a review of the available academic literature on HNHD. The literature search was 

performed using a peer-reviewed search strategy from the following databases: Sociological 

Abstracts (ProQuest), Social Sciences Index (EBSCO), Google Scholar, and Medline (Ovid). The 

main search concepts that were used include: home dialysis, HNHD dialysis, in-centre dialysis, 

and self-care dialysis. A filter was applied to limit retrieval to Canadian studies, although some 

U.S. and Australian based studies were consulted. Retrieval was limited to documents published 

in English, since January 1, 1990.  

 My review of the literature revealed that most of the research on HNHD was quantitative. 

While quantitative accounts of HNHD can verify how many patients enroll or exit a program and 

measure their biomedical outcomes in terms of morbidity and mortality, they do not explain what 

variables lead to patient action. Of the few qualitative studies available, the majority of them 

relied on the perspectives of frontline health care professionals, not the patients themselves. 

What was clearly missing in the literature was a patient-focused, qualitative account of HNHD 

that explained why patients choose to assume the responsibility for their treatment and how the 

associated care work is accomplished at the household level.  

In response to this gap in the literature, I set out to explore the experiences, beliefs, 

attitudes, and preferences of patients and their families. The goal was to identify key factors that 
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influence their initial decision to go home and to understand how they manage the 

responsibilities that accompany that decision on a day-to-day basis. In line with this goal, I 

compiled three central research questions that placed the experiences of patients and their 

families at the forefront of the analysis: 

1) How has neoliberal restructuring of healthcare shaped who is responsible for the 

provision of treatment for ESRD?  

2) How have patients and their families responded to this new modality of treatment and 

their corresponding shift in responsibility?  

3) What are the specific socioeconomic outcomes for patients and their families? 

The underlying objective is to identify and understand the processes and practices that are 

central to the movement of RRT to the home. By framing the questions in this way, I can 

examine the process of becoming a home patient, the policies that govern patient practices within 

home programs, and the socioeconomic implications of these policies and procedures. This is 

significant given that the process of responsibilization is at the heart of home renal therapy and 

while most patients “choose” to take on the responsibility for their treatment, it remains unclear 

why and how they do it. The answer to these questions requires that I examine the process of 

responsibilization, specifically how it is carried out in practice.  

Qualitative methods are the best option to answer these questions as they provide the 

necessary tools to explore the meanings, rationalizations, and feelings that people attach to their 

experiences. They are also equipped to examine how factors like socioeconomic status and social 

identity affect the health care needs of individuals and their associated caregiving practices. 

Therefore, a qualitative approach allows for a more in-depth and authentic account of the 

personal experiences of patients and their families, as the collection of data involves 
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documenting those experiences through their own words and behaviours (Gullion, 2024; Pope & 

Mays, 1995).  

One of my main objectives for this dissertation is to highlight the complex and invisible 

aspects of home-based treatment and to give voice to those who perform their own care or that of 

a loved one. These voices are few and far between within the existing literature but are vital to 

our understanding of HNHD programs and neoliberal practices of responsibilization. With 

respect to this gap in the literature, I conducted a qualitative case study to examine how the 

movement of RRT from public clinical settings to private households impacts the daily lives of 

patients and their families.  

Case studies are a useful method to examine a particular program or policy because they 

focus on the specificities of the case, providing rich, detailed data (Baxter & Jack, 2008). The 

trade-off of course, is that the researcher ends up with more information about a few cases rather 

than a range of instances (Babbie & Benaquisto, 2002; Yin, 2018). However, with the minimal 

data available on home renal programs and policies, a case study can provide an intensive, 

descriptive account of their main processes and practices as well as explain why and how the 

participants enter and take part in them.  

Methodology: Grounded Theory 

In pursuit of understanding how patients take on the responsibility for their RRT and 

manage it within the context of their households, I wanted to understand the broader social, 

political, and economic forces underlying and framing that responsibility. I wanted to examine 

how responsibility and care take shape in the organization and delivery of RRT within the home 

setting and the role of sociopolitical processes in constructing those meanings in home programs 

and policies. While a case study is appropriately designed to carry out such a project, it is a 
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method to determine the unit a researcher will focus upon, not how the data will be gathered or 

analyzed. To guide this case study, a methodological approach that involved an inquiry into the 

lived experiences of patients and their families was essential as very little is known about how 

they enter and carry out their RRT at home, or the what the socioeconomic impacts are. Thus, it 

was important to select a methodology that allows those experiences to emerge from the data and 

inductively shape my theoretical understanding of it, and I ultimately selected grounded theory.  

According to Glaser & Strauss (1967) grounded theory is a research methodology aimed 

at developing theory from data. It involves the generation of knowledge about a phenomenon 

through the systematic collection and analysis of data which is referred to as the “constant 

comparative method.” A central feature of this method is that “most hypotheses and concepts are 

not only generated from the data, but are systematically worked out in relation to the data during 

the course of research” (Glaser & Strauss, 1967, p.6). To accomplish this, the collection and 

analysis of data occur simultaneously and not as two separate stages of a linear process. The 

coding of the data often provides insights about the phenomenon under study and directs how 

and where to collect the next iteration of the data. This process continues until a strong 

theoretical understanding of the phenomenon has emerged (Glaser & Strauss, 1967). 

 Although a grounded approach as laid out by Glaser and Strauss (1967) often calls for a 

purely inductive approach that generates new theory as it emerges from the data, they do 

acknowledge that research hypotheses or questions can be driven by sources other than the data. 

The generation of new theory does not have to proceed in isolation from existing theory which 

means that what emerges from the data could confirm, elaborate, modify, or even refute existing 

theory as the incoming data is meticulously played against it (Glaser & Strauss, 1967). This has 

widened the scope of the methodology and has since inspired various approaches (e.g. deductive 
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approaches) that have differed from Glaser & Strauss’ original framework to conduct grounded 

research. Despite these new approaches, the overall objective has remained quite consistent 

across them. For example, those who utilize a grounded approach typically do so to broaden 

and/or develop an understanding of a particular phenomenon (Heath & Cowley, 2004; Stern, 

1995; Strauss & Corbin, 1994); to gather insights about the lived experiences of those within a 

population under study (Piantanida et al., 2004); and to understand and explain how subjects in a 

study socially construct their own reality within the context of various social forces (Charmaz, 

2006). As demonstrated by these various approaches, grounded theory has the ability not only to 

capture an in-depth understanding of the views and experiences of participants within a given 

study, but it can also explain the context of those experiences.  

When designing a research study, it is important to consider the specificities of the case 

in question, in order to select an appropriate methodology. In this case, home renal care is 

diverse. Its location as well as its participants vary according to time, geography, and various 

social, political, and economic factors. Given the complex and wide-ranging spectrum of 

experiences that are possible within a study of home renal care, there are three central features of 

grounded theory that made it an appropriate methodology for this study: 1) its flexible and 

dialectical approach to time and place; 2) its attention to the setting in which a phenomenon 

occurs, specifically the broader social, political, and economic environment; and 3) its ability to 

explore, contextualize, and conceptualize a diverse range of experiences.  

To begin with the first feature, those who utilize a grounded approach are able to respond 

to and change with the times. “In other words, as conditions that affect participant behaviour 

change, they can be handled analytically whether the conditions are in the form of ideas, 

ideologies, technologies, or new uses of space” (Strauss & Corbin, 1994, p.276). The general 
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procedure within a grounded approach is to ask about the importance of these variables in a 

given time or place, to interrogate how and why they are manifested, by whom, when, where, 

how, and with what consequences. Failure to remain open to such a range of questions can 

obstruct the discovery of important features of one’s experience and hinder the development of 

its further conceptualization. According to Strauss and Corbin (1994) “when we carefully and 

specifically build [historical and contextual] conditions into our theories we [avoid static] 

versions of knowledge, leaving the way open for further development of our theories” (p.276). 

This is particularly important for this study, as kidney disease is multivariate in its effect on 

people’s lives. As a result, each participant comes to home therapy at different stages in their life 

course and within different periods of time. This has meant their enrollment in their respective 

programs, the eligibility criteria they faced, and the technologies they use, are very much 

dependant on time and place. A grounded approach is useful in this regard as it can ask why 

family status might have been an important eligibility criterion for some patients who entered 

their programs twenty years ago, but was not even a requirement for those entering a program in 

the last five years. The constant comparative method accounts for the dialectical role of time and 

place within individual experiences and can trace patterns not only within one particular set of 

data, but across the entire data set. Therefore, it allows one to ask of the data what the main 

issues and patterns are, despite varying factors concerning time and place that have the ability to 

alter individual journeys to home therapy.  

In regard to the second feature, a grounded approach enables a conceptualization of home 

therapy through the patterns of action and interaction between and amongst various social actors, 

institutions, and agencies. It also allows one to discover the processes and practices embedded in 

the programs and policies which shift the location of renal care to the home. While I was 
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concerned with the stages through which RRT is transferred to the home (i.e. how are patients 

recruited, trained, and approved to go home), I was also concerned with changes in patterns of 

action and interaction with this shift in treatment location from the public (hospital/clinic) to the 

private (household) and the practices internal and external to the process itself. For example, 

responsibilization is a macro process which I sought to explore in the context of home therapy. It 

is a process that involves a series of practices that take shape through the “choice” of modality 

and the subsequent actions based on that initial decision to perform RRT within the confines of 

one’s home. Grounded theory enables one to trace these processes and identify the practices that 

are embedded and produced within them. It also allows one to link these processes to broader 

social, political, and economic forces. 

In addition to providing the framework to explore the structure of home renal programs 

and policies, as well as the social forces that influence and impact the agency of patients to 

“choose” their course of treatment, grounded theory is also ideally suited to explore the more 

intimate and intricate details of individual behaviour. Despite the fact that all patients enrolled in 

home programs perform RRT at home, their commonalities are restricted to their disease and its 

subsequent treatment with HNHD. Locations, support networks (e.g. formal or informal), access 

types (e.g. fistula, central venous catheter, or graft), relationships (i.e. with health professionals, 

family, friends, work), and socioeconomic status are all variable, which means the process might 

be very different for each patient and/or their care partner. To simply understand that one patient 

struggled while another did not – grounded theory offers a method (i.e. constant comparative 

method) to explain why. For example, two of the patients from the same home program had 

extremely different experiences during the transition from the hospital to the home and I looked 

to the data for explanations as to why this might be. Lana was a single mother with insecure 
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housing, and had both minor and adult children living with her. Despite a full house, she had 

very little help with her treatments. Craig on the other hand, was a first responder who was 

married with adult children. His partner, while not formally trained, performed the role of a care 

partner and his children often returned home to help out around the house. His high income, 

workplace benefits, and familial support allowed him to retire early and focus on his treatment. 

By comparing the sets of data against each other, I was able to account for their differences. As 

demonstrated by this example, grounded theory allows researchers to examine the contextual 

factors that shape the individual realities and experiences of patients and their families, which is 

the third and final reason why I chose to apply this methodology within my study. 

Overall, these three features of grounded theory help to describe and explain the everyday 

realities of HNHD patients while accounting for the complexity and difference that exists 

amongst them. This is important because this study is primarily interested in what happens when 

RRT is brought home and becomes part of the daily reproductive labour within the household. 

Given the unique dynamics of each individual household and their reproductive processes, 

grounded theory helps to highlight the nuanced, intricate, and complex realities of the 

participants’ daily lives. It also allows for a constant comparison between the theoretical concept 

of social reproduction and what the data is telling me about this process in relation to patient 

responsibilization, drawing attention to the role of human agency within these processes.  

When analyzing processes like responsibilization, there is a tendency to focus on the role 

of larger structural forces (i.e. economic, political, and cultural) at the macro level of a society 

and to consider how they shape the everyday lives of individuals at the micro level (i.e. 

households). It is equally important, however, to examine the role of human agency and to 

consider how the everyday practices of individuals shape those larger structural forces 
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(Robertson & Minkler, 1994). Grounded theory makes it possible to understand the ways in 

which patients are able to take on structural forces and resist, enable, maintain, or contend with 

them in their everyday practices of RRT. 

Theoretical Sensitivity 

When conducting research through a grounded approach, the researcher’s theoretical 

sensitivity often plays a key role in both the analysis of the data and the construction of new 

knowledge. According to Birks and Mills (2015), theoretical sensitivity refers to the researcher’s 

ability to: 1) recognize and extract elements from the data that have relevance for emerging 

theory; and 2) to interpret the meaning of those extractions. While the role of interpretation 

varies with different approaches, Heath and Cowley (2004) note that there is an inherent tension 

between the presentation of the data and its interpretation, suggesting that theoretical sensitivity 

influences the research process long before data analysis even takes place. For example, during 

the interviewing process, theoretical sensitivity guides the researcher in what to listen for and 

how to follow important cues throughout the conversation. Although most researchers try to 

maintain objectivity when approaching research through an inductive manner, the reality remains 

that their analyses will often be filtered through one’s theoretical tradition and/or cultural 

position. In light of this reality, grounded theory acknowledges that researchers are social beings 

whose experiences, ideas, and assumptions can influence their understanding of the social 

phenomena they observe (Heath & Cowley, 2004).  

Strauss (1987) also acknowledges that it is difficult for researchers to enter the field free 

from ideas as the general process of sociological research often begins with an inquiry into 

existing literature, identifying a phenomenon to be studied, and revealing what is known about it. 

This often influences our decisions about the methods and methodology best suited to carry out 
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our research. It is within these early stages of research, however, where our understandings from 

past experience and existing literature may be used to stimulate theoretical sensitivity and 

generate hypotheses about the phenomena we seek to investigate. This could result in the 

researcher’s interests and preconceptions shaping the research design and interpretation (Strauss, 

1987). Therefore, “learning not to know” is crucial in maintaining sensitivity to the data and 

what it is telling us, not necessarily what we want to know (Glaser, 1978). 

In an effort to acknowledge any potential bias, as well as to maintain transparency in my 

methodological approach, this study is designed and interpreted through the theoretical lens of 

feminist political economy. As part of this theoretical approach, I am attentive to the political, 

economic, and gender systems of everyday life and mindful of the nexus between households, 

markets, and states and their interrelationships. In addition, the concept of social reproduction is 

used to interpret the data and make sense of what it suggests about RRT and its incorporation 

into daily reproductive processes at the household level. As a result, feminist political economy 

offers a strategy for handling the data and provides modes of conceptualization for describing 

and explaining it. Although this has the potential to create bias, being transparent and 

consciously aware of this potential while employing an inductive approach, allows new theories 

and ideas to emerge from the data.  

One could argue that using a specific theoretical framework to guide a grounded 

approach blurs the lens through which data is interpreted and could skew the data to reflect what 

the researcher wants to know or is interested in, rather than what the participants put forth as 

important and central to their concerns (Heath & Cowley, 2004). I would argue, however, that 

feminist political economy is best suited to guide a grounded methodology because it is very 

critical about knowledge production and raises critical questions about who can be a “knower” of 
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knowledge (Code, 1991). For those who conduct research within the tradition of feminist 

political economy, how the social world is understood and studied, including who has the power 

to produce knowledge, is not independent from one’s own subjectivity, social location, or biases. 

Thus, feminist political economists locate participants as subjects of research rather than as 

objects, allowing them to take part in the process. This allows the researcher to investigate the 

meanings participants attach to their experiences, actions, and beliefs representing their 

perspective, social location, and most importantly their voice (Smith, 1987).  

 Focusing specifically on patients and their care partners is important as their voices are 

often replaced by frontline health care professionals and clinical administrators within the 

HNHD literature. These two groups are consulted as authoritative sources of knowledge about 

home dialysis rather than the patients that carry out this treatment within their own homes and 

who best know what it takes to accomplish this work. Although patients take a primary role in 

the provision of their treatment, often form partnerships with their health care team, and are 

active in the construction of their treatment plans, their experiences are not always validated and 

their voices are rarely incorporated into research. For example, many of the everyday 

experiences of patients and/or their care partners that are reported in this study were frequently 

overlooked, dismissed, or normalized in mainstream biomedical literature. For instance, most 

patients and every care partner I interviewed discussed their individual and/or familial struggle 

with mental health. These struggles were very significant to the participants, often motivating 

their desire to “just quit” their respective programs. These discussions of mental health within 

the existing literature, however, are generated from the perspective of health care professionals 

that often normalize patient struggles in ways that position it as something transitional (i.e. “part 

of the process”), or individualized to specific patients and/or their familial dynamics. Both 
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instances shift attention away from the potential structural or systemic issues with the 

organization and delivery of home therapy. By incorporating the voices of those who work in the 

trenches so to speak, their everyday realities come to the forefront of my analysis. 

 Within this study, patients and their care partners are primary sources of knowledge who 

speak about their experiences and their understandings of HNHD, the conditions under which 

they perform their treatment, and the strategies they employ to ensure their RRT needs are met. 

Each story is unique as they are shaped by the patient and/or care partner’s social location. By 

utilizing feminist political economy in conjunction with a grounded methodology, I am able to 

connect these personal narratives with broader social, political, and economic processes (i.e. 

patient responsibilization and neoliberal health care reform). I am also able to perform a critical 

discourse analysis of the language the participants use to describe the responsibilities they are 

taking on. How the participants speak about, conceptualize, and respond to their role in their 

renal care has the potential to reveal the dominant discourses and power relations embedded in 

home dialysis programs and the policies that frame patients and their families as responsible for 

this work. Overall, this helps to answer the larger question of why and how the participants take 

on the responsibility for their renal care. It also helps to identify who benefits and who is left out 

of particular programs and policies concerning home therapy. 

As a research study rooted in the principles of feminist political economy, it is important 

to garner an in-depth understanding of HNHD that could be put to work (Armstrong, 2001). Not 

only do I want to give voice to those who are often isolated and absent from mainstream 

research, I also want the participants to identify what issues (if any) exist and what remedies 

would be most useful to their individual as well as collective situations. My goal is to explore the 

ways in which these issues could be meaningfully addressed through existing HNHD programs 
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and policies. As a result, my research is oriented towards the production of new knowledge and 

generation of social change. This of course has implications for the study’s overall design and 

interpretation. In the following section, these implications come to light as I describe the 

collection of the data and its subsequent analysis. 

Part Two: Sampling and Site Selection  

Recruitment: Snowball Sampling  

Initially, I did not have a specific site to recruit participants as their RRT takes place in 

the private confines of their homes. Unlike in-centre patients, there is no set location where they 

can be found and for reasons related to patient confidentiality, there is no clear way to identify 

them without access to home programs. Most patients visit their home program every few 

months for “clinic”25 and the window to recruit them is small even if I were granted access to 

these spaces. I ultimately chose the most practical method in terms of accessing participants and 

opted to use snowball sampling.  

Snowball sampling is an appropriate technique when the members of a population are 

difficult to locate (e.g. unhoused individuals, undocumented workers). It involves the collection 

of data from a few members that can be located and then asking those individuals to provide the 

information needed to locate other members of the population (Babbie & Benaquisto, 2002). 

Having relatives who were HNHD patients enrolled in different programs across the greater 

Toronto area (GTA), I asked for their assistance in locating other patients and/or care partners. 

 
25 The definition of clinic as well as its content changes from one program to the next but it typically involves 

patients travelling to their home program on a routine basis for check-ups. Some clinics run every three months, but 

the exact frequency varies based on the patient and the particulars of their treatment. During these visits patients 

often meet with their primary care nurse, nephrologist, and quite possibly other health care providers (i.e. dietician, 

social worker) to discuss all aspects of their treatment (i.e. lab results, access, supplies, medications, diet). The 

program where I had access, offered clinic in full or half day events to minimize the appointments patients and their 

care partners have to attend. Participants in other programs, however, reported that they often had to complete clinic 

over several days with separate appointments, sometimes in different locations.  
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Surprisingly, they did not know many, as they rarely have contact with other patients. The most 

contact they have is in the waiting room at clinic, however, patient status is unclear as CHD and 

prospective patients26 are both present within these spaces. Ultimately, one of my relatives 

contacted a few patients they had met during training and return visits to clinic. One of those 

contacts ended up participating and provided the contact information of another patient and so 

forth. I managed to secure a few interviews through this method but then hit a brick wall as the 

chain of contacts came to end.  

A central tenet of Glaser and Strauss’ (1967) approach to grounded theory is that the 

emerging data itself dictates how to find new sources of information and/or who should be 

included in the next sample. It eventually became evident that patients and their care partners, as 

well as various frontline health care professionals could offer different perspectives. In line with 

my grounded approach, I sought a new intake of participants. I distributed flyers to a number of 

nephrologists and home dialysis nurses across the GTA and central Ontario, but I did not get 

many replies or participants from these recruitment efforts. 

Once again, I had to shift my approach and started reaching out to the charitable sector. I 

had found a series of support groups for dialysis patients and their families and contacted the 

facilitator who agreed to be interviewed. During our interview, I requested permission to attend 

some of the group meetings in an effort to recruit participants but was denied access as they are 

restricted to patients and their families. While it was generally agreed that my presence would 

not induce harm, many patients come to these meetings immediately after diagnosis and are 

often in complete crisis. We both agreed that this would not be an appropriate place to recruit, 

nor would it achieve my goals of recruiting patients with experience of home therapy as most are 

 
26 Prospective patients are those whose kidneys are failing and are approaching dialysis. They attend clinic to learn 

about the various modalities of RRT.  
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just starting their treatment. As an alternative, I was given the contact information of a 

nephrologist who practiced within a home program. I contacted the doctor and we met for an 

interview. During the interview it was suggested that I attend clinic days – I did – and this home 

program became my primary site of recruitment. While I recruited many participants from this 

particular location, some of the participants offered referrals to patients in other programs. One 

participant even brought me to their old home program and through that meeting I met more 

frontline health care professionals from other regions of the province which provided a link to 

patient populations within rural settings. 

In-centre Recruitment 

 After I had gained access to my primary site of recruitment, I began to regularly attend 

“clinic days.” At this particular clinic, patients would meet with their assigned primary care 

nurse, nephrologist, social worker, and dietician and this provided a window of opportunity to 

meet with patients and their care partners between their appointments. At the beginning of each 

clinic day, I would meet with the nephrologists and nurses on duty and provide them with copies 

of my recruitment flyer to give to patients during their scheduled appointments. During the 

appointments, they would mention my research project, present my flyer, and ask the patient if 

they would be interested in chatting with me. If the patients were interested, they would be sent 

to a private room where I was waiting and we would discuss the project and possibly schedule an 

interview. On clinic days when I was not physically present, my information was given to 

prospective participants and they would contact me or leave their contact information with the 

clinic staff. Over the course of the data collection period, I obtained contact information from 6 

care partners; 16 patients; and 7 frontline health care professionals who were interested in the 

project. All of the potential participants were contacted by telephone or e-mail depending on the 
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nature of the contact information received. A description of the project was elaborated upon, 

informed consent was explained, and the respondents were given the opportunity to ask 

questions or express any concerns before deciding to participate. At least one follow-up attempt 

was made to those who did not respond to my initial communication or had not made a decision 

to participate and requested that I follow-up at a later date. 

Of the 16 potential patients, six committed to a formal interview and an additional eight 

spoke with me during clinic. While many were willing to sign consent forms and allow me to 

record our conversations on-site, my ethical clearance from the hospital ensured that I would not 

conduct interviews within the clinic (See Ethical Considerations, p.118). Instead, I included the 

data gathered from these conversations in my field notes.  

Of the six potential care partners, four were unable to commit to a formal interview and 

instead spoke with me during clinic about their experiences. Just like the patients, most of the 

care partners requested that I interview them on the spot inside the clinic, but for ethical reasons I 

declined and instead compiled detailed field notes based on the interaction. In total, two formal 

interviews were conducted with care partners from the original group of six. While this 

represents a small number, these participants were very forthcoming about the nature of HNHD 

programs, their policies, and their change over time. For example, some programs require a care 

partner and without one, a patient cannot choose HNHD as a modality of treatment. Other 

programs allow independent dialysis27 as long as the patient is “competent,” has a “responsible 

adult” present in their home while they dialyze, and/or has a new machine that utilizes self-

prompting technology. The program where I primarily recruited from, no longer requires a care 

partner. As a result, many patients do not have an official care partner. However, many patients 

 
27 Independent home dialysis refers to patients who are part of a home program where a care partner is not required 

and as a result they are approved to dialyze independently.  
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had spouses, parents, or adult children who perform most of the duties of a care partner but have 

not been officially trained or recognized by the program. In some of the programs where a care 

partner was required, HNHD was not offered. As a result, those care partners were not recruited 

to participate and this ultimately impacted by ability to recruit a larger sample.  

In terms of the frontline health care professionals, seven were contacted for an interview 

and five participated. Two were worried about anonymity and despite my reassurance that it 

would be maintained and the name of the clinic not disclosed, they decided not to participate.  

Purposive Sampling  

This study was generally open to any HNHD patient, but I tried to obtain a purposive 

sample to maximize the variation of patient experiences. I initially aimed to recruit a mix of 

patients who had both positive and negative experiences with HNHD. I attempted to recruit 

former HNHD patients (i.e. those who ended their treatment, changed modalities, or received a 

transplant) as valuable information about the effectiveness, inclusivity, and accessibility of 

HNHD may be obtained from those who are no longer enrolled in a home program. Despite my 

efforts to locate these patients, the majority of patients who took part in the study were actively 

enrolled in a home program at the time of their interview and reported a moderate to high degree 

of satisfaction with their treatment. One participant had received a transplant within the last year 

leading up to our interview but had an extensive history with HNHD. While all patients knew of 

someone who had “quit,” “failed,” “received a transplant,” or were “kicked out” of their 

respective programs, none of those identified were interviewed due to a lack of contact 

information and/or their willingness to participate. This suggested they had negative experiences 

considering the contexts in which some of their exits were described by the participants. 



92 

 

Frontline health care professionals were also purposefully selected as key informants. 

The review of literature and observations from my recruitment site helped to inform which group 

of professionals would be appropriate to interview. Patients and care partners also identified 

certain groups of frontline health care professionals as integral to their HNHD experience and 

efforts were made to recruit them. The group of key informants that participated within this study 

held a number of professional positions from various sectors within renal care that included non-

profit or charitable organizations, social work, and medicine. 

Sample Size 

Active recruitment of research participants continued until theoretical saturation was 

reached. In total 13 semi-structured, in-depth interviews with patients (n=6), care partners (n=2) 

and frontline health care professionals (n=5) were conducted. The interviews were conducted 

between March 7, 2018 and January 25, 2019. Overall, the final sample size was smaller than my 

initial target of ten patients and ten care partners that was set through the assessment of home 

program patient counts within Ontario. These numbers are publicly available and provided an 

initial target that would be representative of the existing population. The home patient population 

is small in relation to the overall total number of patients on dialysis which in 2018 was 11,570. 

Of those patients, 3,034 were classified as “home patients,” with 2,412 on PD and 622 on HD 

(includes HHD and HNHD) (ORN, 2018c). When I was conducting field work, the largest home 

program had 90 patients but the modality breakdown was not publicly available. As noted in 

Chapter One, “home patients” include PD, HHD, and HNHD. The vast majority of home patients 

do PD, followed by HHD as many home programs across the province do not offer HNHD. Of 

the 20 home programs, only 11 offer HNHD, but the exact breakdown by modality was not 
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publicly available.28 In an effort to obtain a breakdown, I contacted each home program, but for 

confidentiality reasons most were unwilling to share such information.  

In designing this research study, I was unaware of the issues that accompany the lumping 

of home modalities together. It was only after I began recruiting participants that I realized only 

a small percentage of home patients actually perform HNHD. In light of this reality, I relied 

heavily on the principle of theoretical saturation to determine an appropriate sample size rather 

than a target number. Theoretical saturation involves the collection of data until no new 

information is obtained from subsequent data collection (Glaser & Strauss, 1967). Thus, 

recruitment was halted once participants continued to recite information that had already been 

recorded. It is important to note that some of this was established through the conversations I had 

with potential participants during my recruitment sessions29.  

The final sample size was not much of a concern as grounded research, by definition, 

seeks to explore phenomena for which little is known. Determining how many participants will 

be needed to create sufficient understanding of the phenomena in question, is part of the research 

process (Sim et al., 2018). In addition, case studies are often limited in numbers. The chief 

purpose of a case study is to focus on the specificities of the case, providing rich, detailed data 

(Babbie & Benaquisto, 2002; Yin,2018), which is advantageous when the case is as complex as 

home renal therapy. Thus, the low numbers within each participant group are indicative of the 

small number of patients who perform HNHD therapy. While the numbers for “home” dialysis 

suggest a much larger sample is possible, my focus on HNHD limited my sample size.  

 
28 There are 27 renal programs that are tracked by the ORN. 20 of those programs offer some form of home dialysis 

with 11 offering HNHD. The total number of patients doing each modality is not tracked by the ORN because they 

lump HHD and HNHD patients within the category of “home HD” (ORN, n.d.e).  
29 These conversations ranged from 15 minutes to an hour and covered much of the same content as the formal 

interviews I had conducted. In total, I spoke with 8 patients; 5 care partners; 2 frontline health professionals and 

produced in-depth, detailed notes based on these interactions. 
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Given the low rates of participation with this modality, one might wonder why I chose 

HNHD rather than PD or HHD to study home renal therapy. The rationale is quite simple. 

HNHD is the modality which is marketed to patients. It is the modality upon which biomedical 

outcomes are the greatest and claims to improved quality of life are based. Despite many not 

choosing HNHD or having that option available, they are being “sold” on both the medical and 

social benefits of HNHD, but not always aware that those benefits shift when the “home” 

modality selected (i.e. HHD) is not HNHD.  

Part Three: Participants  

The participants in my study comprised three groups: 1) HNHD patients; 2) care partners; 

and 3) frontline health care professionals (i.e. nurses, nephrologists, social workers, charitable 

volunteers and workers). The first two groups are the main subjects of this research project. The 

third group serve as key informants offering insight into the structure and central processes, 

practices, and policies of home renal programs in the province of Ontario.   

The recruited participants represent a diverse group with regard to their social and 

cultural backgrounds; socioeconomic status both before and after initiating dialysis;30 individual 

households; networks of support; quality of their home program; access to health professionals; 

and perceived quality of life. All of these variables factor into the patients’ individual journeys 

with chronic illness and their everyday realities of treating it with HNHD. For this reason, I 

provide a more detailed account of the participants’ demographics.  

 

 
30 Economic status can change a great deal due to chronic illness, especially while undergoing dialysis, as a result 

some patients and/or their care partners must reduce, quit, or put off entering paid work. 
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Gender 

Despite my initial use of snowball sampling, I did attempt to use purposive sampling to 

get an equal number of male and female identified patients once I gained access to a home 

program clinic. Some of the literature (Soskolne & De-Nour, 1989) indicated that the caregiving 

practices and familial disruption as a result of in-centre dialysis was more intense when the 

patient in question was female. I wanted to investigate if that same pattern existed in the context 

of home therapy. My goal was to examine how gender as a performative process, practice, and 

form of power operates within HNHD programs and the private homes of patients.  

Given the very small number of patients, purposive sampling was a challenge. During my 

visits to clinic, some of the nurses and nephrologists reached out to female patients to participate 

but many declined citing they were “too busy” or “overwhelmed with treatment” to participate. 

This meant that they never met with me in the clinic and I could not get a feel for the struggles 

they faced. Furthermore, the nurses and nephrologists confirmed that the majority of the patients 

enrolled in their program are male. This was consistent with national averages which indicate 

that 62% of patients who started RRT in Canada between 2009 and 2018 were male (CIHI, 

2019). It is unclear whether these trends represent a gendered outcome of the social factors that 

contribute to decision-making practices whereby more women opt for different modes of RRT, 

or a biomedical phenomenon whereby more men are affected by ESRD than women.  

There is very little biomedical research that examines sex and gender as a factor in 

ESRD. Although statistics indicate the rate of disease amongst women and men, very few 

attempt to understand and explain the social and biomedical cause and effects associated with 

these figures. Upon inquiry, the nephrologists suggested that more men than women suffer from 

renal disease. While most nurses agreed with this suggestion, they were more forthcoming in 
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identifying social and cultural factors that might be contributing factors in the choice of modality 

based on their own recruitment experience and interaction with patients. Overall, four patients 

identified as male and two as female. Of the care partners, both identified as female. In terms of 

the frontline health care professionals, two identified as female and three as male. 

Age  

Kidney disease can occur at any age and progress over many years to ESRD; however, 

national averages suggest that it is most prevalent amongst Canadians 45-64 years of age (CIHI, 

2016). My sample was representative of this average as participants ranged in age from 29-67 

and all but one was older than 45. Likewise, the care partners ranged in age from 45-50. 

In 2018 it was reported by the CIHI that more than half (54%) of the patients who started 

RRT were age 65 or older (CIHI, 2019). While that trend is not necessarily represented in my 

sample, there are a few reasons as to why this is the case. First and foremost, three-quarters of 

the patients on or starting dialysis were receiving CHD (CIHI, 2019). Those who opt and are 

eligible for HNHD are undeniably younger (Nesrallah, 2013; Pierratos, 2004; Pipkin et al., 

2010). Second, many patients within my study had a long history of CKD. The age at which their 

illness progressed to end-stage, in relation to the treatment options available at that historical 

moment in time is significant. For example, some participants were pediatric patients and/or 

diagnosed in their early to mid-stages of life. Given the treatment options available at the time of 

their diagnosis and/or the severity of their disease, some had to initiate dialysis at a much 

younger age than what the current national average reflects. In fact, most patients had been on 

RRT for an extensive period of time and tried various modalities of treatment including 

transplants which factored into their decision to enroll in home therapy. Overall, the length of 

time on RRT (HNHD and other modalities combined) ranged from 5-30 years amongst the 
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participants. Since most of their diagnoses, treatments have improved and can prolong the rate of 

progression of kidney disease to end-stage if caught early enough. As a result, those who 

progress to end-stage and require dialysis are now initiating treatment at later stages in life.  

Race, Ethnicity, and Language  

In terms of race and ethnicity, all health care professionals and the majority of patients 

and care partners were white. Two patients and one care partner were people of colour based on 

country of origin, immigrant status, ethno-racial self-identification, and/or skin colour. With the 

exception of one participant from each group, all spoke English as their primary language.  

Educational Background 

Of the non-health care professionals who identified their level of education, all but one 

patient had completed post-secondary education with the highest level achieved being a masters 

degree and the lowest a college diploma.  

Household Income and Employment Status 

 Canadian health care is publicly provided and there is no charge for health care 

treatments like dialysis when it is performed within an institutional setting such as a hospital or 

satellite clinic. When treatment is shifted out of these public spaces and into private households, 

there are some costs that are transferred to the patient. As a result, home programs have 

eligibility requirements that are linked to household income, such as owning one’s home and the 

financial ability to cover additional costs for water and electricity. For this reason, household 

income was collected from the participants. Of the patients and care partners who provided their 

household income (one patient chose not to disclose their income), most reported incomes in 

excess of $100,000 while one patient reported an income of less than $25,000.  
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One of the promoted benefits of HNHD is that it is performed while the patient sleeps, 

allowing them the freedom to engage in “normal” daily activities, specifically paid work. 

Surprisingly, the majority of the participants did not engage in paid work, with many citing home 

therapy as their reason for not working. The employment status reported by participants are as 

follows: one patient and all care partners reported that they were employed full-time, with one of 

the care partners being self-employed. Three patients took early retirement. Two patients were 

on disability, one being permanent, the other was actively seeking employment that would align 

with their treatment needs and scheduling. In spite of their employment status at the time of our 

interviews, all of the participants reported a desire to keep working, to return, and/or enter 

employment in some capacity (i.e. part-time or casual).  

Relationship Status and Household Composition  

Relationship status and household composition are important factors in determining 

patient eligibility for HNHD. Most home programs require patients to have a care partner and/or 

a “responsible adult” residing in their home in order to enroll. Besides the eligibility criteria, 

both relationship status and household composition have a significant impact on the networks of 

support and resources patients have access to. As such, this information was collected from 

participants with three patients and one care partner reporting that they were married; one patient 

was divorced; and one care partner was widowed. Two patients were single and never married.  

The household composition of the participants varied. Three patients and one care partner 

lived with their spouse, one of these couples had adult children who often stayed the night. One 

patient lived with their parent (care partner) and sibling. One patient lived with their elderly 

parent whom they were caring for, and one patient lived with their children: one minor, one adult 

child, and one grandchild.   
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Informal Interview Participant Demographics  

It is worth noting the demographics of those who did not participate in formal interviews 

because it provides some insight into their ability to participate in the study, their level of 

comfort in doing so, as well as the nature of their experiences. In terms of gender, six patients 

identified as male; two frontline health care professionals and all three care partners identified as 

female. I never encountered any “official” male care partners, although I was told one did exist 

in the program for which I had access. With regard to race and ethnicity, four patients and two 

frontline health care professionals self-identified as being from an ethno-racial group. One care 

partner, three patients, and two frontline health care professionals identified English as their 

second language. Information related to household composition, relationship status, and income 

was not consistently recorded as these individuals were not given a demographic survey. 

Part Four: Data Collection  

 The depth of understanding garnered through a grounded approach typically requires 

multiple data collection methods. In what follows, I outline the three primary methods of data 

collection that were used in this study.  

Method One: Document Analysis 

Document analysis involves a critical review of documents in order to achieve an 

understanding of a particular program, organization, event, or phenomenon (Atkinson & Coffey, 

2004). My objective with this method was to review home program literature in all its forms (i.e. 

pamphlets, webpages, and videos) to gain a more thorough understanding of home dialysis 

programs in the province of Ontario. I was particularly interested in how responsibility, care, and 

work are discussed and represented within these documents in order to assess how these concepts 

fit into the structure of renal care and the wider health care system.  



100 

 

Document analysis served three central purposes in the project: 1) it helped to construct 

the research questions and the direction of the study; 2) it provided data on how patients are 

informed and recruited into programs; and 3) it helped to contextualize the data from other 

sources (i.e. in-depth interviews and field observations). While document analysis alone cannot 

reveal the lived reality of those within a home dialysis program, it can provide important 

historical, institutional, and policy data to contextualize the broader systems in which patients 

receive and sometimes fail to receive care. For example, these documents primarily function as 

educational tools for patients; however, their underlying goal is to educate with the intention to 

recruit. With the intent to recruit, they make claims about treatment and paint a picture of what 

daily life could be like. Thus, it was important to review and compare the content of these 

documents with the lived experiences of home patients and their care partners.  

Throughout the course of my research, documents were collected in several stages. After 

speaking with relatives, I initially began to collect and review home program pamphlets that are 

provided to patients who are diagnosed with ESRD and must now transition to RRT. The intent 

was to get a general understanding of home dialysis in a way that was similar to how most 

patients are introduced to HNHD. As such, these documents were publicly accessible on 

program websites and within hospitals and satellite clinics. They were often produced by 

individual home programs and contained information about the treatment process, the medical 

and social benefits of the treatment, and often, but not always, the patient eligibility criteria.   

As I began to conduct interviews, patients, care partners, and key informants directed my 

attention to more detailed documents produced by charitable organizations and governmental 

agencies such as the ORN who were responsible for the management, delivery, and funding of 

renal care in the province of Ontario up until 2023 when Ontario Health took on this work 
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(Ontario Health, 2023). These documents contained the following: 1) information about 

governmental mandates, targets, and visions for renal care in the province; 2) lists of the various 

programs within the province and the general services and supports offered; 3) system statistics 

(e.g. access surgery wait times, enrollment numbers); and 4) funding models. These documents 

were chosen because they illustrate the structure of renal care within the wider health care 

system and highlight the ways in which the responsibility for care work is represented in these 

contexts. In addition, they provide an understanding of how macro-level health care policies 

operate within individual home programs through their management policies and practices.  

During my time in-centre, I began to collect documents that were specific to home 

program patients. These particular documents can be described as “self-help” materials as they 

were intended to guide patients through their treatment and detailed the best practices associated 

with home renal care such as access31 and machine maintenance. There were also documents that 

promoted a healthy renal lifestyle and the importance of self-regulation in achieving the full 

benefits of treatment. These types of documents typically outlined dietary information such as 

renal friendly recipes and food guides. Not only did they showcase some of the variables that 

patients had to manage on a daily basis, they also provided a glimpse into patient-provider 

interactions and the responsibilities patients have in terms of treatment compliance and self-

regulation. While these documents are primarily for self-help and are available in clinic waiting 

rooms, it was not uncommon for frontline health care professionals to exit an appointment with a 

patient and direct them to these materials or to present them during an appointment to reinforce 

the importance of their content. 

 
31 The vascular access (i.e. fistula, catheter, or graft) is the specific site on the body that connects to a dialysis 

machine via needles or tubes (DaVita Kidney Care, 2020) so that blood can flow to and from the body to the dialysis 

machine to be cleaned (ORN, n.d.e). Each type of access requires its own special maintenance.   
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Method Two: Field Notes  

 Field notes played a significant role in this study as they were used to capture 

observations within the clinic and the participants’ homes where some interviews took place. 

These notes were carefully recorded during or shortly after an observation, interaction, or 

conversation occurred. The notes were both descriptive and reflective garnering detailed 

accounts of the observations, as well as my own personal reflections, speculations, questions, 

and plans for future inquiry (Bogdan & Biklen, 1982).  

Overall, I compiled two sets of field notes. The first contained recorded observations 

from my clinic visits which included the informal conversations I had with patients, care 

partners, and clinic staff who met with me to discuss their potential recruitment. During these 

meetings they were aware I was taking notes and often encouraged it while they discussed their 

experiences with HNHD. After the meetings, I would reflect upon the conversation and offer my 

immediate interpretations of the encounter. This set of notes functioned as a resource to identify 

emergent themes and points to clarify during formal interviews. They also helped to direct my 

attention to specific bodies of literature based on information that emerged from these 

conservations (Lofland & Lofland, 1995). My second set of notes was primarily the same, in the 

sense that they included both descriptive and reflective entries but the content was specific to the 

formal interviews I conducted with participants. Together both sets of notes were central in 

establishing a point of saturation and an end to the collection of data.  

Method Three: Interviews 

Informal Interviews 

 During my visits to clinic, patients and care partners who were interested in the project 

were directed to a private room where I could privately discuss their potential participation. 
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Some of these recruitment sessions turned into long conversations with both patients and care 

partners who were too busy to commit to a formal interview. The conversations lasted fifteen 

minutes to one hour on average and covered many aspects of their experiences with HNHD.  

Through these conversations I was alerted to the importance of gender, class, and familial 

support to the practice of home therapy. For example, care partners were predominantly women. 

Many appeared overwhelmed, exhausted, and very much “in-charge” of their partner’s care. A 

number of male patients directed health care professionals to “speak to the boss” and looked to 

their female care partners to answer questions about their own treatment (i.e. supply inventory, 

machine maintenance, etc.), including how they were feeling. Most of the care partners were 

spouses, others were mother and son duos. I never encountered a female patient, who had a 

female care partner. In fact, most female patients provided their own care in addition to caring 

for other dependants (i.e. parents, children).  

The benefit of having these conversations was that they were completely randomized 

based on who had an appointment that day, ensuring that the frontline health care professionals 

were not selecting potential recruits based on the context of their experience as good or bad. 

Furthermore, these informal conversations were not “scripted” and were very much based on the 

social interaction between myself, the patient, and/or care partner, allowing for the discovery of 

knowledge that might not have been on my radar and thus not included in the formal interview 

guides. While the general flow of conversation provided an opportunity to pose questions loosely 

based on the formal interview guides, the unstructured nature of these conversations helped me 

to understand the responsibilities that patients and their care partners take on, without any prior 

constraints or categorization that occurs with structured formal interviews. Although they were 

not subject to the same analysis as the formal interviews, these random conversations in the field, 
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provided a wider range of opportunities to uncover unforeseen or unexpected themes and further 

advanced my understanding of the participants’ daily lives.  

Formal In-depth Interviews 

At the heart of this project is the objective to understand why and how patients and their 

care partners take on the responsibility for their treatment and the implications that initial 

decision has for their daily lives over the long term. In-depth interviews with patients and care 

partners are the best method to obtain data in this regard as they are best suited for studies where 

the researcher is trying to obtain general information about a phenomenon for which there is not 

much, if any, empirical or theoretical explanation (Babbie & Benaquisto, 2002; Scanlan, 2020). 

One of the benefits of using in-depth interviews to gather data for this project is that it allows for 

the inclusion of the participant’s own voice. It is important that these voices are heard since they 

are often replaced by those who occupy a different perspective (i.e. frontline health care 

professionals). While those who work with patients and their families share some insider 

knowledge about the realities of home renal care, their interactions often focus on biomedical 

values and procedures, not the socioeconomic responsibilities or psychosocial and emotional 

aspects of their experience. For example, a nurse might ask a patient during a clinic visit, “How 

are you doing?” A patient might be inclined to respond in biomedical terms since the context of 

the question is premised on physical health (e.g. blood pressure and fluid clearance). A patient 

may have great laboratory results and physically feel better but might be emotionally or 

financially struggling with the responsibilities of home dialysis. As a result, the encounters are 

medicalized and their accounts are often limited to biomedical responses that have the potential 

to contradict and conceal any underlying feelings or experiences that only the patient or their 

care partner can articulate.  
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In addition, patients perform their treatment in isolation and their voices tend to remain 

silent. Many patients are unaware of others “just like them” and often assume their struggles or 

successes are unique to their own individual circumstances and abilities. Producing a patient 

specific narrative through the method of in-depth interviews allows those voices to be heard by 

professionals and those in similar circumstances. 

The primary goal of each interview was to understand what motivates patients and their 

care partners to take on the responsibility for their RRT, how they manage it, and the meanings 

they attach to their experiences doing it. The choice of face-to-face, semi-structured, in-depth 

interviews was the most appropriate method given that they allow participants to describe in their 

own words and nonverbal cues, their feelings, beliefs, and needs pertaining to home dialysis, 

thereby opening a direct channel for their experiences to come to light. With the lack of research 

that reflects the experiences of patients and even more rarely their care partners, it was important 

to de-emphasize the idea of participants “being studied” and instead incorporate them into the 

research process as “producers of knowledge” (Glazer & Strauss, 1967; Rubin & Rubin, 2012).  

 In total, I conducted 13 semi-structured, in-depth interviews with three groups of 

participants: patients, care partners, and frontline health care professionals. Twelve were 

conducted face-to-face at the participants preferred location (i.e. their home, café, library, 

community centre, or university meeting room) and one was conducted via telephone. Given the 

intimate nature of the subject matter, it was important that they select a location where they 

would feel most comfortable speaking about their experiences as home dialysis patients or care 

partners. My own preference was to conduct the interviews in the participants’ home because it 

put less stress on them to travel and would allow me to see them within their element and 

observe the conditions under which they perform their treatment. However, some participants 
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chose locations outside of their homes and I accommodated their preferences. For the 

participants I had recruited during my visits to clinic, it would have been entirely practical to 

conduct interviews on-site; however, I opted to select a more neutral location to avoid exposing 

the participants’ involvement in my study.  

The date and times when interviews took place were left to the participant to decide and 

generally aligned with their daily routines. While more interviews could have been arranged had 

I opted for telephone interviews, face-to-face interaction was preferred. There is vast amount of 

information that can be conveyed in a nonverbal manner throughout the course of an interview 

that could be lost over the telephone. In terms of care partners, this was especially true as their 

words would often paint a pretty picture, but their nonverbal cues and behaviour (e.g. crying, 

looking up, fanning their face, shrugging shoulders) confirmed and conveyed sarcasm, guilt, 

discontent, and shame that was “hidden” behind their spoken words. For example, when asked 

how home therapy was going, one care partner replied that it was “Great!” Their words left the 

impression of a positive experience, yet their eye rolls, use of air quotes, and long sigh captured 

in my field notes revealed a sarcastic reply that was not intended to be literal in its verbal 

conveyance. Although vocal cues (i.e. sighing, groaning) may be captured via telephone, 

these cues play a significant role in nonverbal communication because they often affirm the 

message or discredit it. Without the eye roll or air quotes, I might have moved on without 

following up on the meaning behind the sarcasm. Thus, having the participant in a face-to-face 

format allowed for an understanding of the message the participant was trying to convey in both 

a verbal and nonverbal manner.  

Interview Guides 

 The interview guides (Appendices A-C) were generated according to home program and 
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academic literature on HNHD, care work, and neoliberal responsibilization. A semi-structured 

format was selected as not all patients enter HNHD programs in the same manner.32 I wanted to 

have a flexible guide with open-ended questions that would invite participants to actively 

influence the direction of the interview process as well as shape its overall content. This was an 

exploratory study and my approach was that the participants have the answers but can also offer 

insight into the questions I should be asking. By maintaining a flexible structure, I was able to 

ask additional questions and seek clarification when participants offered contradictory or 

inconsistent information within their own stories, in regards to the existing literature, and/or with 

what other participants had shared.    

 Each group of participants had a separate set of interview questions that were tailored to 

their specific group. The interview guide for both patients and care partners were divided into 

three sections: 1) program specific questions concerning recruitment, training, and transition to 

the home; 2) work related questions concerning employment, disability, and unpaid care work; 

and 3) family related questions concerning emotional, financial, and psychological matters. 

These guides were less structured and primarily concerned with the participants’ daily lives, their 

experiences with their illness, their treatment with HNHD, and the health care system in general.  

The interview guide for the frontline health care professionals differed from the first two 

groups and was divided into four sections: 1) program specific questions regarding recruitment, 

training, and transition to home; 2) the role of the care partner in treatment; 3) patient challenges; 

and 4) the health care system. These interviews were more structured and aimed to collect 

 
32 Some patients have well-planned transitions into dialysis through their referral to a multi-care kidney clinic upon 

diagnosis with kidney disease. Other patients, however, have emergent transitions and “crash start” into treatment. 

Crash starts are those who end up in the emergency room due to kidney failure and are given emergency surgery to 

create an access so that dialysis can be performed. These patients often do not have choice or preference in their 

modality of treatment, as it is emergent care and often the path which leads to the greatest chance of survival rather 

than quality of life. While most patients continue with the same course of treatment they were assigned to in 

emergent care, there is often an opportunity to make changes later on.  
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information on the structure of home programs and the health care system more generally. They 

were meant to paint a more concise understanding of the process of home renal therapy, that is, 

how patients are recruited and why; how training is initiated and accomplished; how patients are 

approved to go home; and the responsibilities they have once they transition to the home. As 

frontline professionals, their knowledge of HNHD programs, the agencies that fund and manage 

renal care in the province, as well as the benefits and drawbacks patients and their care partners 

experience; provided assistance in understanding broader issues not directly covered in the 

interviews with patients and care partners. 

Interview Process: Formal In-Depth Interviews 

 Prior to the interviews, patients and care partners were given a short demographic 

questionnaire (Appendix D) upon completion of the informed consent. The interviews were 

digitally recorded and then transcribed verbatim. Notes were taken to record the participant’s 

appearance, behaviour, and nonverbal cues. For interviews that took place in the participant’s 

home, notes were taken to describe the conditions in the room where treatment took place.  

The interviews ranged in length from an hour and a half to three hours and provided a 

very thorough and detailed account of the participants’ experiences with HNHD. The interviews 

revealed a wide range of emotions and some participants were very lively, passionate, and quite 

forth coming in what they shared with me. Some participants were more reserved and at times 

overwhelmed with emotion. Explaining that I had family members who had experience with 

RRT seemed to allow for a wall to be broken and the participants to feel the interview was a safe 

space to share their stories. One participant commented that I was “different than the doctors,” 

and had the potential to truly understand how they felt: “You’re really good eh? You get it” 

(Joe). My ability to contextualize their feelings had more to do with my sociological training 
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than my insider knowledge, but just knowing that I knew “one of them” on a personal level 

helped to put some of the participants at ease and speak more openly. 

During the course of the interviews, participants often drew upon specific events (e.g. 

access surgery, diagnosis, or first night at home) or incidents (e.g. accidents, emergent situations, 

or missed deliveries) to describe their everyday realities. They also recounted their dialysis 

journeys, life experiences, and how their chronic illness and its subsequent treatment with 

HNHD has altered their life course. The interviews allowed me to get a sense of the conditions 

under which their treatment takes place, their family dynamics, networks of support, personal 

histories, and backgrounds. They also allowed me to explore how patients and care partners 

understand the care work they do and how they talk about themselves as patients or care 

providers. The participants, discussed the responsibilities that accompany home therapy, what 

they thought and how they felt about them, and what they ultimately meant for their families.  

Part Five: Data Analysis 

Thematic Analysis 

 In order to analyze the data collected, I applied the method of thematic analysis which is 

used to identify, examine, and report themes within data (Braun & Clarke, 2006). Concepts or 

categories are derived from the data in an inductive or deductive manner and serve to represent 

the data by providing a condensed and broad description of the phenomenon under study (Elo & 

Kyngas, 2008). At a minimum, thematic analysis offers a means to organize and describe the 

data, however, it often goes beyond this enabling its interpretation (Sandelowski, 1995).  

 Thematic analysis is not wedded to a particular theoretical tradition and therefore may be 

used in conjunction with various theoretical frameworks. This fluidity has made thematic 

analysis a popular and useful tool for analyzing data within various methodological traditions. 
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However, it has also garnered some critique for not having clear and concise guidelines on how 

to conduct a proper analysis. This has meant the “anything goes” critique of qualitative research 

(Antaki et al., 2003) is often applied to studies undertaking a thematic analysis. For example, 

Ryan & Bernard (2000) liken thematic analysis to the process of coding that is performed within 

grounded theory. They among others (Boyatzis, 1998; Holloway & Todres, 2003) view thematic 

analysis as a method rather than a methodology because it focuses specifically on analysis and 

no other aspects of the research process (e.g. design, data collection). While the debate of what 

constitutes thematic analysis as a method or methodology is ongoing, my position within this 

debate is aligned with those cited above who view it as a method to be used in conjunction with a 

methodology such as grounded theory.  

 As a methodology, grounded theory provides specific guidelines on how to conduct 

research from conception to the final write-up. Thematic analysis as a method, complements the 

analytic process by guiding the researcher to organize and describe the data and then interpret the 

significance of those descriptions, as well as their broader meanings and implications (Braun & 

Clarke, 2006). Although there is no standardized method for conducting a thematic analysis, 

Braun and Clarke (2006) have outlined a six-phased approach: “1) familiarization with the data; 

2) generating initial themes; 3) searching for themes; 4) reviewing themes; 5) defining and 

naming themes; and 6) producing the report” (p.87). These phases helped to move the analysis 

from a description of the data to its interpretation by distinguishing semantic and latent themes. 

This distinguishment is important as semantic themes emerge from the explicit and surface 

meanings of the data, that is, what the participants have actually said. This is different from 

latent themes which emerge from the underlying ideas, assumptions, and conceptualizations of 

what the participants have said (Maguire & Delahunt, 2017). The analysis of latent themes 
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involves an interpretive process to uncover how these themes inform and shape the semantic 

content of the data. The end product is not just a description of the phenomenon being studied, it 

is one that is theorized based on the thematic content of the data (Maguire & Delahunt, 2017).  

Both semantic and latent themes are important to the overall understanding of a 

phenomenon as the semantic content will often provide an answer to the questions being asked, 

but how the participants respond (i.e. what they say, tone, use of nonverbal cues) often illuminate 

the context of their answers. For example, when asked specific questions about their home 

programs, some patients asked for reassurance that I was not “with” the hospital, while others 

said, “I’ll tell you when we’re off the record” (i.e. the recorder is turned off) (PAT05). Others, 

however, had no problem “dishing the dirt.” This told me something about the unspoken 

implication of their hesitation and/or willingness to speak about their respective programs. It also 

highlighted the complexity of the social relations that take shape as a result of home therapy. For 

example, one care partner often paused to compose themselves prior to responding to some 

questions, yet their spoken words would definitely contradict the emotion they evoked and the 

great care they took to conceal and filter these feelings through their spoken words. I coded these 

nonverbal cues because they showed the compulsory altruistic nature of caregiving as a “labour 

of love” and the sociocultural requirement to portray this at all costs. Even though the interviews 

were private and confidential, the latent themes that emerged through nonverbal communication 

revealed thematic content that was not always reflected in semantic themes. 

Analytic Process 

 The data was analyzed separately for patients, care partners, and frontline health care 

professionals to identify themes unique to those groups before they were analyzed collectively. 

The logic behind this method of analysis was to address how the routine and ongoing nature of 
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the treatment becomes part and parcel to the reproductive processes of the households in which it 

takes place. While the impact on the patient might be the most significant, the use of space, the 

noise it generates, the labour it requires, and the risks it poses both to the patient and the 

household infrastructure, ensures that household dynamics will shift in some way once RRT is 

brought home. Thus, the responsibility for RRT is relational and perspective is key to 

understanding how it impacts the household as a whole. For example, some patients described 

home therapy as very positive and beneficial to their own individual quality of life. Some care 

partners, however, expressed the opposite. Not being ill and needing dialysis to live, altered their 

perception of the responsibility to provide care work based on their relationship to the treatment 

itself. In light of this, it was important to identify themes within each group and then juxtapose 

them to look for patterns across the entire data set. 

In the next section, I outline in detail how I organized and interpreted the data using 

thematic analysis. My use of thematic analysis involved two different methods: coding and 

thematic networks which I applied to the data gathered from the formal interviews. For the 

purpose of clarity, I describe these methods as two separate phases although in many instances 

they were carried out simultaneously. 33 

Phase One: Coding 

The first phase of my analysis began with the coding process which I initiated after the 

first formal interview was transcribed. I took an inductive approach to coding that was data-

driven and did not attempt to fit the data into a pre-existing coding frame or to my own analytic 

preconceptions. As a result, the development of descriptive codes was established through 

several rounds of coding using three separate methods: 1) open coding; 2) axial coding; and 3) 

 
33 As I was coding line-by-line, I was actively constructing and reconstructing thematic networks.  
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selective coding (Heath & Cowley, 2004). Each data set (i.e. transcript or set of field notes) was 

coded in accordance to these methods and progressed in linear stages.   

The initial round of coding was aimed at establishing findings from the text and involved 

a line-by-line open-coding of the data using highlighters to identify words, phrases, or passages 

that struck me as relevant or that the participant emphasized as important. I then created a code 

(i.e. word or phrase) to describe the highlighted text. During this initial round, I was specifically 

focused on sequence, that is, looking for causation – why the participants did/do something, how 

they did/do something, what happened, what was the outcome? After the initial round of coding, 

I repeated the process using a different coloured highlighter to distinguish the two rounds of 

coding. In the second round of open coding, I decided to code for more latent concepts and was 

sensitive to emotion and nonverbal cues, as well as the description of one’s feelings towards the 

sequence of events (e.g. “It was overwhelming.” “I wanted to cry.”).  

After completing my two rounds of open coding I shifted to axial coding and focused on 

how the codes fit together as categories. At this stage which occurred both within individual 

transcripts and across the entire data set, I renamed, refined, eliminated, or created new codes in 

an effort to understand and organize the data into more refined categories. At this stage in the 

coding process, I began to construct mind maps to organize the codes conceptually into 

categories. Having the visual of a mind map made axial coding much clearer as I could visually 

see how the codes fit together to form categories. It also allowed me to see what the data was 

telling me in regards to my research questions. 

Once categories were established, I began to enter the data into a spreadsheet. I copied 

coded text into one column with the corresponding code and its categorization in the two 

adjacent columns (Table 1). I created a spreadsheet for each individual data set which allowed 
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me to sort the data by code or category to see patterns in terms of prominence and frequency. 

Once all the data was entered into the spreadsheets and sorted, I was able to cross reference with 

the mind maps and move forward into selective coding.  

Table 1: Sample Spreadsheet of Coded Data 

In the selective coding stage, I was looking for connections between categories in an 

effort to establish themes. Themes in contrast to codes34 and categories,35 “capture something 

important about the data in relation to the research question and represents some level of a 

patterned response or meaning within the data set” (Braun & Clarke, 2006, p. 82). Themes are 

identified by bringing together components or fragments of ideas or experiences (i.e. codes and 

categories), which often are meaningless when viewed alone (Aronson, 1995). A theme is not 

necessarily dependent on quantifiable measures but rather on whether it captures something 

important in relation to the overall research question (Braun & Clarke, 2006). Once identified, 

themes appear to be significant concepts that link substantial portions of the data together 

(DeSantis & Ugarriza, 2000).  

 

 
34 The labels you attach to a phrase or other short sequence of the text you are analysing (Braun & Clarke, 2006). 
35A group of codes observed in the data that are organized into meaningful categories (Braun & Clarke, 2006). 

Source Note #                         Text Code Category  Theme 

PAT01 

 
 

789 - 
p.59 

 

The responsibilities in our family 
kinda shifted a little bit. I used to 
joke with my friends that Diane 
got back to work to keep me in 
the style to which I’d grown 
accustom. 

Division of 
labour 

Gender 
Household/ 

Family 
Impact 

PAT06 

 
 

333-
p.43 

There’s a huge conceptual leap… 
To be able to think about, you 
know, turning basically your home 
into a hospital ward... It’s 
challenging, it’s not very appealing 
to a lot of people. 

 
 

Medical 
appearance 

 
 

Hospitalizing 
the home 

 
 

Household/ 
Family 
Impact 
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Phase Two: Thematic Network Analysis   

In order to uncover the central themes contained within the data from formal interviews, I 

constructed a series of thematic networks in my second phase of analysis. Thematic networks are 

web-like illustrations that organize and describe the main themes that emerge from the data 

(Attride-Stirling, 2001). After coding my initial interview, it was evident that the codes were vast 

and a visual aid would be beneficial in organizing the data. I began to jot the codes on a 

whiteboard looking for ways to connect them. As I connected the codes in web-like networks, 

categories emerged linking the codes together. As I began to code subsequent sets of data, new 

codes were added to the web. At times, the inclusion of new data led to codes being added, 

refined, reworked, renamed and/or eliminated resulting in the formation of new categories and/or 

the elevation of categories to themes (Attride-Stirling, 2001). This form of diagramming was a 

way to make sense of the connections between the codes and categories in order to establish the 

thematic content they represent.  

The final product of this process was a series of web-like networks demonstrating the 

analytic transition from text to interpretation at three levels of analysis. The first level represents 

codes which describe various segments of the data that on their own say very little about the data 

as a whole. The next level represents the categories that group the codes together and summarize 

the abstract principles they collectively come to represent. At the final level, themes emerge that 

conceptualize the overall content of the data (Attride-Stirling, 2001).  

The purpose of this exercise is to visualize the themes and creatively think about how the 

parts fit together. Context is important during this process as it is common to have dual codes 

within distinct categories but nonetheless be part of the same theme. For example, some patients 

talk about “control” in both positive and negative contexts. Some describe home therapy as a 
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way for them to have “control” over their lives which is viewed as a positive attribute of power. 

However, others describe the time and labour required to perform home therapy as a 

“controlling” force in their lives and view it as a negative attribute of power. Regardless of the 

context, power is the underlying theme, but the meanings or categorization of those feelings of 

“control” are different and thus categorized separately as “autonomy” to reflect the positive and 

“medical regulation” to reflect the negative. 

The presentation of themes in the form of graphic web-like networks removes any notion 

of a hierarchy amongst the themes and instead emphasize their interconnectivity throughout the 

network (Attride-Stirling, 2001). This allows me to identify the main themes and how they relate 

to each other. However, I was primarily interested in themes that were common within individual 

sets of data, as well as across the entire data set. For this reason, once themes were established, I 

entered them into my existing spreadsheets in an effort to highlight their prominence and 

frequency within individual sets of data as well as across the entire data set. This allowed me to 

compare the individual sets of data and to understand why certain themes were so important to 

one participant and not to another in the same group (i.e. patient vs. patient), or conversely to one 

group of participants and not another (i.e. patients vs. care partners). By comparing the data, I 

was able to see that some of the less common themes were quite relevant in addressing the 

central research questions despite their low frequency or prominence across the whole data set.  

The final themes that were established were identified as having captured important 

elements in the views of participants and were not necessarily the most prevalent subjects within 

the data. Themes were not created to be mutually exclusive, but to represent the best conception 

of the data as it relates to HNHD and its associated outcomes at the household level. For 

example, multiple participants discussed the importance of travel which is quite difficult to do 
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when one is on RRT. I initially assumed travel was not relevant to my research questions or the 

day-to-day realities of home therapy and brushed off its importance. However, through the 

constant comparative method it became apparent that it was extremely relevant to why patients 

chose home therapy and how they manage it. For instance, some patients noted that PD was 

“better” because the machine was portable and no additional arrangements, planning, or money 

had to be invested in order to travel, as all they needed was an electrical outlet. Committing to 

HNHD often means you are home bound. The extensive size of the machine and supplies 

required means the machine is not portable and just like booking a hotel and flight, patients need 

to arrange in-centre dialysis while on vacation. When outside of Canada, there is an out-of-

pocket cost for treatment. Although the Ontario Health Insurance Plan (OHIP) will cover $210 

per treatment, patients must cover any additional costs (ORN, 2020b). One participant who had 

wanted to travel to Mexico ended up cancelling their trip because the cost per treatment was 

$800 and with OHIP only covering $210, the three treatments that would be required for a one-

week vacation would add an additional $1770 to their expenses. 

At first the “want” to travel seemed insignificant, but upon further review it highlighted 

differences in the quality of life amongst the participants. Some participants talked about how 

easy it was to book in-centre RRT and travel the world, while others longed for the ability to 

have a portable machine. This brought socioeconomic status to the forefront of the analysis and 

provided a rationale for why things like travel would be a motivating factor in whether HNHD is 

considered or not. It also emphasized the larger issues in health care, particularly how proposed 

cuts to OHIP travel insurance (CBC, 2019) may impact the decisions of lower income patients in 

choosing HNHD. Therefore, without the constant comparative method and the thematic 
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networks, I would not have been able to interpret the significance of travel in the context of 

home renal therapy or the latent themes it revealed.  

Despite the fact that the networks demonstrate key themes and patterns within the data, 

the networks themselves do not constitute the analysis. Rather “once a thematic network has 

been constructed, it serves as an organizational and illustrative tool in the interpretation of the 

text, facilitating disclosure for the researcher and understanding for the reader” (Attride-Stirling, 

2001, p.389). Ultimately, ten themes were extracted from the data: 1) processes, practices, and 

power; 2) HNHD benefits and drawbacks; 3) barriers; 4) household/family impact; 5) emotional 

and psychosocial impact; 6) support; 7) work; 8) economics; 9) responsible risk-taking; and 10) 

neoliberalism. After compiling my networks, the themes were reassessed to ensure that they 

represented the data compiled. I took the key conceptual findings in the summaries of each 

thematic network and pooled them together into a cohesive story by relating them back to the 

central research questions and the theoretical grounding of feminist political economy (Attride-

Stirling, 2001). I also triangulated the final themes with secondary data on HNHD, care work, 

and neoliberal responsibilization in order to produce as well as validate my findings.  

Part Six: Ethical Considerations  

Ethics Review Process: University 

After my dissertation proposal was approved by my supervisory committee, it was 

submitted to York University’s Ethics Review Board for approval. As part of the process, I 

obtained a training certificate that is issued after a successful completion of the “Tri-Council 

Policy Statement: Ethical Conduct for Research Involving Humans Course on Research Ethics 

(TCPS 2: CORE).” Upon review by the Human Participants Review Sub-Committee, it was 
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determined that the project conformed to the standards of the Canadian Tri-Council Research 

Ethics guidelines and was approved to proceed.  

Ethics Review Process: Hospital 

Despite being invited by a member of the staff to recruit participants within a home 

program clinic, the clinic was located in a public hospital that had its own guidelines for the 

ethical conduct of research. In consultation with various frontline health care professionals who 

had agreed to assist with my recruitment, it was decided that I obtain official approval from the 

hospital to recruit within the clinic. In order to accomplish this, I communicated via e-mail with 

the ethics officer responsible for reviewing research at this particular site. I submitted my 

research proposal, as well as York University’s Ethics Review Board approval, requesting 

permission to share my flyer with patients who were attending clinic. Aware of how lengthy a 

process this can be and the confidential nature of research relating to health care, I was clear that 

I only wanted approval to advertise my project and speak to interested participants in an effort to 

arrange an interview. I offered the guarantee that I would not interview on the premises nor 

solicit contact information from anyone other than the patient. Upon review of my submitted 

documents, the ethics officer determined that my project and recruitment practices within the 

clinic was low risk and would not compromise patient confidentiality. I did not have to undergo 

an official ethics review through the hospital and was cleared to attend clinic days.  

Informed Consent  

Prior to each interview, the participants were given a copy of the informed consent and 

asked to read and discuss its contents prior to signing the form. Once consent was received from 

the participant, a copy of the form (Appendix E) and recruitment flyer (Appendix F) were 

provided outlining the details of the study. It was made clear to each participant that their 
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participation in the interview was voluntary and they could refuse to answer any questions or 

withdraw at any point in the process.  

Privacy and Confidentiality  

 Consistent with the ethical priority and obligation to protect the privacy of the 

participants, their identities, home programs, workplaces, hospitals, or satellite clinics are not 

identified within this study. Pseudonyms are used in place of the participants’ names and codes 

were assigned to each participant based on their specific group: patient, care partner, or frontline 

health care professional to maintain anonymity. Given the small population of HNHD patients 

and programs across the province, any specific discussion of a program, its staff, and/or location 

could potentially reveal identifiable information. While geographic location is an important 

factor when assessing access to treatment as well as the capabilities of home environments to 

support home therapy (e.g. rural access to clean potable water), an ethical balance had to be 

maintained between discussing the importance of these locations while protecting the identities 

of those who occupy them. In an effort to address urban versus rural challenges, I refer to 

programs on regional basis (i.e. GTA and central Ontario) rather than the actual town or city 

where the program is located. Doing so would identify specific programs, as some towns only 

have one hospital and it would therefore reveal the program in question. By using regional 

identifiers, I am able to maintain the anonymity of participants and their respective programs, 

while addressing the importance of geographic location to the HNHD experience. 

Surprisingly, some of the patients were not concerned with confidentiality. On several 

occasions I had to insist that we complete the informed consent process prior to them signing the 

consent form and beginning the interview. A few of the participants acted in some capacity as 

patient advocates, peer supporters, or held a position on patient advisory councils within their 
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own programs, charitable organizations, or provincial government agencies. Through these 

positions, they had already shared their dialysis stories in public forums and were comfortable 

doing so. One participant even said, “my life is basically on the internet, so I’m not concerned” 

(Eric). Others, while very forthcoming and willing to share their story, were only willing to do so 

because of the confidential nature of the study. This was usually in regard to their specific 

program and personnel critiques, rather than the content of their daily experiences with HNHD.  

Regardless of the level of participant comfort with confidentiality, the personal and 

intimate nature of the data collected, requires that it be protected and treated in a sensitive 

manner. As such, the data is securely stored on a personal computer and external hard drive that 

are both password-protected and kept in a locked office. Hardcopies of the data and audio 

recordings are securely stored in a locked filing cabinet and will be destroyed upon completion 

of the dissertation. 

As concluded by both the ethical review board at both York University and the hospital 

ethics officer, the risks of my study are minimal, as great care has been taken to maintain 

confidentiality. However, it is possible that key informants (i.e. frontline health professionals) 

may disclose confidential information about patients and/or organizations. Such a breach would 

only pose a minimal risk as most key informants and patients through the nature of their 

occupation and volunteer positions, have experience sharing information in a way that protects 

the anonymity of the participants.  

Part Seven: Credibility, Validity, and Reliability  

Credibility  

 How research is conducted is important to the credibility of its overall findings and 

conclusions. For research studies: 
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to be accepted as trustworthy…, qualitative researchers must demonstrate [that the study] 

has been conducted in a precise, consistent, and exhaustive manner through recording, 

systematizing, and disclosing the methods… with enough detail to enable the reader to 

determine whether the process is credible… If readers are not clear about how 

researchers [collected and] analyzed their data, or what assumptions informed their 

analysis, evaluating the trustworthiness of the research process is difficult (Nowell et al., 

2017, p.1-2).  

 

Thus, “credibility in qualitative research, measures how vivid and faithful the description of [a] 

phenomenon is” (Beck, 1993, p. 264). 

To ensure the credibility of a research study, the researcher must demonstrate both the 

validity and reliability of their findings. Validity can be understood as a synonym for truth, and 

refers to whether the results are logically and factually sound (Silverman & Marvarsti, 2008). 

Reliability on the other hand, refers to the degree of consistency in the interpretation of the 

findings. It involves questioning whether different researchers would end up with similar results 

with the same data (Silverman & Marvarsti, 2008). In what follows, I outline the methods that I 

used to ensure the validity and reliability of my findings. 

Validity  

One of the first methods of evaluating the validity of the findings is the point of 

saturation. In the context of this project, this involved conducting interviews until no new 

information was brought forth by the participants. In addition, I did not limit myself to one 

program. While I had access to a specific site, I also utilized snowball sampling and through 

some of the participants found others via their connections. As a result, I recruited participants 

from various home programs across Ontario, although the majority were from the GTA. Due to 

the fact that there are no standardized plans, policies, or procedures for HNHD programs within 

the province, finding similarities among patients from different programs and geographic 
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locations helped to ensure the point of saturation. This was significant, given that location and 

program membership can significantly alter patients’ experiences.  

The use of three different sources of data (patients, care partners, and frontline health care 

professionals) enhanced the validity of the findings and provided a more complete picture of 

HNHD as it allowed me to gain critical insight into the issues from the perspectives of those 

providing care as well as those receiving it. In the interest of capturing various perspectives of 

HNHD, further attempts were made to speak with patients from diverse social locations and with 

different experiences of home therapy including patients who chose to return to in-centre or were 

removed from their program.  

The perspectives of care partners and frontline health professionals were useful for 

comparing and contrasting the data collected from patients. It also demonstrated how the context 

of care and the experiences of caregiving shift according to one's relationship to treatment. For 

example, many patients reported positive outcomes and compliancy with their treatment, while 

care partners often felt distraught and overwhelmed. The fact that patients will die without 

dialysis helps them to accept the reality of their care needs and its overall impact on their daily 

life. From the perspective of the patient, treatment is invasive and intense but without it nothing 

else is possible. For care partners, their relationship to treatment is different – without treatment 

life can go on. Their reconciliation of the impact of RRT on their lives is different and contingent 

on their partner’s treatment options and preferences. By collecting data from various social 

actors involved in home therapy, a broader and deeper understanding of HNHD and its impact at 

the household level was possible. 

In addition to collecting multiple accounts of HNHD, I further attempted to triangulate 

the data by consulting existing academic literature, as well as home program and provincial 
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health care documents to really understand how the programs are structured, funded, and 

promoted to patients. According to Aronson (1995), when researchers interweave various 

sources of data, particularly existing literature on the phenomenon in question, the story that is 

constructed stands with more merit. This is because literature can be used by the researcher to 

confirm their findings, as well as provide an opportunity for them to challenge or add to the 

existing knowledge on the subject under study (Nowell et al., 2017).  

Reliability  

 Once the data had been analyzed, an attempt was made to test the reliability of the 

findings by engaging in member checking. Member checking, as a final step in the analytic 

process allows the researcher to establish a fit between the respondents’ views and the 

researcher’s representation of them (Nowell et al., 2017). This involved discussing some of the 

findings with key informants, especially those that were unexpected or did not correspond to the 

existing literature. For example, I was struck by the fact that the majority of the participants were 

not employed given that one of the promoted benefits of HNHD is to enable patient employment. 

By speaking with frontline health care professionals, I was able to confirm that my findings were 

consistent with the patient populations they have come into contact with.  

Member checking also helps to ensure that the researcher represents the voices of the 

participants in an honest, open, and respectful manner. In telling their stories, it is equally 

important that the researcher acknowledges the agency of participants to construct their stories 

and that these accounts are authentic representations of what they share rather than absolute 

truths about the phenomenon under study (Nunkoosing, 2005). In light of this, the interview 

component of this study was not aimed at “truth-finding,” but rather to gain an understanding of 

home therapy and its associated responsibilities through the experiential accounts of the 



125 

 

participants. The objective was to analyze the ways in which patients and their care partners 

shape the conditions of their care and to reveal the social forces that influence their everyday 

experiences within HNHD programs. To ensure the authenticity and reliability of the experiences 

I sought to understand, three methods were utilized: 1) verbatim transcription of the digitally 

recorded interviews; 2) field notes from interviews and recruitment sessions at clinic; and 3) 

thematic analysis of the data. These three methods help to extract and interpret the main themes 

grounded directly or indirectly within the data, allowing me to identify patterns from the 

participants’ accounts of why they chose home therapy, how they managed it, and the meanings 

they attached to their experiences.  

As abstract interpretations of the participants’ views and experiences with HNHD, the 

theoretical conclusions drawn here will always be subject to judgement. This is because 

grounded theories are generated from research conducted in specific historical and societal 

contexts and are subject to certain ideologies and discourses. As social conditions in any of these 

areas change, the validity and reliability of a theory can change with it (Strauss & Corbin, 1994). 

Therefore, this study presents the experiences of patients within HNHD programs at this 

particular point in time and is subject to its specific social location in terms of geography and 

political landscape. The systems, structures, and social forces that are active and affective in this 

particular moment, shape the experiences and socioeconomic outcomes of the population under 

study. As time passes, the conditions within and surrounding these programs, their specific 

outcomes, and the people who occupy them, can change. As a result, I do not claim that the data, 

its analysis, or final interpretation reveals an objective “truth.” Instead, in the chapters that 

follow I present the findings of this case study, offering a critical account of home nocturnal 

hemodialysis and the people that do it within the province of Ontario. 
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Chapter Four: Contextualizing Home Renal Care in Ontario 

When evaluating the efficacy of a treatment and its socioeconomic impact on a given 

population, it is important to consider the individual care that patients receive as well as how that 

care is organized, funded, and delivered. Ontario’s health care system operates within a specific 

social, political, and economic context that has its own history and sociodemographic dynamics. 

As such, this chapter provides a critical analysis of how home renal programs emerged within 

Ontario and describes how they currently operate. The chapter unfolds in two parts. The first part 

traces the evolution of Ontario’s contemporary approach to renal care. It examines how 

neoliberal policy objectives implemented by the major organizations and agencies that are 

responsible for managing renal care (see Appendix F), have led to the transfer of dialysis from 

the hospital to the home. The second half of the chapter provides an overview of how patients 

and their families are affected by these policies as they navigate the health care system and 

become HNHD patients. By providing an overview of the climate in which home programs come 

to fruition and operate, one can have a better understanding of why patients choose home therapy 

and how their actions and experiences are shaped by specific discourses36 within health care 

policy at the local, provincial, and federal levels of government.  

Part One: Neoliberalism and the Renal Climate of Crisis    

 Health care systems and the various organizations and agencies that manage them are all 

 
36 Within this dissertation, discourse refers to “a bounded body of knowledge and associated practices… that give 

meaning to reality via words or imagery. Through discourses we perceive and understand the social, cultural, and 

material worlds in which [we live and interact because] discourses set the parameters and make possible what can be 

said and done about [a particular social phenomenon. As such,] … [d]iscourses are constantly in a state of flux: 

some come into prominence at certain times but then make way for others, and this has implications for our 

understanding of and response to social phenomena” (Lupton, 2013, p.23-24). Analyzing the discursive meanings of 

health, risk, and responsibility, particularly how they shift through the main provisioning institutions within 

Canadian society (i.e. market, household, state), and how various social actors (i.e. patients, their family members, 

frontline health professionals, and policymakers) within those institutions contend with their meanings, is important 

to understanding why patients choose to enroll in home therapy and how they carry out their RRT on a daily basis.  
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subject to policy frameworks that emerge through specific social, political, and economic 

discourses (Polzer & Power, 2016). In Canada, there has been a steady infiltration of neoliberal 

ideology into the policies and practice of health care at the provincial level. Although 

neoliberalism affects health care policy and practice in a multiplicity of ways, its most visible 

characteristics – economic restructuring, privatization, and the downloading of care work – have 

been observed and are active in every province and territory across Canada. Although the 

national provision of publicly funded, universal health insurance remains the primary objective 

of Medicare37 at the federal level, the collective pooling of risks and governmental responsibility 

for health care has increasingly been challenged by a discourse of individual responsibility at the 

provincial level (Polzer & Power, 2016). This has transformed the way in which patients are 

understood, represented, and treated within provincial health care systems. It has also impacted 

where, how, and by whom they receive care.  

 The application of neoliberal policy objectives within provincial health care systems has 

produced a notable trend in the decentralization of authority and responsibility for health care 

services from the provincial and territorial governments to subordinate government agencies 

and/or the private sector (Rondinelli, 1999).38 This restructuring of health care is often justified 

by political campaigns which depict health care problems as the result of the central 

government’s lack of knowledge and sensitivity to local populations and their needs. Proponents 

of such campaigns often argue that the distribution of care through smaller governmental 

agencies are more efficient and better suited to address the local needs of the residing population 

 
37 Medicare refers to Canada’s publicly funded health care system. Although each province and territory have their 

own individual insurance plan, they are collectively bound to the federal legislation of the Canada Health Act 

(Government of Canada, 2016).  
38 In Ontario, this was accomplished through the decentralization of responsibility for health care services from the 

Ministry of Health and Long-Term Care (MOHLTC) to the Local Health Integration Networks (LHIN). 
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(Yakerson, 2019). While these initiatives are said to cut costs by eliminating unnecessary or 

redundant services, they encourage individual service users (i.e. patients) to turn to privatized 

forms of care (Yakerson, 2019).39 As a result, there has been a parallel movement of health care 

services from clinical institutions to households, and “the resultant downloading of care work to 

individuals and families” (Brassolotto & Daly, 2016b, p.521). This increased reliance upon 

private, informal, and unpaid forms of care, represent a model of health care that emphasizes 

self-sufficiency and independence through the practice of responsible risk-taking.  

 In the case of renal care, neoliberal discourses of health have framed CKD, and more 

specifically its end-stage, as both a clinical and socioeconomic problem. Those suffering from 

ESRD have been represented within policy documents and organizational reports as a “risk” to 

the health care system and more recently social welfare programs (e.g. ODSP). This 

problematization of ESRD is often framed in relation to the overburdening of health care systems 

and the rising number of those who become economically dependent (as a result of their disease) 

and in need of governmental supports. As the cases rise, the problems are discursively remade 

into a clinical and socioeconomic crisis that requires action at both the state and individual level 

(Polzer & Power, 2016). In order to understand how neoliberal discourses have shaped 

contemporary policies and practices concerning renal care and how home renal programs fit 

within larger political and socioeconomic policy contexts, I now turn to the construction of the 

renal climate of crisis and the specific governmental response within Ontario that began with the 

rollout of Ontario Renal Plan II in 2015.  

 
39 The shift in Canadian health care is not one which moved from a public (not-for-profit) to a private (for profit) 

system. The reforms that have taken place have resulted in an overall trend from public to private responsibility and 

methods of delivery for specific services, and not a direct public to private shift in the financing of care. What this 

has meant is that services are moved out of public institutions to private households where they are open to market-

based practices.  
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Constructing the Crisis 

 Two things are abundantly clear when one dives into the realm of renal care and 

particularly the treatment of ESRD: 1) it is expensive; and 2) the demand outweighs supply. 

These issues, however, are not unique to Ontario as health care systems across Canada and 

beyond its borders are faced with the same challenges with respect to renal care. In fact, the 

global impact of neoliberalism has intensified since the financial crisis of 2008 and many nations 

have been subject to austerity measures that have fundamentally undermined the collective 

provisioning of many welfare state programs (Alhassan et al., 2021; Clark, 2016; Krubnik & 

McBride, 2024). As Canada’s largest social program, health care has been subject to specific 

austerity measures at the provincial level. While the federal government has cut health care 

transfers and tasked the provinces with the challenge to do more with less, their individual 

responses are subject to their specific regional health care needs.40 

 In Ontario, the growth in health care spending has been on a collision course with the 

provincial government’s deficit recovery plan, and the rise in chronic illnesses like ESRD only 

exacerbate the demands placed upon the system. As a result, renal care is often discussed in 

terms of crisis. The use of crisis rhetoric on both the clinical and economic side of the debate aim 

to reaffirm the urgency for governmental action. On the one hand, the demand for treatment and 

the lack of resources to meet those needs implies that people will not have access to the care they 

need, and in the extreme, prematurely die if action is not taken. On the other hand, the risk such 

 
40 The federal government’s elimination of the Canada Assistance Plan and its replacement with the Canada Health 

and Social Transfer in 1994 reduced the amount of money that was transferred to the provinces and territories and 

gave them significantly more power to determine which policy areas received funding (Bezanson & Luxton, 2006a, 

p.vii). By cutting the amount of federal funding and combining the funds for health care with other social 

programming (e.g. social assistance and post-secondary education) provinces and territories were under more 

pressure to allocate the funds across provincial programming (Vosko, 2006) which led to a wide variation in health 

care spending and clinical practice across the country.  
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action poses to the financial viability of the health care system as well as other governmental 

programs is also problematic.  

The role of the state is crucial in mediating this conflict and/or limiting the crisis 

tendencies in the provision of renal care (Picchio, 1992). As Connell (1987) points out, crisis 

tendencies are “dynamics which have the potential to transform and thus change in fundamental 

ways the conditions of future practice” (p.158). By using the rhetoric of crisis, the state can 

persuade citizens willingly and reluctantly to accept and participate in new social practices. 

Instead of existing as a particular moment or a turning point in time, crises under neoliberalism 

often become normalized, or a semi-permanent condition (Davidson, 2017). In the case of renal 

care, the crisis has been ongoing since the early 1990’s and various interventions have not solved 

the clinical or socioeconomic problems at its core. This is not to deny the very real clinical and 

economic challenges that health practitioners, governments, patients, and their families 

encounter when making provisions for renal care, but to simply point out how the use of crisis 

rhetoric can enable the conditions necessary for particular policies and practices to be enacted.  

Ontario’s Clinical Challenges 

 Annually, 200 new patients per million population are diagnosed with ESRD across 

Canada (Blake, 2020). Although there is a variation by province, Ontario is experiencing some 

of the highest rates in the country.41 From 2009-2019, the number of Ontarians with ESRD grew 

by more than 37% from approximately 14,800 to 20,300 (Kitzler & Chun, 2023; Lysyk, 2019)42. 

There are four main factors that are driving the rise in ESRD. The first concerns the population 

 
41 Ontario, Manitoba, and Newfoundland are experiencing some of the highest rates of ESRD in the country. These 

differences are partly related to the proportion of the provincial population that is of First Nations origin. Compared 

with other groups in Canada, First Nations people have three times the rate of ESRD which is “largely driven by 

diabetic kidney disease and aggravated by high levels of socioeconomic deprivation” (Blake, 2020, p. 117).  
42 See Footnote 3. 
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in Ontario and its projected growth from 14 million to 20 million in the next twenty years. The 

second factor is related to the age of the population. CKD is more common in later years of life 

and 17% of the population in Ontario is over 65 and this is expected to rise to more than 24% in 

the next 20 years (Kitzler & Chun, 2023; ORN, 2020a). The two final factors contributing to the 

rise in ESRD are actually other chronic ailments and diseases. Although ESRD is often the end 

result of CKD, hypertension and diabetes can cause damage to the kidneys resulting in their 

failure. About 11% of Ontarians are living with diabetes (Diabetes Canada, 2025) and more than 

17% have high blood pressure (ORN, 2020a). Overall, these factors have increased the need for 

kidney transplants and dialysis.  

 From a clinical perspective, the crisis in renal care emerges from the fact that there is no 

cure that is currently available for ESRD. Although classified as a treatment, dialysis does not 

improve kidney function nor does it combat the diseases that have led to kidney failure in the 

first place. Instead, it maintains bodily function and conventional regimens of treatment are 

actually quite hard on the body. As it stands, the most viable treatment option is to replace the 

kidney, rendering transplantation the gold standard of care for those who are eligible. The 

problem, however, is that the demand for transplantable kidneys far exceeds the supply further 

exacerbating the crisis surrounding ESRD and the government’s ability to manage it. 

Problems with the Gold Standard of Care: Transplant  

 As a form of RRT, transplantation provides the best long-term outcome for patients with 

ESRD in terms of both mortality and quality of life (ORN, n.d.c).43 However, donor organs are 

limited and recipients wait a long time for a transplant. In fact, of all the Ontarians on the waitlist 

 
43Most transplants on average last about ten years, although some have lasted longer. It is not uncommon for 

patients to receive more than one transplant in their lifetime (Kidney Foundation of Canada, 2021a). 
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for an organ donation, more than 70% of them are waiting for a kidney (CIHI, 2024a; Lysyk, 

2019). From 2014-2019, the number of people waiting for a kidney transplant remained high, 

with an average of 1200 people on the list. During this same period, that average increased by 

26% with 600-750 new patients each year (Lysyk, 2019). At initial glance, it may appear that 

those new additions are offset by the rate of transplantation; however, the rate of transplantation 

in Ontario is relatively low and the unfortunate reality is most patients were removed or died 

while waiting for a new kidney (CIHI, 2024a). The shortage of donor kidneys is the primary 

culprit for the long-wait times, with the average patient waiting four years for a deceased-donor 

kidney (Kidney Foundation of Canada, 2024; Lysyk, 2019) and in some instances could be 

longer if the patient has unique needs (i.e. rare blood type or requires a combined transplant).  

 One alternative to try and keep pace with the demand is a live-donor transplant. This type 

of transplant has a much shorter wait time (approximately one year) and higher rate of success 

because of the extensive pre-operative testing and examination that evaluates the quality of the 

donor kidney as well its compatibility or “match” with the recipient (ORN, 2020a). While 

anyone can become a living donor (provided they meet the clinical criteria), this method of 

transplantation remains underutilized and secondary to deceased donation within Ontario.44 In 

fact, Ontario lags behind the global average in this category as 40% of all kidney transplants 

worldwide come from living donors (Lysyk, 2019). Part of the problem in Ontario stems from 

the out-of-pocket costs that live donors face in addition to the medical risks they assume when 

donating a vital organ.  

 In an effort to offset the financial burden placed upon donors, the MOHLTC initiated a 

 
44 From 2009-2019, live-donation only accounted for 30% of all transplants in Ontario (Lysyk, 2019). 
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reimbursement program in 2008 through the Trillium Gift of Life Network (TGLN) 45 called the 

“Program for Reimbursing Expenses of Living Organ Donors” (PRELOD). Through PRELOD, 

living donors can apply to have their out-of-pocket expenses (i.e. travel, parking, meals, and 

accommodation) and any lost income associated with their donation reimbursed up to a 

maximum of $5,840 (Trillium Gift of Life Network [TGLN], 2017). In spite of these efforts, a 

provincial review of the program in 2009 and again in 2012, found many donors were still 

experiencing financial hardship due to their donation but the reimbursement rate remained 

unchanged. In fact, from 2013-2017 a total of $930,000 was dispersed to over 920 applicants 

through PRELOD (Lysyk, 2019). This averages to about $1,010 per patient, which is far below 

the maximum available suggesting very few applicants are paid to the maximum of what is 

already criticized as an inadequate reimbursement model.  

 The Canada Health Act (CHA) 46 prohibits the withholding of medically necessary care 

on the basis of the patient’s ability to pay. However, those providing medically necessary care in 

the form of organ donation are exempt from such protections. Although programs like PRELOD 

help to address the financial burden, donors must individually navigate the system and apply for 

reimbursement rather than having those expenses automatically covered as part of the transplant 

process. This negatively impacts the ability of willing donors to participate in kidney donations. 

 In addition to the financial barriers living donors might face, out-of-pocket expenses can 

also pose a barrier for patients that are eligible for a transplant. Despite the decentralization of 

 
45 TGLN is a government agency responsible for developing policies and protocols concerning organ and tissue 

donation. It also coordinates kidney donations within the six transplant centres in the province (Lysyk, 2019). 
46 The Canada Health Act is Canada’s federal legislation for publicly funded health insurance. The act outlines five 

principles that provinces and territories must adhere to in order to receive the full federal cash contribution under the 

Canada Health Transfer. The five principles are: 1) Public administration (provincial and territorial plans must be 

administered and operated on a non-profit basis by a public authority); 2) Comprehensiveness (all medically 

necessary care must be insured); 3) Universality (all residents of the province or territory must be covered by the 

plan); 4) Portability (all residents must be covered by the plan when they travel within Canada); and 5) Accessibility 

(all residents must have reasonable access to medically necessary services) (Government of Canada, 2016).  
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renal services to the LHINs, there are many regions within the province that do not have a 

transplant centre within their network. In fact, of the six transplant centres in Ontario, most are 

located within the GTA. This has meant patients from rural and remote communities must travel 

to a transplant centre not only to have their surgery, but to undergo pre- and post-operative care. 

For patients who are working, the loss of time at work is exacerbated by the cost of travel. These 

costs diminish the use of transplants as a viable treatment option for those who do not have the 

economic resources to access care outside of their region.  

Having local access to care is extremely important in addressing the crisis in renal care. 

For example, one regional program in Northern Ontario estimated that more than 50% of its 

patients are eligible for transplant but do not pursue it as a form of RRT due to the requirement 

for travel (Lysyk, 2019). This is particularly problematic for First Nations communities who are 

three times more likely to need treatment for ESRD than other populations in Canada. The 

remote location of their communities within Ontario has also meant that they must travel four 

times the distance for treatment than any other population within the province (Blake, 2020; 

ORN, 2020a). Like many of these rural and remote communities, 80% of all regional programs 

reported that additional financial support for patients and donors could increase the numbers of 

those willing to pursue transplants, which are much more clinically effective and economically 

efficient than dialysis (Lysyk, 2019).  

The remedy to expand transplantation is often simplistically framed in socioeconomic 

contexts, but there are clinical limitations to transplantation that are rarely part of mainstream 

narratives concerning it as a treatment option. In fact, many patients are uninformed and unaware 

 of the fact that transplants are a treatment and not a cure for ESRD. This was evident as Craig  

described his discovery of the clinical realities of transplant: 
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They suggested it [transplant] early and I bought in right away. I sort of thought that— I 

get a transplant; I’ll be good to go. And you know what, I’ll tell you in all my naiveté, I 

had no idea kidney transplants fail. You get a new kidney, hey golden. And so, I did get a 

new kidney and I did think I was golden.  

 

Craig’s transplant ultimately failed after five years and he was put back on dialysis. He, however, 

was “lucky” in the sense that he was an eligible candidate for transplant, as only 30-70% of those 

suffering from ESRD are clinically eligible to receive a transplant (Piccoli et al., 2019). For 

example, patients who have comorbidities, cannot tolerate immune suppressant drugs, and are in 

advanced stages of age, are not potential candidates for transplant and are not given the option to 

pursue this form of RRT (de Jong et al., 2020). The low supply and long wait times further 

constrain these numbers as some patients die waiting and/or are removed from transplant lists 

because they become too ill and no longer meet the eligibility criteria (de Jong et al., 2020).  

 The reality of how transplants and more specifically the “list” works is also confusing 

and frustrating to many patients who are on it. Contrary to what is portrayed on television and 

sometimes anecdotally in hospitals, the sickest patients do not top the “list.” As popular culture 

would have it, patients who are on the doorstep of death and are immediately ushered into the 

operating room after finding a match in the nick of time, could not be further from the reality, as 

Craig explains: 

Lucky this conversation isn’t about transplantation, cuz I have a whole take on the 

transplant list. “I’m number one on the list.” There is no friggen list! How can you be 

number one? Computer matches everybody. Every single patient that’s due, gets matched 

and doctors make the decision based on severity of health…You don’t get on the list and 

slowly work your way to the top. It doesn’t happen! The only way you can get a kidney 

tomorrow, is bring your brother with ya.  

 

 As patients wait for a kidney they are often placed on dialysis and experience a decline in 

health because conventional treatment is an intensive and invasive form of RRT. The long wait 

times exacerbate these effects on the body diminishing the probability that those on the list will  
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remain clinically eligible to receive a transplant by the time one is available. Craig who had 

received two transplants in his lifetime, described his frustration with the lack of transparency 

regarding how the list actually works: 

A dear friend of my family who was on dialysis, was huge man, probably was 6 foot 6 

tall, but weighed 380 pounds. We used to get together on holidays and he would always 

tell me he was number one on the transplant list. Now I had; had a couple of transplants 

at that point and I’ve never been a small boy, but I’m no 380 pounds. But I used to come 

and I used to say to [my wife], “I feel so badly for [Harry]. Cuz he’s never gonna get a 

kidney transplant with all that weight on.” The doc, maybe the nurse, are trying to cajole 

him with, “You’re getting close.” But he’s not gonna get a kidney transplant with all that 

weight on him. I don’t know why they’re not counselling him on that. Why they’re not 

saying, “[Harry] you’d be in so much better shape to get a kidney if you lost 100 

pounds.” Those are the types of issues that I think go around and around.  

 

As described by Craig, most patients have no idea as to how long their wait time will be or what 

factors determine whether they will receive a kidney transplant. Most patients and care partners 

in this study found it difficult to obtain direct access to clear, timely, and consistent information 

on the transplant process because multiple agencies (i.e. HNHD program, ORN, and TGLN) 

provide different services and thus fail to educate patients and their families in a coordinated 

manner. This can have significant implications for those seeking a transplant, as the longer a 

patient waits, the sicker they become, diminishing the likelihood that they will be transplanted.  

 The current practice in Ontario is to transplant those who are most likely to accept the 

kidney and not experience clinical complications or comorbidities. This has resulted in a trend 

where younger and healthier patients get transplanted and the most complex patients remain on 

dialysis. This is not only a clinical decision, but a socioeconomic one in which the clinical risk of 

transplant failure incentivizes health professionals to consider the economic investment that 

would be lost by performing a transplant on a patient who has a high risk of clinical failure. 

Therefore, the socioeconomic crisis in renal care is inherently tied to transplant efforts and any 

discussion of dialysis must always consider the role of transplantation, as many costs are 
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accumulated in preparing and transitioning patients from one mode of therapy to the next. For 

example, all clinically eligible patients47 on the transplant wait list must undergo continuous 

evaluation (e.g. blood work, scans) to reconfirm their eligibility to stay on the list. These annual 

work-ups contribute to the costs incurred by the health care system as the average evaluation for 

a deceased-donor transplant is approximately $8,000 per patient, per year (Lysyk, 2019). Based 

on the average wait time of four years, that cost increases to $24,000 per patient that is on the 

list. These costs of course are in addition to the cost of dialysis which can climb as high as 

$100,000 (Lysyk, 2019) per patient receiving treatment in a hospital or clinical setting. “This is 

more than 30 times the average per capita public health expenditure ($4,362), and is substantially 

higher than [the cost of treatment for cancer] ($26,000), heart failure ($28,000) or late-stage liver 

disease ($11,000)” (Lysyk, 2019, p. 198).  

Ontario’s Financial Challenges 

The lack of alternative treatment options that can affordably be administered on a large-

scale has intensified the health care system’s reliance on dialysis as the primary form of RRT. 

Due to the high costs associated with delivering dialysis, particularly CHD, the current and 

growing number of patients who will need treatment in the future has led to a crisis in the 

province’s capacity to meet those demands. Unlike transplants where the necessary resources 

cannot be bought or produced, it is within the province’s ability to expand the necessary 

infrastructure to address capacity issues. As clinically simplistic as that option may be, 

its political and economic practicality is limited by budgetary and ideological constraints.  

 
47 As a part of the provincial protocol, nephrology teams must assess the charts of all renal patients to determine 

their eligibility for transplant. This often occurs irrespective of the patient’s desire for a transplant because it is built 

into the protocol and programs must adhere to these practices in order to maintain their funding for other forms of 

services they provide to the patient (Government of Ontario, 2016).  
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The lack of resources to meet the needs of the population is front and centre in 

contemporary debates about how to address the impending influx of patients requiring care. It 

has almost been universally accepted within many contemporary welfare states that health care 

resources are scare and budgetary constraints cannot be removed to enable the necessary 

interventions required to meet the health care needs of a population. In Ontario, the capacity of 

dialysis clinics to service the number of existing patients is said to be at a tipping point. This is 

primarily because dialysis has been listed as a medically necessary form of care and by virtue of 

that declaration, each regional program must provide dialysis to all patients who require it. This 

has meant the current average occupancy rate of most dialysis clinics is 80% with some 

operating as high as 128% (ORN, 2020a; ORN, n.d.c). According to the ORN, some centres 

primarily in urban regions of the province, have experienced demands that exceed their physical 

capacity which has led some centres to add additional stations within their existing space, 

contributing to the growth of hallway medicine.48 Some centres have also added additional shifts 

at less-than-ideal hours. Both of these options are band-aid solutions which compromise the 

quality of care and are not sustainable given the impending influx of patients that are expected to 

require future care. In addition, the programs that are experiencing a capacity problem are left to 

front the cost of expansion efforts before being reimbursed by the ORN/Ontario Health. The 

budgetary constraints that all regional programs face when trying to expand their infrastructure 

are exacerbated in major urban centres due to the high cost of real estate in these locations 

(Blake, 2020). As a result, many regional programs under the leadership of the ORN have looked 

for alternative modalities of treatment to help address the capacity issues that are straining the 

 
48 “A term used to describe the delivery of health care services in unconventional or unexpected locations. This 

could be a hallway, or another space within a facility that was not designed for such use” (Government of Ontario, 

2019, p.7).  
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health care system. Particular attention has been given to those that divert patients away from 

institutionally-based care, which is the most common and expensive option available. 

The Provincial Response to the Crisis   

Without a cure for renal failure, the best prognosis for a full recovery and/or a return to a 

pre-illness quality of life is through early detection and intervention. This not only enhances 

clinical outcomes but significantly decreases the cost to the health system, other government 

social programs (i.e. ODSP), and the patient (Manns et al., 2017). In spite of decades of clinical 

research and medical advancement, CKD remains what one participant described as a “sneaky 

disease” (PAT01) that often presents itself in an advanced stage (i.e. ESRD). At this point, there 

is a limited opportunity to intervene with effective treatments that would delay the onset and/or 

need for transplantation or dialysis. The unfortunate reality is that many patients still “crash” into 

RRT in Ontario. In fact, as of 2019 more than 40% of patients (approximately 8700) who met the 

ORN’s referral criteria were not referred to a nephrologist despite lab results which indicated the 

need for a consultation (Lysyk, 2019). While the problem is significant in Ontario, a study 

conducted by the Kidney Foundation of Canada (2019b) found that nation-wide, one in four 

patients starting dialysis had never seen a nephrologist. An additional 25% had late referrals and 

started dialysis within 90 days of seeing a nephrologist for the first time. The outcome of these 

missed opportunities for early intervention has contributed to a high number of patients with 

ESRD who spend years on transplant lists while receiving dialysis. This often removes them 

from the workforce, reduces their income tax contributions, and possibly increases their 

dependence on governmental supports (Manns et al., 2017). 

In response to the various stages at which a patient is presented for treatment, the ORN 

had to develop a multi-pronged approach to mediate the clinical and financial impact of CKD 
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along its continuum of progression. Rather than expand the existing infrastructure (i.e. in-centre 

facilities) to meet the current and future needs of the population, the ORN established four 

pathways to divert patients away from institutionally-based care. The first involves preventing 

advanced kidney failure through improved identification and management of the earlier stages of 

the disease. The development of Multi-Care Kidney Clinics (MCKC) and the implementation of 

standard quality-based procedures (QBP) are aimed at preventing, reversing, or delaying the 

need for RRT (ORN, n.d.c). The second involves increasing the use of transplantation and the 

number of patients that are eligible to receive one.49 Both of these options are ideal as they 

increase the likelihood that patients will maintain and/or restore their quality of life and their 

ability to engage in everyday activities particularly paid work. However, once the opportunity for 

early intervention has been lost and the need for dialysis becomes the reality, two alternative 

pathways have been established to address the crisis: conservative care50 and home therapy 

(ORN, n.d.c). Although conservative care has always been an option, the point at which it is 

initiated has changed under this new approach to renal care. In the past, the standard practice was 

simply to prescribe dialysis in an effort to prolong life but with the contemporary focus on 

patient quality of life and the majority of patients having an onset of ESRD at 65 years or older, 

conservative care is now presented as an option prior to the initiation of dialysis. Should patients 

decide that they want to receive RRT, enhancing the use of dialysis outside of public institutions 

through the development of home renal programs has become a viable alternative pathway to 

conventional care practices. Given these facts, it is increasingly clear that efforts to prevent 

 
49 By implementing a preventative care model, the health care system is able to procure a larger population of 

patients that are eligible for transplant. Early intervention and prevention help to preserve kidney function and avoid 

the degradation of the kidneys and the overall health of the patient so that transplant is possible. 
50 In this model, treatment continues but does not involve RRT. The focus of the treatment plan is symptom control 

and quality of life as the patient succumbs to the disease (ORN, n.d.g). 
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ESRD and to divert its treatment away from conventional, institutionally-based regimens of care, 

are not only critical for the clinical well-being of patients, they are also important for containing 

Ontario’s health care costs.  

Implementing Systemic Change  

Prior to the ORN’s inception, renal care was fragmented across the province posing 

structural barriers to the implementation of the four pathways to care. To address these barriers, 

the ORN’s first objective was to build a network of renal care within the province. This involved 

drafting accountability agreements with the 27 regional programs that aimed to bridge the gap 

between provincial policy and clinical practice (Woodward et al., 2015). However, before 

regional programs could be held accountable or even attempt to meet the policy expectations 

outlined by the province, it was imperative to standardize the programs to ensure an even playing 

field. This was a tall order and not one that could be fulfilled with a singular approach. 

Recognizing the challenges that lay ahead, the ORN implemented a systematic overhaul of renal 

care through a series of strategic plans: Ontario Renal Plan I (ORP I) and Ontario Renal Plan II 

(ORP II) (ORN, n.d.f).51 Each plan was executed on a four-year cycle and performance measures 

were developed to assess and benchmark the performance of each regional program at the end of 

every cycle. The goal was to identify opportunities for growth and improvement, but also to hold 

programs accountable for providing dialysis services in an effective, efficient, and consistent 

manner (Lysyk, 2019).  

In May of 2012, the ORN launched the inaugural Ontario Renal Plan (ORP I, 2012-2015) 

which was the first comprehensive roadmap for CKD care in Ontario (ORN, 2012). It outlined a 

 
51 There is a third plan, ORP III (2019-2023) which was implemented after my fieldwork was completed. Given that 

it had no effect on the daily experiences reported by the participants in my study, this plan was not included in the 

analysis. 



142 

 

set of strategic priorities to improve the quality of care for current and future patients with CKD. 

These priorities concentrated on building the necessary infrastructure to accommodate the four 

pathways to care, which involved focusing on early detection and prevention, independent 

dialysis, and new funding structures (ORN, n.d.c). Although prevention and early detection were 

part of the plan, the initiative to increase the use of independent dialysis through the creation and 

expansion of home programs was the most prominent objective. In fact, the ORN set the 

ambitious goal of enrolling 40% of new patients into home therapy within six months of 

initiating dialysis (ORN, 2012).  

Despite its best efforts, the ORN’s cyclical review of ORP I revealed a low uptake of 

home therapy, far below its goal of 40% (ORN, n.d.c).52 The poor results prompted an inquiry 

which aimed to identify barriers to home therapy. Upon completion, the ORN concluded that if 

home therapies were going to be successful, they needed to collaborate with patients and their 

families. Therefore, the next strategic plan, ORP II (2015-2019), enlisted patients and their 

families to assist with the development of the plan’s initiatives, (ORN, n.d.c) especially those 

concerning home therapy. While ORP I focused on building the infrastructure of the network, 

establishing regional responsibilities, and structuring funding models to accommodate the new 

pathways to care, ORP II revolved around the patient. It concentrated more on the quality of 

patient care, their experience moving through the system, their roles and responsibilities within 

the new pathways to care, and more broadly in the management of the crisis in renal care.  

Ontario Renal Plan II 

 ORP II was in full swing at the time of my field work and was active in setting the 

 
52 The actual percentage achieved was not publicly available as the ORN releases very limited information regarding 

the results of their performance measures. 
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context for which patients and their families manage RRT within their daily lives. Therefore, it is 

important to understand the plan and its primary objectives. 

When ORP II rolled out in 2015, it mandated three goals to achieve by the end of the 

cycle (2019). The first was to “empower and support patients and their family members to be 

active in their care” (ORN, n.d.c). In practice, patients and their families would make decisions 

about their care, selecting and developing their own care plan through one or a combination of 

the four pathways to care. The underlying objective was to support and enable patients and their 

families not only to have a say in their care, but to actively engage in a self-managed approach to 

their care (ORN, n.d.c).  

Due to the fact that CKD is often permanent, especially in its advanced stage, the second 

goal of the plan was to “integrate patient care throughout the kidney care journey” (ORN, n.d.c). 

In practice, this involved coordinating and supporting patient transitions from one care pathway 

to the next and quite possibly one agency to another in the case of transplant. The third and final 

goal was meant to address the logistical and systemic barriers that patients often faced when 

making these transitions (ORN, n.d.c). The underlying objective here was to develop patient-

centred solutions to improve access to care, especially in rural and remote areas of the province 

through a community-first approach to care. This meant ensuring the infrastructure and services 

were in place to prevent the need for travel outside of one’s LHIN to receive care. However, this 

initiative revolved around building the necessary infrastructure to enable home dialysis and not 

institutionally-based care options within underserviced LHINs. On a fundamental level, the 

community-first approach had a strategic imperative to home care and was more of a home-

based strategy that would allow patients to receive care in their own communities by providing 

them with the necessary tools to self-manage their care within the confines of their homes. 
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Patient-Centred Care  

The underlying themes embedded within the goals of ORP II signalled a fundamental 

shift away from provider-driven care towards a new model centred on patients and their families 

(ORN, n.d.c). Patient-centred care involves the patient and often their families taking a primary 

role in their care. In collaboration with their physician, patients and their families make informed 

decisions about their care and often decide which course of action they will take. In the past, 

when a patient’s kidneys failed, the standard practice was to prescribe the treatment that would 

prolong, maintain, or save one’s life regardless of the social, psychological, or economic 

outcomes. This often meant patients were put on a transplant list and prescribed dialysis without 

much thought given to their individual circumstances or desires. After decades of research that 

has demonstrated the social, psychological, and economic toll dialysis places upon the patient 

and their family, the ORN has recognized the need to listen and to incorporate their individual 

preferences, needs, and abilities when outlining a care plan.  

With patient-centred care as the guiding philosophy of ORP II, we begin to see a 

movement towards care options that address the individual needs, abilities, and preferences of 

patients with the incorporation of conservative care in the diagnostic stage rather than being 

presented as a last resort after modality failure (ORN, n.d.c). In addition, the expansion of home-

based care addresses the real burden that travelling to and from dialysis places upon both patients 

and their families. Framed as addressing the needs and preferences of patients, home programs 

offer the delivery of renal care within the “comfort of one’s home.” While this is beneficial to the 

patient, it is important to recognize that the shift to home is also about addressing the needs and 

preferences of the health care system and reducing the strain on its resources in a time of crisis.  

The discursive construction of ESRD as both a clinical and financial crisis has impacted 
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how patients and their families are framed within policy responses like ORP II which attempt to 

manage the crisis. The ORN’s shift to a model of patient-centred care involves a particular 

redistribution of the responsibilities and risks associated with renal care between the state and 

those who are chronically ill. Therefore, the growth of home dialysis programs signals more than 

a recognition of the need for patient engagement, autonomy, and choice. They indicate an 

ideological shift in the roles and responsibilities patients and their families have in the provision 

of renal care. For example, home dialysis programs are structured to support patient-centred care 

policies that increasingly emphasize the active participation of patients and their families. This 

involves empowering the patient to take an active role in both selecting and providing their own 

care. This is evident in ORP II as multiple policy directives coax those at risk of ESRD and 

subsequent social welfare dependency to proactively manage their lives, health risks, and chronic 

care needs at the household level (Laliberte-Rudman, 2016). To borrow from JFK (Educational 

Video Group, 2009) the ORN in ORP II is no longer asking what the system can do for the 

patient, but what the patient and their families can do for themselves and the health care system 

through the implementation of home therapy.  

The Home-First Strategy  

 It is abundantly clear that the four pathways to care represent a comprehensive and 

interconnected approach to the clinical and financial challenges that CKD and its end-stage pose 

to the health care system. However, the reality remains that in-centre dialysis is the leading form 

of treatment and the most expensive within the province. As such, the ORN’s home-first strategy 

put forth in ORP II, functions as the “silver bullet” in both the clinical and socioeconomic fight 

against the disease.  
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 A home-first approach to renal care involves the development of policies and protocols 

that direct eligible patients towards home-based modalities of treatment (i.e. PD, HHD, and 

HNHD) (Hager et al., 2019). While its name implies home-based therapies should be the first 

course of treatment if transplant is not an immediate or possible option, these policies also seek 

to transition in-centre patients to the home. From a policy perspective, this approach promises to 

address both the clinical and socioeconomic challenges ESRD poses, but its success relies 

heavily on patients’ willingness to assume responsibility for their own care. Therefore, choice is 

a central factor in how these programs are structured and implemented.  

There are two methods for implementing a home-first approach which revolve around the 

patient and their ability to choose a modality of treatment: 1) home-first strategy; and 2) home-

first policy. While similar in their desired outcomes, their methods are what sets these two 

approaches apart. Under a home-first strategy, patients and their families are educated on the 

clinical and socioeconomic benefits of each modality of dialysis and are encouraged to choose 

the “best option” – home therapy (ORN, 2018d). In contrast, a home-first policy would eliminate 

the choice of in-centre therapy for those who are clinically eligible for home treatment. As a 

result, patients who choose to undergo dialysis must do so through a home-based modality (i.e. 

PD, HHD, and HNHD). 

 Health professionals across Canada have mixed opinions on what method should be 

implemented within provincial health systems. In fact, a survey of Canadian nephrologists found 

that approximately 80% believed they should be promoting home dialysis but not making it 

mandatory, whereas 20% believed all suitable patients should be obligated to learn home dialysis 

(Hager et al., 2019). While a policy has the potential for significant cost savings and the ability to 

sustain growth, the prevailing school of thought within Ontario is to maintain patient choice. 
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Each patient has their own unique reasons for selecting a modality of treatment, the most 

important of which is the impact on their own life and the lives of their family members.  

 Although patients feel empowered when they are counselled to make an informed  

decision about their treatment, it is easy to recognize the challenges of fully 

understanding the intricacies of this decision and the impact it has on the patient, their 

family, and their society (Hager et al., 2019, p. 7).  

 

 Despite the fact that a home-first strategy leaves the door open for patients to choose in-

centre care, the ORN has adopted the belief that more patients will transition and be successful if 

they make that decision on their own. For example, the review of ORP I found that many 

patients chose to return to in-centre care due to the overwhelming responsibilities that home 

treatment entailed (ORN, 2012; Wong et al., 2009). As a result of these “failures,” ORP II 

acknowledged the culture of support that was needed not only to educate patients so that they 

could make the appropriate decision for their given situation, but also to enhance the economic 

viability of the approach (Moulton et al., 2017). For example, HNHD treatment is more 

expensive than CHD in the first three years of treatment due to the cost of equipment and home 

set-up (Beaudry et al., 2018; Komenda et al., 2012). If a patient returns to in-centre care during 

that period of time, the economic incentive of the transition is lost. Therefore, the home-first 

strategy within Ontario recognizes that adjusting to home therapy requires changes in the 

patient’s accommodations, out-of-pocket expenses, and the level of responsibility they take on. 

These changes are significant and make the transition to home therapy seem like an 

overwhelming, if not impossible undertaking for some patients and their families. These feelings 

may be exacerbated by the technical complexity of home HD equipment and the amount of 

training required to operate it (Hercz, 2017; McCormick & Chan, 2018).  

 On the provider side of the equation, an increased uptake of home dialysis may require 

shifts in risk tolerance and an acceptance of a different way of doing dialysis (Moulton et al., 
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2017). While nephrologists are generally supportive of a home-first strategy, some have reported 

that it has not been easy to adjust their clinical practice within a home-first culture, as there are 

many barriers not only to convincing patients to go home but to develop the infrastructure within 

existing regional programs to allow that to happen (Moulton et al., 2017).  

 Despite the ORN’s framing of the home-first strategy as a “win-win” for both patients 

(i.e. more autonomy and better care) and the health care system (i.e. lower costs, in-centre 

capacity control), this strategy is not uniformly developed across the province. Part of the 

problem stems from the fact that the ORN reimburses for services provided and no direct or 

upfront funding is provided to expand or develop home programs (Piccoli et al., 2019).53 While a 

cultural change is important to initiate these mandates within regional programs, having the 

appropriate staff, infrastructure, and financial support to facilitate patient initiation on home 

dialysis is equally important (Moulton et al., 2017).  

Funding Home Renal Care  

 There are three main ways to fund dialysis. The first, fee-for-service, involves dividing 

dialysis into a series of elements and reimbursing each one separately (e.g. the actual treatment, 

lab test, etc.) (Piccoli et al., 2019). The second, capitation, merges these elements into a partial or 

entire per capita reimbursement. The third, bundled funding, identifies a core set of procedures 

inherently linked to the treatment (i.e. dialysis sessions, check-ups, etc.) and bundles them 

together in one payment (Piccoli et al., 2019). Historically, Ontario has used a combination of 

fee-for-service and capitation (Mendelssohn et al., 2004). However, after the ORN was 

 
53 The province has yet to announce any changes in the funding structure of renal care since Ontario Health took on 

the work of the ORN. The only change that has been released at the time of writing, is that payments from the 

province to regional programs are expected to flow directly from Ontario Health to regional programs. According to 

what is publicly available, the funding model described in this dissertation remains in place and was in place during 

the roll out of ORP II – the renal plan upon which this dissertation is based.  
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established, the funding model was converted to a bundled system to accommodate the new 

pathways to care. 

 In a bundled care approach, a group of health care providers receive a single payment to 

cover a patient’s full spectrum of care for a specific health issue (Government of Ontario, 

2018b). Bundled funding basically fixes the price for a given set of services, reducing the costs 

to the payer for monitoring, coordinating, and paying for what would otherwise be an array of 

individual services. The potential advantage of a bundled system is its flexibility, as it can be 

designed differently to adapt to a variety of contexts (Piccoli et al., 2019). For example, the 

bundling of services can occur across a continuum of care and can range from including services 

for a particular procedure to all services needed for a given period of time. 

 With the rollout of ORP I, funding for services related to dialysis (including pre-dialysis 

care) was standardized across the province using the Quality-Based Procedure (QBP) method, 

which bases funding on the needs of the population, number of patients seen, types of services 

delivered, and quality of care provided (Government of Ontario, 2016). Under the QBP method, 

the ORN estimates the cost to deliver each service included in a bundle to arrive at a fixed 

amount of funding per bundle of care (Lysyk, 2019). Regional programs (i.e. hub hospital and/or 

clinic) then receive funds based on the volume of patients enrolled in each bundle. There are 

currently seven different bundles and each one is tailored to a specific modality of dialysis.54 

They include the cost of staffing, supplies, and laboratory tests but dialysis machines, 

medications, physician fees, and access procedures are excluded from the bundle and are 

 
54 The Ontario bundled funding system has seven bundles: 1) Bundle A: Pre-dialysis; 2) Bundle B.1: Home PD - 

Automated PD (APD); 3) Bundle B.2: Home PD – Continuous Ambulatory PD (CAPD); 4) Bundle C: Home 

Hemodialysis (HD) – Daily/Nocturnal; 5) Bundle D: Home Hemodialysis – Conventional; 6) Bundle E: Chronic In-

Facility or Satellite HD Daily/Nocturnal; 7) Bundle F: Chronic In-Facility or Satellite HD Conventional 

(Government of Ontario, 2016). 
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separately funded through a combination of global payments55 and fee-for-service 

reimbursement (Blake, 2020).  

 Due to the fact that patients are viewed as the “cost generator” in the fiscal crisis of renal 

care, bundles were designed to reflect their specific needs and to regulate the cost of their care 

through a patient-based funding framework. In line with the shift towards patient-centred care, a 

patient-based funding framework ties funding directly to the patient and covers the cost of their 

care for a given period of time. Unlike system-based funding where hospitals receive a set 

budget to cover all costs related to renal care, hospitals/clinics receive a funding bundle for each 

patient they provide service to. To fully understand how bundles work, it is useful to think of the 

bundle as a personal expense account for each patient. Every time a patient receives a service 

listed within the bundle of care; its payment comes from their “personal account.” This type of 

reimbursement is dependent upon a set of best practices for the care a typical patient would 

receive over the course of a year (ORN, n.d.g). As a result, the bundled system discourages the 

over provision of services (e.g. duplicate tests) and regional programs must demonstrate that 

each of its patients care meets the quality-based criteria outlined in their respective bundle in 

order to qualify for reimbursement from the ORN (Lysyk, 2019). For example, regional 

programs must ensure that every home patient completes two clinic visits per year and is seen by 

at least three health professionals at each clinic visit (Lysyk, 2019). Therefore, the conversion of 

the funding model to a patient-based framework reflects a broader ideological shift from “cost 

containment” in the previous capitation system to the current bundled system based on “quality 

improvement” (Government of Ontario, 2016).  

 
55 A global payment is a fixed amount of funding that is distributed to a health care provider (e.g. a hospital or long-

term care home) who then delivers services under its mandate to patients for a fixed period of time (usually one 

year). To stay within budget, a hospital may restrict services to patients or be more selective in terms of the patients 

whom it provides services (a process known as cream skimming) (Sutherland & Repin, 2014). 



151 

 

Regional Responsibility and Risk  

 From a clinical standpoint, a funding model based on cost containment has significant 

clinical implications that actually intensify the fiscal risks associated with CKD. For example, 

when a patient does not receive the proper care due to funding shortfalls, their condition often 

worsens and they end up consuming additional health care resources that could have been 

avoided had the appropriate care been provided in the first place (Armstrong & Armstrong, 

2010). In fact, the cyclical review of ORP I indicated the clinical and financial need to improve 

the quality of patient care. In an effort to address this, the ORN developed a series of QBP’s 

which involved the standardization of clinical practice. The goal was to ensure greater 

consistency in care across the province and to improve treatment outcomes. The hope was that 

the QBP’s would diminish the likelihood of adverse complications and the financial risks they 

pose to the system.   

 The ORN attempted to strike a balance between high quality care and fiscal restraint by 

assigning specific QBP’s to each bundle of care. By doing this, it shifted the responsibility for 

high quality care and fiscal sustainability to the regional level, and more specifically onto the 

shoulders of frontline professionals who were now held accountable for their management of 

patient care. For example, patient-based bundled funding aimed to improve the quality of care by 

directly linking funding to patient outcomes (Government of Ontario, 2016). Within this new 

funding framework, frontline providers must follow the protocols for each bundle of care and if 

they deviate from these protocols, they must provide justification for their actions (Jacobs et al., 

2015). This is supposed to ensure accountability throughout the care process as well as reduce 

health care costs by mandating efficiencies through clinical practice.  

 Although the ORN preaches accountability throughout ORP II, it does not define what 

that actually means. Instead, if we look to clinical practice, the ORN has mandated that each 



152 

 

regional program record and report on patient care. These reports place a strong emphasis on 

process measures to ensure that services are being delivered to achieve an end product that does 

not diminish in quality. By tracking a regional program’s adherence to the QBP’s outlined for 

each bundle of care, it appears funding has not been tied to patient outcomes as stated in ORP II, 

but to the process that results in those outcomes. For example, by tracking the patient through the 

system, the ORN can see that they are assessed yearly for transplant, brought in for clinic, and 

undergo routine bloodwork. If a patient declines a transplant, is non-compliant with home 

therapy guidelines, or chooses in-centre care, programs are not penalized because they followed 

the protocol. Therefore, the outcome is not as important as the pathway to those outcomes. By 

following the protocol, the ORN can improve outcomes if patients choose wisely and are 

complaint with best practices (Jacobs et al., 2015). However, the ORN has left choice on the 

table and much of the efforts to maintain fiscal sustainability depend on a model of shared 

responsibility between providers and patients. Providers have the responsibility to lead the 

proverbial horse to water, the horse however, has the responsibility to drink. How well the 

programs “lead” is what is up for review and thus held to account by the ORN.   

 Within ORP II, the ORN claims that funding is tied to best practices, suggesting that 

accountability is enforced through this mechanism, but the ORN does not claw back funding or 

withhold funds on the basis of the delivery of specific components or services within the 

bundles. Instead, the bundled reimbursement is based upon the count of annualized patients 

within each bundle (Government of Ontario, 2016) and regional programs are not financially 

penalized based on their provision of service. They are, however, reminded and encouraged to 

do better if their annual review shows their service levels are not in line with best practices. For 

example, those who are found to be delivering services beyond the standards outlined in ORP II 
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are instructed to adopt greater efficiencies and reduce the over-provision of services. Conversely, 

programs that deliver fewer services than the standard of care outlined for each bundle are 

directed to increase their service volumes up to the standard level (Government of Ontario, 

2016). This also includes expanding the types of services offered through their program (e.g. 

establishing a home HD program).  

 Despite some reinforcement from the ORN in the form of friendly reminders, it appears 

accountability is primarily accomplished through self-regulation. The services and pricing of the 

bundles are set to financially incentivize compliance to the best practices and ideal pathways to 

care. For example, under the ORN’s bundled payment system, hospitals and providers are 

reimbursed with a single payment for an entire episode of care (i.e. one year of dialysis) (RAND, 

2020). “If the cost of an episode of care is less than the bundled payment amount, the provider 

(hospital or clinic) can keep the difference; if the cost of care exceeds the bundled payment, the 

providers bear the financial liability” (RAND, 2020, p.2). Regional programs therefore share in 

any financial gains or losses associated with the patient. As a result, providers are more likely to 

take steps to reduce avoidable complications that would affect the “profit” potential from the 

bundle (RAND, 2020). The “profit” referred to in this system, is the unused portion of the bundle 

that can be redirected to offset costs in other areas of regional programs (e.g. in-centre care) or to 

cover the shortfall from complicated cases. With this type of payment system, regional programs 

are incentivized to prescribe as well as encourage patients to choose the modality of care with the 

greatest “profit” margins. They also have a vested interest in adhering to the best practices within 

each bundle of care to ensure profits can be realized.  

 Each regional program has the autonomy to structure their programs and manage patient 

care in whatever manner they see fit (i.e. the modalities they provide and how many patients they 
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enroll in each bundle), but they also assume the financial risk for the costs of services as well as 

any costs related to modality failures or patient transfers of care (RAND, 2020). These financial 

risks are exacerbated through the use of a home-first strategy as programs can lose excess 

funding or incur higher costs when patients choose more expensive modalities (i.e. CHD) or 

switch from one modality to the next (i.e. HNHD to CHD). For example, regional programs 

receive $35,593 per home HD patient and $51,278 for each in-centre HD patient per year (Blake, 

2020). Regional programs “pocket” more money with the home bundle because the services that 

are included are set to an average quantity which is above the needs of most patients (Lysyk, 

2019).56 While the in-centre bundle is higher, the provision of services in the bundle are more 

costly and the likelihood of adverse events are greater because sicker, more fragile patients are 

clustered in this bundle, which often means there is nothing left by the end of the year. While the 

ORN has structured bundles to provide payments aligned to the appropriate level of care for a 

patient requiring average service, some patients may require more or less of a particular service 

within the bundle (i.e. increases in supplies or less clinic visits). The total volume of services, 

however, is supposed to average out to the number estimated by the best practice guidelines 

(Government of Ontario, 2016). This rarely occurs with in-centre bundles and most programs 

encounter funding shortfalls. To mediate these shortages, programs can increase their funding by 

transitioning younger, healthier patients to home bundles and using the “profit” portions of their 

bundles to allocate more resources for more complicated cases.  

 The glaring problem with this funding model is that the bundles are standard estimates 

that do not reflect nor provide coverage for the actual cost of care (Lysyk, 2019). The ORN’s 

 
56 For example, the HNHD bundle provides coverage for six clinic visits per year, but a provincial audit found that 

the average patient only attends four (Lysyk, 2019), leaving funds available that could be reallocated to cover other 

patients that exceed their bundle and/or to fund regional development projects.  
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bundled care model operates on an annual reimbursement system and when one thinks of 

reimbursement, they might imagine a scenario where regional programs submit their “bill” for 

service to the ORN/Ontario Health and receive those exact funds in return. On the contrary, what 

they submit is a tally of the patients serviced within a one-year period within each bundled 

category and receive a pre-set bundled payment (i.e. $35,593 for home HD) (Blake, 2020) 

regardless of whether the actual services a patient received are covered. This puts an immense 

amount of pressure on regional programs, specifically their frontline staff to act as “resource 

regulators” who promote the use of the most profitable modalities whenever possible so that 

money is available to pay for more complicated cases (Piccoli et al., 2019). Such efforts, are 

dependent on the patient population and will differ within each regional program. Although each 

regional program is governed by the ORN/Ontario Health and subject to its policies, some have a 

disproportionate amount of sicker and more costly patients, and there is no risk adjustment 

methodology that adequately captures these differences across programs (Jacobs et al., 2015).  

 Regional programs, as the providers of service, assume responsibility for all costs above 

and beyond the bundle, however, with that risk comes the reward to retain any savings realized 

through their own efficiencies (Painter, 2012). Due to the fact that each regional program must 

individually manage risks within their region, one source of concern for hospitals is how to deal 

with complex or comorbid patients and the potential for outlier costs. Hospitals have a reason to 

be cautious about taking on these risks without any offsetting policies in place, as costs are 

highly dependent on patient demographics and comorbidity. If similar patients are clustered 

within a particular region, bundled payments may contribute to certain programs being penalized 

while others disproportionately benefit (Jacobs et al., 2015).  
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 The ORN has structured the contents and price of its bundles according to the outcomes 

of pilot projects conducted in the GTA (McFarlane et al., 2002; Pierratos, 1999b). Although 

these projects included a wide array of patients, providing care in an urban setting is quite 

different than in rural and remote locations and some of the costs in the bundles do not reflect 

these differences (i.e. potable water, sewage, electricity, travel). Another issue is the population 

itself. While the GTA is diverse and more likely to capture a good range of patients from various 

socioeconomic and cultural backgrounds, the average it produces might balance out the outliers 

due to its heterogeneity. In communities with a more homogenous population, it could lead to 

inequities in funding.57 For example, indigenous communities within Ontario experience three 

times the rate of CKD than the general population and this is exacerbated by socioeconomic 

deprivation and barriers to proper care within those communities (Blake, 2020). As a result, the 

majority of the patients within these communities could constitute a population of “outliers” 

meaning that the regional programs that service them could experience greater financial risks 

than those with a more heterogeneous population. This is because the population is sicker and 

will most likely use up, if not exceed, their entire bundle of care for each patient. 

 To further exacerbate these inequities, not all regional programs have the infrastructure in 

place to tier their services in a way that would enable the enrollment of patients into bundles with 

higher profit margins. This is problematic because some programs will continue to incur higher 

costs (e.g. because they do not offer home modalities) which inhibits their ability to provide a 

range of modalities, some of which offer a better quality of life and clinical outcomes, resulting 

in a regional deficit of care.  

 
57 Younger, healthier populations would benefit and achieve greater “profits” while older, sicker populations would 

see an increase in costs. 
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 With the rollout of ORP II, these regional inequities were supposed to be addressed, but 

rather than alleviating them, it appears the introduction of bundled funding intensified them in 

some respects. For example, the bundled funding system only reimburses programs for providing 

direct care to patients and regional programs must come up with the funds to start-up or expand 

any project (Mendelssohn & Wish, 2009). This places pressure on dialysis units to justify any 

requests for investment to their individual hospital boards. For instance, if a renal program 

wanted to expand its in-centre capacity or develop a home program, it must first demonstrate to 

the hospital board that such an investment is necessary, that the program requires space in the 

hospital, and that the board should cover half of the costs. Given that the existing funding 

bundles for direct patient care are outdated and do not reflect the actual costs of CHD, it is 

extremely difficult for programs to come up with the funds to expand and/or develop new 

services like HNHD. Consequently, some regional programs continue with the status-quo and 

resign themselves to a limited range of services although the implementation of home renal 

programs could financially benefit them in the long run. Instead, the limited range of modality 

options within some regions of the province has meant those seeking home therapy will have to 

travel outside of their region to enroll in a program, precisely the reverse effect of the strategic 

objectives of ORP II.   

Patient-Centred Responsibility and Risk 

 It is abundantly clear that shifting the fiscal responsibility and risk to the regional level 

has put pressure on individual programs and more specifically their frontline staff to change their 

clinical practice to mitigate and manage risk. Due to the fact that CHD is viewed as a deficit 

generator by regional programs, the approach driven by the ORN has been to focus on the source 

of those costs: the patient. The patient and more specifically their behaviour is the central way in 
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which programs are mitigating the risks CKD poses to the health care system. By educating 

patients on preventative measures (pre-dialysis) as well as the benefits of transplant and home 

therapy (later stages of disease), patients can participate in the provision of their treatment by 

making desirable lifestyle choices and actually performing their own care in the case of home 

therapy. The role of frontline health care professionals is to direct patients to a pathway of care 

with the least amount of risk. By doing this, they divert the flow of patients away from more 

costly options but also in the pre-dialysis stage, procure a healthier population of patients, 

enhancing the possibility for transplant and a more cost-effective transition to dialysis. 

 It is undeniable that these measures are proactive and do benefit patients when the right 

choice of modality is made. The financial risks associated with modality selection, however, 

places a lot of pressure on frontline staff to assess whether a patient is a “good bet” for the 

program. As a result, regional programs have a great incentive to deselect those who pose the 

greatest risk of failure for reasons that sometimes fall outside the scope of medicine (i.e. 

compliance, cleanliness, socioeconomic status, familial structure and/or support). With the shift 

towards home-based therapy, it is pressing to understand how these assessments are made as 

well as the impact they have on the movement of patients through the renal care system and the 

modalities of treatment they choose to receive.  

Part Two: Becoming a Home Patient: HNHD Policies, Protocols, and Practice  

 There are many pathways through which a patient arrives at HNHD. While it is not 

practical to address them all here, what follows is an overview of the standard pathways. 

Pre-Dialysis Planning 

 Once a patient is diagnosed by a primary care provider, they are then sent to a 

nephrologist to determine their stage of CKD (Lysyk, 2019). If the disease has advanced to 



159 

 

ESRD or tests and medical history indicate a high risk for progression, the patient will be 

referred to the regional MCKC. This clinic provides multidisciplinary services to help patients 

and their families manage their disease and plan their future care (ORN, n.d.c). Although their 

objective is to provide information on the various modalities of RRT, a large part of this 

education involves the socioeconomic planning that is required to accommodate RRT in the 

home. Social workers often meet with patients and their families to discuss finances and 

governmental supports. This is especially important if the patient in question is the primary 

breadwinner and/or is not capable of managing their own care.  

 Dialysis is life altering not only for the patient but quite often their families. A large part 

of the MCKC’s mission is to help patients cope with the reality of their disease as well as address 

any barriers associated with starting home therapy. While some barriers are beyond the control 

of the patient (e.g. no home program in their region or clinical ineligibility), there are barriers 

that patients and their families self-impose that can be addressed and broken down with the 

appropriate education and support. For example, ESRD is a life-threating condition and patients 

are making a decision about whether to live or die when they select a modality of dialysis. 

Therefore, it is an extremely emotional and scary process which is exacerbated by the invasive 

and complex nature of the treatment. As a result, many patients and their families have intense 

fears and anxiety over HHD equipment, self-cannulation, the safety of performing dialysis at 

home without medical supervision, and the impact it will have on their home life (Lockridge et 

al., 2020). In an effort to reduce their fears, patients tend to select in-centre care. To avoid this 

trend, MCKCs couple psychosocial support with clinical information to enable patients and their 

families to ask questions and ease their fears regarding self-care.  

 Research has demonstrated that patients are 30% more likely to adopt self-care practices 
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like home dialysis when they are educated and active in the decision-making process (Green et 

al., 2018; Rioux et al, 2011). Randomized trials have also shown that patients who receive 

education and psychosocial support in the transitionary phase between diagnosis and RRT, 

experience 43% fewer hospitalizations and a reduction in the onset of ESRD (Green et al., 2018). 

Therefore, MCKCs play a central role in diverting patients away from institutionally-based care 

and improving the health outcomes of ESRD population, including its size.58  

 In terms of the patient’s journey to home therapy, once all of the information is presented 

within the MCKC, patients (and often their families) must choose one of three treatment options: 

transplant, dialysis, or conservative care.59 If they select dialysis, they will be clinically assessed 

to determine which modalities they are eligible for and then given a menu of options to choose 

from. Once the choice for HNHD is made and the time comes when their kidneys no longer 

function, they are booked for access surgery and begin the training process. 

Crash Starts  

 The ORN has designed MCKCs to operate as a gateway into the RRT world, however, 

the reality remains that kidney disease often goes undetected in its early stages when the MCKC 

may be most effective. Unfortunately, many patients are caught off guard when their kidneys fail 

and are unprepared for treatment. There are many factors that contribute to this poor preparation, 

but the nature of the disease is often the main culprit. For example, nephrologists are often 

unable to predict the precise timing of kidney failure, or if the disease will progress to end-stage. 

As a result, some nephrologists may be hesitant to discuss kidney failure with their patients early 

on in their treatment (Green et al., 2018). By referring patients to the MCKC, the ORN ensures 

 
58 Early intervention can, in some instances, reverse the course of the disease and in the worst case slow down the 

progression of kidney failure, resulting in a smaller population of patients requiring RRT.  
59 A selection of transplant often results in the need to select a modality of dialysis while one waits for a transplant. 
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that physician bias or inaction does not impede efforts to prepare patients and their families of 

what might come.  

 Despite the ORN’s efforts towards early detection, some patients still experience rapid 

declines in their kidney function. Most of these patients have no symptoms, allowing their 

disease to progress without detection and thus, the opportunity for clinical preparation and 

intervention. “As a result, many patients experience unplanned, chaotic, and psychologically 

traumatic [transitions into treatment]. Even when patients are aware of their declining kidney 

function, [they may not have the time and/or] fail to obtain the recommended consultations to 

facilitate their [education and advanced preparation for RRT]” (Green et al., 2018, p.99). 

 In cases where patients require immediate treatment with dialysis, the physician generally 

makes the initial modality decision for them. Physicians usually choose HD because of the 

vascular access options and the relative simplicity of their surgeries in emergent situations 

(Purves, 2015). In this pathway to treatment, patients generally do not have extensive (if any) 

knowledge of the various modalities, are unable to make an informed decision, and often 

continue with CHD by default. Patients do have the option to pursue different modalities of care 

once they have been stabilized but very few transition from institutionally-based care. 

 The ORN has tried to avoid crash starts for three reasons, the first being that they are 

expensive. In an emergent situation patients are usually hospitalized for a period of time to 

stabilize their condition before being discharged. In contrast, those who are able to plan in 

advance, typically receive their access surgery on an outpatient basis and are often discharged 

from hospital immediately following their surgery. Furthermore, if the patient decides to switch 

modalities (e.g. HD to PD) or continue with HD, another surgery must be performed to 
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accommodate a new access line, all of which increases the cost of care.60  

 The second reason is much more obvious in that crash starts are a traumatic life altering 

experience. Without proper education, support, and time to adjust to this new reality, many 

patients feel more comfortable in-centre and are fearful about receiving treatment outside of the 

direct supervision of medical professionals. The third and final reason to avoid crash starts, 

relates to the health of the patient. As a patient’s kidneys decline so does their overall health. The 

sicker a patient gets, the fewer options they have and the more likely dialysis becomes a life-long 

course of treatment. If regional programs are able to plan ahead, they can improve patient 

outcomes and avoid years of costly treatment with dialysis. 

Recruitment  

 The majority of recruitment efforts were strategically structured by the ORN to occur 

within MCKCs as part of the home-first strategy; however, not all patients follow this pathway to 

treatment (i.e. crash starts). For example, many regional programs did not have a MCKC or a 

home HD program at the time of the rollout of ORP II. This meant the majority of recruitment 

efforts occurred within in-centre environments and focused on transitioning existing patients to 

home therapy. Despite the ORN’s best efforts to route each patient’s kidney care journey through 

the MCKC, some programs continue to recruit in this manner.   

 A study conducted just before the rollout of ORP II, indicated that 76.5% of renal 

programs across Canada had a specific strategy for recruiting patients to home therapy (Pauly et 

al., 2014). Each strategy involved a variety of recruitment aids that included videos (58%), 

posters and pamphlets (65%), targeted modality education classes (65%), consultations with 

 
60 When an emergent access surgery is performed, a dialysis catheter is inserted into a large vein either in the 

patient’s neck or chest. These lines are prone to infection and limit the patient’s activities (e.g. bathing and 

swimming), thus the best practice is to replace them with an arteriovenous graft or fistula.  
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modality specific nurses (70%), and physician consultations during in-centre care rounds (70%) 

(Pauly et al., 2014). While all of these strategies are used within Ontario and are built into the 

fabric of MCKCs, some programs utilize these aids within existing in-centre environments to 

transition patients home. For regions that have well established home programs, their efforts are 

focused on new patients because they have successfully implemented the pathways of care and 

have already tiered their population of patients. As one frontline health professional explained: 

We have very few patients that go home. Once they get to in-centre they’ve sort of made 

the decision to be there and it’s hard for them to go home. It’s mostly new patients; they 

are most likely the ones to start at home” (Isabel).  

 

Patient Eligibility  

 Home therapy is a choice-based modality within Ontario. What that means is the patient 

has to consent as well as make a conscious decision to perform their own treatment, rather than 

being assigned by matter of policy to home therapy. While choice of treatment is central to the 

patient’s plan, it is only available to those who meet specific criteria. Historically, home renal 

programs used a selective recruitment model that automatically excluded elderly patients, those 

with comorbidities, mental or physical disabilities, and those who did not own a home. With the 

rollout of ORP II, there was a shift in recruitment practices to increase the number of home 

patients. Instead of setting parameters around an ideal type of patient, the objective was to 

consider each and every patient with ESRD as a potential candidate for home therapy and then 

assess them as eligible candidates through a method of deselection. This of course was not done 

without safety in mind, as most of the selective criteria was intended to minimize clinical risks in 

an environment where there are not medically trained staff to respond to emergent situations. As 

a result, the shift in recruitment efforts were coupled with the implementation of advanced 

 technology, primarily the introduction of self-prompting dialysis machines as well as mandatory 
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support structures (i.e. care partners, private nurse, or personal support worker [PSW]). 

 In current practice, the first step towards home care is a medical assessment that often 

occurs without the patient’s direct knowledge. When patients are diagnosed with ESRD, 

nephrologists and primary care nurses review the patient’s chart to assess their clinical eligibility 

for home treatment. Patients who meet the following criteria are deemed clinically eligible for 

home HD: 1) free of complications and significant comorbid diseases; 2) have a good 

functioning vascular access; 3) stable blood pressures while on dialysis; 4) good mobility; 5) no 

visual or hand dexterity impairment; 6) no cognitive impairment; and 7) no sleep apnea without 

CPAP (Ibrahim & Chan, 2019; ORN, n.d.c). Although the ORN moved towards a more 

inclusionary model by running each and every patient through this medical assessment, the 

criteria are still quite exclusionary to reduce the risk of complications and to enhance safety 

within the home setting. As a result, a large population of patients would still remain ineligible 

for home treatment. To address this, the ORN expanded the pool of potential candidates by 

approving clinically ineligible patients who had a care partner who met the requirements. For 

example, patients who have physical or cognitive impairments can be approved for home care if 

they have a care partner willing to take on the responsibility for their treatment.  

 Upon review of the patient’s chart, they are presented with a menu of modality options 

based primarily on clinical factors. If at this point the patient is clinically eligible and chooses 

HNHD, they are put through another round of assessment which focuses primarily on 

socioeconomic and psychosocial factors. Each patient and/or their care partner must be: 1) 

motivated and willing to learn; 2) able to attend a 4-8 week training program at a regional 

training centre;61 3) have a partner or helper who will take part in the training and be present 

 
61 Each program has their own training process which is often tailored to the patient’s needs. The average timeframe 

is eight weeks with some programs having more or less (Lysyk, 2019). 
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during home treatments;62 4) have good communication skills and the ability to explain their 

symptoms; 5) able to attend monthly clinic appointments; 6) have a home; 7) have potable 

drinking water and a reliable power supply; and 7) have adequate space for dialysis equipment 

and supplies (Ibrahim & Chan, 2019; Muroma-Krattunen, 2013; ORN, n.d.c). Unlike the clinical 

criteria, each of these items are not easily quantifiable and this has led to variation in recruitment 

practices within and across regional programs which can pose barriers to patients: 

I sit in on these panels about why we can’t get the home prevalent rates up. And, I keep 

saying we have this natural selection process of who to bring into the program. Like very 

little of it is self-presentation. Like it’s the frontline nurses going and saying, “We think 

you would be good for this program.” It’s very rare that the patients present and say, “Oh 

I’d really like to try home dialysis.” But the problem with the nurses saying that, is that’s 

them saying, “Well I think this guy’s too old, or that guy’s English isn’t good enough.” 

Or you know, all these kinds of like deselection criteria, right? Like they’re basically 

finding reasons not to send people, whereas I think like, let’s start sending people, see if 

they can do it. And then let them, deselect themselves out. 

 

As noted by Eric, home patient selection is influenced by physician bias, the availability of 

resources, social norms, cultural habits, and the clinical experiences of frontline professionals, 

which have a direct effect on whether patients have a choice of home therapy or not.  

Home Assessment  

 Once patients “pass” the clinical and psychosocial assessments, their home must be 

assessed to determine if the environment is suitable for dialysis. Each regional program has their 

own methodology for conducting home assessments as well as a set criteria for approval. In 

general, most programs send a nurse and a dialysis technician to the patient’s home to conduct 

the assessments. The nursing assessment focuses on the clinical aspects of performing dialysis 

within the home and seeks to evaluate: 1) risks to patient safety (e.g. lack of emergency services, 

 
62 Not all programs require this, some allow independent dialysis based on the patient’s clinical and psychosocial 

status.  
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single patients living alone) and equipment (e.g. pets); 2) home hygiene (e.g. cleanliness, signs 

of hoarding); 3) the adequacy of the space to accommodate equipment and supplies (e.g. 

crowded housing, climate controlled storage); 4) familial dynamics and the level of psychosocial 

support within the household; and 6) the economic stability of the household (e.g. rental vs. 

owned space, steady income). Given that primary care nurses are responsible for training and 

managing the patient’s care once they go home, the relationship they form with the patient is 

inherently psychosocially supportive. The home visit is often the first step in building this 

relationship as it allows the nurse to understand the patient and the circumstances under which 

they will dialyze. It also facilitates the design of a care plan that is tailored to their specific needs. 

 The technician’s visit focuses on the technical practicality of performing dialysis within 

the patient’s home. Technicians inspect the home’s infrastructure (i.e. plumbing and electrical) 

and test the quality (i.e. potable water), availability (i.e. sufficient running water, internet 

connection), and reliability (i.e. limited power supply) of home utilities. In addition, the 

geography, climate, and local services that surround the home are equally important in assessing 

the home environment as monthly deliveries need to be made and technicians need to visit the 

home to service and/or repair equipment. Poor road access not only presents logistical issues to 

facilitating this, it also poses safety risks to the patient in emergent situations. These issues, 

however, are not considered by the ORN to be insurmountable barriers to implementation, but 

rather challenges to consider when planning home therapy in rural and remote settings. While the 

ORN has favoured the use of home therapy over institutionally-based options to service rural and 

remote communities, it is at the regional level where these challenges must be overcome and it is 

up to individual programs to approve a home for treatment. If the remedy to overcome a barrier 

is intensive, patients and the program may incur exceptional out-of-pocket costs in order to 
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accommodate home therapy. To avoid these costs, the patient may be deemed ineligible on the 

basis of their home assessment. 

Training   

 Given the regional variation in program design, each program has their own protocols 

concerning who is involved in the training process.63 For programs that require a care partner as 

a condition of home eligibility, the care partner must be present and demonstrate their 

competency to perform all aspects of treatment if they are going to be the primary provider of 

care. In programs where care partners are not mandatory, patients can have one person 

accompany them during training, even if it is just for moral support.  

 The majority of home programs within Ontario provide one-to-one, nurse-to-patient 

training that occurs on a three-to-five-day weekly schedule, with each session lasting four to 

seven hours (Pauly et al., 2014). While most programs follow a standard training curriculum, 

nurses often use their discretion to tailor the process to the specific needs of patients and may 

spend additional time in one area or move more quickly as patients demonstrate their 

competency and comfort.  

 Learning how to perform the treatment (e.g. use the machine, connect and disconnect) is 

an important component of the training program; however, the psychosocial adjustment to the 

responsibility of performing one’s care and the risks involved is equally important. In their study 

of home dialysis, Tong et al., (2013) found that patients were apprehensive about independently 

performing complex medical treatments at home and the possibility of managing life-threatening 

 
63 During the rollout of ORP II, initial training was expected to be accomplished after 21 days of intensive 

instruction (Ontario Renal Network, 2018c). However, a provincial audit of home renal care found that the majority 

of programs actually take longer to train their patients (4-8 weeks/20-40 days) (Lysyk, 2019). Part of the 

discrepancy has to do with the fact that each program is responsible for designing their own training manual and 

protocols. In addition, patients receive on-the-job training and undergo treatment while they learn which can lead to 

complications or psychosocial setbacks that delay the process.   
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complications without the help of a trained medical professional. Consistent with these findings, 

the programs that have successful rates of home therapy are those that incorporate a culture of 

safety and psychosocial support to ensure patients feel confident in their ability to perform 

treatment at home and to respond to any adverse events.  

 All regional programs have reported adverse events within the home and while most have 

been minor and not life-threatening, they were the result of human error (Lysyk, 2019). 

Therefore, a large portion of home dialysis training is dedicated to addressing the “what ifs.” Part 

of this is to ensure that patients know how to respond in emergent situations, but it is also 

intended to ease anxiety by providing a solid answer as well as a demonstration to the question 

“what if…?”  

 In addition to the potential danger that comes with performing a highly complex medical 

procedure within the home, HNHD also requires that patients insert large needles into their body. 

Cannulation is often a major road block during training and it can take a great deal of 

psychosocial support to get patients comfortable with the procedure rather than actually learning 

how to do it properly. Given that cannulation involves the repeated insertion of needles into a 

vascular access, the risk of infection presents a safety issue and concerted effort is placed on the 

importance of proper hygiene (Ibrahim & Chan, 2019). Patients are trained to recognize any 

signs of infection and to take proactive measures to avoid complications. This is a huge 

responsibility; not only do patients have to learn how to operate the equipment and how to 

respond to adverse events, they must also be in tune with their body and understand how it 

responds before, during, and after treatment. Managing the weight of this responsibility is key to 

the length of the training process as some patients will need more time to adjust than others.  



169 

 

 Once all aspects of the training have been completed, the verification of the actual 

acquisition of knowledge must be demonstrated. Each program has their own way of testing a 

patient’s competency and comfort to go home. Some programs have patients write a written test. 

One program that I visited, had patients write an open-book test. When questioned about the 

level of competency that could be measured from an open-book test, one nurse responded: 

I don’t care if you can remember, I wanna know, do you know where to go to get the 

information? We give them a binder that has got quick and dirty points. So, we tell them, 

if they don’t know what to do and they’re panicking, the binder, look to the binder. 

There’s quick and dirty points and we give them a step-by-step guide to follow (Kathy). 

 

Other programs, however, combined practical demonstration with test writing. This involved 

patients independently performing their own treatment in-centre without any assistance from 

their training nurse for as long as a two-week period before being granted approval to go home. 

Some programs took it a step further and simulated the home environment to test how patients 

would respond without assistance.  

 Competency testing is a very important part of training as well as the decision-making 

process as it is often the point where patients really decide if they want to go home. In some 

cases, patients cannot make it through the training process because they cannot grasp the 

necessary information or are simply too overwhelmed with the responsibility and they decide to 

remain in-centre. For those that do pass the competency test and feel comfortable going home, 

they graduate and are sent home to begin treatment. 

Going Home  

 As a patient is nearing graduation, the appropriate home modifications64 are completed so 

that once they graduate, they can go straight home. The first self-administered treatment within 

 
64 Plumbing and electrical renovations to accommodate the dialysis machine and water treatment system are 

completed. The equipment is installed and tested by a technician before the patient is sent home. 
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the home is often under the supervision of the training nurse. While this was not always standard 

practice, most programs have found that the change in environment can impact a patient’s ability 

to perform the treatment in the same way they did while in-centre. As one nurse explained: 

The first treatment they have at home, I go with them and support them because all of a 

sudden, the machine is familiar but the setting is different. So usually, we expect a 

regression during that time. You know, it might be a mistake they make stringing the 

machine or a mistake they might make connecting that you have to correct, and then 

they’re very ashamed of that mistake. “I don’t know why I did that because I’ve never 

done it before.” And you know, I just reassure them that, it’s okay (Kathy).  

 

The visit is meant to be supportive, but also serves to assess the emotional and psychological 

ability of the patient and their care partner to perform in the home environment. If the nurse is 

confident in their ability to perform the treatment, to recognize and correct any errors, and the 

patient is comfortable with the task ahead, they are cleared to go ahead with treatment on their 

own. They are still required to attend clinic, record and submit treatment reports, as well as 

maintain compliance with treatment protocols, but are officially done with the transition phase 

and officially classified as a home patient.   

 This chapter has outlined the context in which home renal programs have come to 

fruition and operate within the province. It also outlines how the social, political, and economic 

climates of the past and present shape its policies and practices. In the next chapter, I expand the 

discussion of the renal climate of crisis examining how it operates upon the patient and their 

families through the process of responsibilization.   
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Chapter Five: “What Choice Did I Have?” Risk, Resilience, and Responsibility 

“Let me tell you something you already know. The world ain't all sunshine and rainbows. It's a 

very mean and nasty place, and I don't care how tough you are, it will beat you to your knees 

and keep you there permanently if you let it. You, me, or nobody is gonna hit as hard as life. But 

it ain't about how hard you hit. It's about how hard you can get hit and keep moving forward; 

how much you can take and keep moving forward. That's how winning is done!” 

            - Rocky Balboa (Avildsen, 1976) 

Rocky Balboa, the title character in the Rocky film series, was a first-generation Italian-

American boxer from a poor working-class neighbourhood in the city of Philadelphia. Through 

the series of films, viewers watch Rocky’s journey to becoming a boxing champion. Although he 

was not the strongest or most skilled boxer and was often the underdog in the ring, his resilience 

and work ethic made him the champ. While very much a fictional character, I could not help but 

think of Rocky while interviewing these patients. The rollercoaster of events, emotions, and 

near-death experiences would have been enough for many of them to give up or “tap out.” 

Instead, they get up every day and fight. They make a conscious effort to take on the 

responsibility for their care and perhaps Rocky, as much as he is a fictional character, offers the 

greatest insight into their motivations for doing so.   

Power was such a central theme that ran through each and every interview and often 

emerged through the discussion of choice. While the entire process of enrolling in a home 

program and carrying out one’s RRT on a daily basis is riddled with difficult decisions, the most 

primary which sets it all in motion is the decision to fight. Like Rocky, all of the patients within 

this study are underdogs against their opponent ESRD. There is no cure, thus winning is not 

possible, but to win is not about defeating the disease, it is about surviving and living. Regardless 

of the modality they select, those who choose dialysis are choosing to fight in an effort to live, 

even if it means that after the twelve rounds the disease might very well win. Thus, fighting is a 

way for them to access power in what was often described as a powerless situation. It is an 
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opportunity to have some control over the trajectory and length of their life when so many 

aspects of it are unpredictable and uncontrollable.  

Dialysis is not a treatment that will rid the body of disease nor will it ensure the 

prolonged function of one’s kidneys. Failure is a constant, if not, inevitable risk. The question is 

not about whether a patient can survive, but rather how they survive in order to live. 

Responsibilizing strategies like the ORN’s home-first approach, puts patients in the ring against 

all odds and expects them to find a way to fight. This is primarily because home programs are 

premised on the assumption that all renal patients are resilient; have a team of support in their 

corner propping them up from round-to-round; have an equal opportunity to choose and assume 

the responsibility for their treatment, and will be successful in their efforts to do so. However, 

the participants of this study have demonstrated that the will as well as the ability to overcome 

and survive in the face of ongoing social risks is relational and dependent upon a variety of 

power relations and socioeconomic factors that I will address throughout this chapter.  

In the previous chapter, I outlined the renal climate of crisis, demonstrating the two-fold 

nature of the risks patients must contend with. On the one hand, the biomedical risk of disease 

and the threats it poses to one’s physical and mental well-being is compounded by the 

institutional risks the disease and its subsequent treatment poses to the health care system. In a 

sense, patients are simultaneously “at risk” while posing “a risk” to the system. Although the 

former directly impacts the lives of patients, the two have been combined and reframed as an 

individualized risk in which one has a civic duty to respond. In line with the fact that there is no 

cure, and treatment is ongoing and reproductive in nature, the response must be fluid so that it 

can adapt to any change in the material conditions of one’s physical health and/or socioeconomic 

circumstances. For those who are fighting to stay alive, what may work in one context or 



173 

 

moment in time may not in the next. Just the like a fighter in the ring, the ability to duck and 

weave, to roll with the punches and pivot from one round to the next, requires a particular type of 

fighter, one who is resilient.  

The discourse of resilience is prominent in contemporary neoliberal strategies of 

responsibilization like the ORN’s home-first approach which is geared towards the production of 

resilient people who can withstand social risks that threaten their health and productivity. As 

neoliberal policies erode the social safety nets that were designed to catch citizens as they fall ill 

or become unemployed, we are more exposed to the risks that currently exist and may confront 

us in the future. As a result, responsibilizing strategies like the home-first approach, attempt to 

mediate future risks by implementing preventative practices in the present. These practices are 

often infused with crisis rhetoric and warnings about what is to come, in this case, whether the 

system will be able to provide care to those who need it.  

In spite of the fact that we are unable to predict the future, neoliberalism demands that we 

somehow prepare to manage the risks that lay ahead. That preparedness is responsibilization in 

practice: not only do we take on these responsibilities but we actively practice responsible 

behaviour by assessing social risks and calculating the steps we must take to insure against them 

(Rose & Lentzos, 2017). The process through which patients are trained and approved to carry 

out their own treatment within the confines of their homes is a real-life example of 

responsibilization in action. While typically thought of as a top-down macro political process, 

the findings of my research demonstrate that responsibilization is more than a process that begins 

when patients require treatment and ends once they have assumed responsibility for their 

treatment by taking it home. Instead, as the participants recounted their experiences of home 

therapy, it became clear that the process of responsibilization involves an ongoing engagement 
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with various social practices and complex negotiations of power that occur at the micro level. In 

describing how they assessed, calculated, negotiated, rejected, and accepted the risks associated 

with ESRD, the dominant themes of risk, resilience, and responsibility emerged from the data 

offering an explanation as to how and why patients and their families take on the responsibility 

for their care and enroll in home therapy. Thus, this chapter examines the neoliberal strategy of 

responsibilization illustrating the ways in which patients are guided in their “choices” of 

treatment and encouraged to self-manage the risks of ESRD through individualized responses 

that exclude institutionally-based treatment options that were previously fostered by the state. 

From the perspective of patients and their families, I take up the discourses of risk, resilience, 

and responsibility that are embedded in the renal climate of crisis. In doing so, I demonstrate the 

ways in which these discourses are constructed in HNHD programs and are internalized by 

patients and their families who must contend with them in the course of their daily lives.  

Risk  

Neoliberalism and the Individualization of Social Risks 

 One of the hallmarks of neoliberal governance, especially in the Canadian context, is the 

privatization of responsibility for a range of social welfare services that were once provided by 

the state (MacLeavy, 2010). The process through which this often occurs is responsibilization. 

As a process, responsibilization asserts the ideology that social risks like chronic illness, are the   

responsibility of the individual to manage through the practice of self-care (Peeters, 2019). A key 

part of this process is giving individuals the necessary knowledge or tools to take up this work. 

While this knowledge can be useful within the course of one’s daily life, it also serves to render 

them docile (Brown & Baker, 2012). This is because responsibilization is aligned with 
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governmentality,65 a concept originating in Foucault’s writing which describes a form of political 

power that involves a range of technologies, mentalities, and rationalities for governing others as 

well as oneself (Foucault, 1991). Responsibilization as part of an “advanced liberal 

governmentality…seeks to work upon the ways in which individuals regulate their own 

behaviour” (Peeters, 2019, p.52), so that it aligns with the political objectives of the state. 

In the case of health care, governmentality involves the state deployment of strategies 

that require individuals to regulate their behaviour in ways that ensure their own health and well-

being. Authority and rule are exercised by individuals acting upon themselves, rather than being 

externally enforced by the state (Pyysiainen et al., 2017). An important feature of state strategies 

that focus on individual responsibility rather than collective initiatives for improving health, is 

the emphasis that they place on the practice of self-care. According to Harris et al. (2010), health 

policies that promote the practice of self-care are concerned not only with downloading care 

work to the individual but also with constructing “good citizens” who cultivate the appropriate 

knowledge and skills to take on this work. In this sense, individuals are not forced into 

submission, they are encouraged or compelled through expert advice to acknowledge and 

assume a degree of responsibility for managing their health care needs. One of the primary ways 

in which this is accomplished is through the deployment of risk-related discourses.  

The language of risk is appearing more frequently within Canadian health care policies 

 
65 As a concept, “governmentality refers to government, not as centralized in a single institution, set of institutions, 

or even a person or group, but rather as the outcome of a multitude of thoughts and practices that shape assumptions 

about what government is, how it should be exercised, by whom, and for what purposes” (Murray, 2007, p. 162). As 

a flexible analytic framework, governmentality understands government as an entire set of practices, both overt and 

covert, that direct and shape the conduct of individuals and populations. In separating the activity of government 

from the workings of the state, the framework offers a critical lens to examine the ways “individual actions 

(typically conceived in terms of personal choice) and freedom are regulated and shaped at a distance from the 

centres of political authority and through a range of discourses, policies, institutions and agencies” (Polzer & Power, 

2016, p.6). Thus, “it recognizes the productive features of power that operate alongside its more regressive 

mechanisms and decentres the state as the primary arbitrator of power, repositioning it as one important element 

within an entire network of power relations” (Polzer & Power, 2016, p.6). 
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and programs and many of them are now dedicated to assessing, monitoring, and managing risk 

(Lupton, 2013). With this new approach to health care, individuals are increasingly expected to 

engage in practices that avoid and minimize the impact of risks to themselves and their families. 

As a result, the concept of risk has become more privatized and linked closely with the process 

of responsibilization, where it frequently operates as a motivating force for individuals to initiate 

and voluntarily take part in responsibilizing practices (Lupton, 2013).  

 Discourses of risk have the ability to intervene in public life and regulate the everyday 

activities of the citizenry by constructing them as responsible for managing their own risk 

profiles66 (Castel, 1991). In order to construct this responsibility, “systems of expert knowledge67 

play a key role in [the] process, as these systems serve to remind us what to do and what not to 

do as we manage our ‘risky’ selves” (Laurendeau & Moroz, 2012, p.5). Information about social 

risks like chronic illness are collected and analyzed by a variety experts (e.g. doctors and social 

workers) who then problematize, calculate, and render them governable. Accompanying these 

risk analyses are particular social groups or populations who are identified as being “at risk” or 

“high risk,” and ultimately become prime targets for governmental intervention. As a result, risk 

discourses operate by setting the parameters around the policing and self-policing of individuals 

within these populations.  

Renal patients and the risks they face but also pose to the health care system, provide a 

perfect example of how individuals within “risky” populations are recruited as free agents of 

self-regulation (Polzer, 2016). If we consider how the contemporary renal patient is thought of 

 
66 A risk profile is an evaluation of an individual's willingness and ability to take risks. It can also refer to the threats 

an individual is exposed to and/or poses to themselves and others through their own actions or inaction (Foucault, 

1991; Laurendeau & Moroz, 2012; Lupton, 2013).  
67 Expert knowledge can be understood as a fundamental element of governmentality as it provides the norms upon 

which individual citizens are to compare and conduct themselves, as well as the advice they are to consult when 

regulating themselves and their risk profiles (Foucault, 1991; Laurendeau & Moroz, 2012; Lupton, 2013). 
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through the discourse of risk, it is possible to see how risk operates as a motivating force for the 

voluntary participation of individuals in the process of responsibilization. For instance, the 

growth in renal research has led to the renal patient being surrounded by an abundance of expert 

advice that emerges from a variety of disciplines (e.g. medicine, public health, social work). The 

advice is directed at how the patient should regulate their body and its precious cargo, the 

kidneys, which are portrayed as fragile and vulnerable to risk (Lupton, 2013). Even before a 

patient falls ill, as part of the general population, they are encouraged to engage in certain 

practices to ensure that their body is in its peak state of health (e.g. eat right, exercise, get regular 

check-ups). Once diagnosed with renal disease, these strategies intensify and new ones emerge. 

For example, the renal patient must closely monitor their diet and limit their intake of fluids. 

They are advised by their health care team to closely monitor for signs of kidney failure such as 

decreased urine output or fluid retention. They are also encouraged to attend the MCKC for 

regular check-ups, testing, and to map out a care plan for when their kidneys fail.68 

It is evident from the above example that the renal patient is framed as a risk that is 

subject to various modes of surveillance, monitoring, and expert advice that requires constant 

work and vigilance on their part. They are expected to seek out knowledge about the risks to 

their kidneys and act in accordance to that knowledge. Although renal patients are not forced 

through disciplinary acts to comply with this expert advice (i.e. no one forces them to watch their 

diet or to attend the MCKC), the knowledge that their kidneys are vulnerable to failure and 

replacements are scarce and short-lived, motivates most patients to voluntarily engage in risk-

avoiding practices (Lupton, 2013). In this sense, renal patients embody neoliberal risk rationality 

 
68 Kidney failure is a common outcome of CKD, but is not guaranteed. If caught early enough, ESRD can be 

prevented. 
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and the entrepreneurial spirit it inspires, as they are tasked with managing the dangers their 

kidneys pose to their well-being and opt to engage in practices of self-care (Lupton, 2013).  

 It is important to point out that the process of responsibilization – in this case becoming a 

home patient – is riddled with risks that are often specific to one’s individual circumstances. 

Renal patients whose condition advances to ESRD do not just face risks in one context (between 

life and death or alternatively treatment or death), as the choice of treatment itself contains risks 

that must be assessed and accepted or rejected. While the risks of inaction are evident (i.e. one 

will die if they do not obtain treatment), home therapy has its own set of risks.  

HNHD is generally safe and clinically superior to other modalities of dialysis in terms of 

biomedical outcomes but it has been associated with some complications. In fact, a large 

randomized control trial of HD patients found that home HD patients had a higher risk of 

vascular access complications and infections which contributed to higher rates of hospitalization 

when compared with their in-centre counterparts (Yu et al., 2018). HD has also been associated 

with an accelerated loss of any remaining renal function, intensifying one’s reliance on dialysis 

and the frequency of their treatments (Bayliss & Danziger, 2009; Koh, 2019; Xi et al., 2013).  

While medical complications are at the forefront of the risks associated with home 

therapy, the fear that they produce also present psychosocial risks that patients must consider and 

manage. For example, every participant within this study reported fears about self-cannulation, 

adverse events, and their general ability to perform medical treatments within the home setting. 

The fear of self-cannulation was perhaps the most commonly reported fear. This fear, however, 

included more than just the perception of pain or a phobia of needles; it also involved the 

potential for accidents and complications. Many of the participants expressed a fear of life-

threatening events that could occur during the course of their treatment and were worried about 
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their ability to respond and fix the problem in absence of medical professionals. Some 

participants irrespective of adverse events, worried about their ability to perform the treatment 

due the complexity of the equipment and the invasive nature of the treatment. Overall, the real 

dangers and the stress that they produced were conceptualized by most participants as a risk not 

only to their own personal well-being but to that of their family members. 

 Many of the above-noted fears constitute real dangers but they nonetheless exist as 

hypothetical risks to patients who have yet to make a decision regarding their modality of 

treatment. In fact, many participants reported high levels of stress and anxiety during the process 

of selecting home therapy because they were being asked to assess a variety of medical, 

socioeconomic, psychological, and familial risks that they did not know much about or had real-

life experience dealing with. For example, within a home-first strategy of recruitment, patients 

(for the most part) have not experienced dialysis before selecting their modality of treatment and 

have very little, if any, real-life knowledge about dialysis or how it feels. The importance of 

feeling dialysis prior to making any long-term decisions was explained by one care partner: 

Eric [her husband] knows everything about dialysis. Like everything about his treatment. 

He’s so in-tune with how his body is and everything. I think you need to know how you 

feel on dialysis first, so you know what it feels like if your pressure is dropping, or if 

you’re taking off too much fluid; it needs to become second nature to you. I think that 

you need to be comfortable with all of that. I mean you’re needling yourself, you need to 

know how to do that stuff, so maybe it shouldn’t be years and years as part of the plan. 

But they should have a six-month transition in-centre or something like that, rather than 

training you to go home right away. 

 

As articulated by Madison, those who make the transition to home therapy from in-centre 

can feel the onset of potential risks in ways that can never be taught to those entering through the 

home-first strategy. This notion that feeling was a significant component of knowledge 

acquisition and an important part of training and experience that could very well prevent and 

mediate life-threatening events, if and when they occur at home, was also echoed by a patient: 
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I felt left in dark till things actually happened at home. Sure, they tell this could happen 

and that could happen but when you start dialysis why don't they warn you about the 

more frequent symptoms of crashing? 69 It’s not nice to feel something happening and not 

knowing what it is, so I can actually fix it (Darla). 

 

Risk in all its forms is an important consideration when transferring RRT to the home. 

However, many frontline professionals, including those who took part in this study, describe the 

risks of home therapy as minimal, and the anxiety and fears that they provoke as temporary. 

They believe that while these fears are present in the minds of patients, they can be mediated 

through training and the repeated performance of RRT within the home setting. In other words, 

the patients’ fears are treated as transitional and as something that will dissipate over time as the 

patient adapts to home therapy. While the fears may subside, the actual risks that produced them 

do not. Due to the design of home programs, patients must rely on themselves and/or members of 

their household to respond to any complications or emergent situations that may arise during 

their treatment. Many participants noted just how risky these types of situations can be, 

especially if they are groggy from sleep and cognitively or physically unable to do so in the 

moment. While patients are trained to deal with these situations, many participants noted how 

their training was not equivalent to a medical degree and the years of experience that in-centre 

professionals possess. Furthermore, part of the training to deal with emergent situations is to 

know when to call for help so that professionals in-centre can direct one’s actions in order to deal 

with the problem at hand. As a primary care partner to her husband, Karla described not only 

how stressful such a situation can be, but also how risky it is when you need to respond quickly 

and efficiently to rectify an issue during treatment: 

 
69 Crashing refers to the sudden and rapid progression of symptoms that occur during or after a dialysis session. 

Common symptoms include: low blood pressure, extreme fatigue, nausea and vomiting, light-headedness and/or 

fainting, and sweating. More severe symptoms include uncontrollable vomiting, temporarily losing the ability to see, 

walk, hear, or speak normally. Crashing often results from poor fluid management and/or a miscalculation of post-

dialysis target weight (Kuo et al., 2020).  
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When at home you’re on your own. I know that you have 24/7 nurses and technical 

support but believe me, when it is 3:00 am it takes time to contact someone and time is 

crucial when you are dealing with an alarm and have to act quickly. 

 

 Adverse events during treatment are actually quite rare. Most occur during the start of 

treatment or when patients come off their machines (Koh, 2019; Xi et al., 2013). In fact, all 

dialysis sessions regardless of modality have side effects like crashing that present various risks 

to the patient. Although they are less common with HNHD due to the slower rate of treatment, 

home patients must contend with them on their own and make judgements about when or if, to 

call for help. In addition, adverse events are often framed as random occurrences, but their 

emergence can often be induced by the patient themselves (Lewicki et al., 2015). For example, 

during the course of treatment, patients have complete control over the process and are solely 

responsible for making judgement calls independent of medical professionals which can pose 

significant risks to their well-being. This was evident as Lana described a potentially life-

threatening situation that resulted from an error she made while calculating her dry weight which 

ultimately led to too much fluid being removed during treatment: 

I fainted one time. I removed too much fluid and I started to not feel well. I feel 

nauseous, so I check my blood pressure, it was very low. So, I tried to wake up my 

daughter. My youngest one sleeps with me sometimes and she was sleeping with me that 

day. So, I tried to wake her up, but she’s a heavy sleeper and she don’t wake up. Because 

I was sitting on the edge of the bed, I fall on the floor. And my [other] daughter heard it 

in the next room. I did [lose consciousness] for few like seconds and my daughter, she 

come right away [from her bedroom]. “Mom, mom, mom.” So, she right away put me 

cold towel, they pick me up, put me in the bed. And then I come back a little, so I right 

away said, “I have to put the fluids!” Right away, opened the bags and I start putting the 

fluid to put it back in my body. It was scary! Like you know, usually you have to call 9-

1-1 emergency. I didn’t, I just take care of myself and I was okay. When I tell the nurse 

about it, my nurse, she’s like, “No you have to call 9-1-1. You cannot!” But I was trying 

to fix it. Like, the pump right away you have to put the pump speed lower and right away 

put fluid inside of you, so there’s no time to think. 

 

Pooja, the former primary care partner of her son Ranjit, shared a similar life-threatening 

event that resulted from Ranjit’s decision to skip his treatment when she was out of town:  



182 

 

My daughter and my nephew went to someone’s wedding in the morning and then they 

came to my house while they waited for reception to start. When they came here, Ranjit 

was sleeping on the couch because he didn’t feel well. So, when they came, he went 

upstairs. When it come time to leave, my nephew went upstairs, he said to Ranjit, “Hey! 

Why are you laying down? Get up!” Ranjit didn’t respond. My nephew said that he woke 

him up and when Ranjit got up, he walked funny. Then Ranjit said, “Well you know, I’m 

not feeling good.” From that moment my nephew said, “Okay, we go to hospital.” They 

took him right away to hospital but he was almost gone. He didn’t do dialysis for two 

nights! I didn’t know he didn’t do dialysis, and then hospital didn’t know he didn’t do 

dialysis, because he couldn’t tell them [he was unconscious]. So, they treated him 

thinking he had done it and he got a bad reaction and that moment he was almost gone. 

Although both patients made full recoveries, learned from these experiences, and have 

taken steps to prevent them in the future, issues with blood pressure – as in Lana’s case – are 

constant and carry the potential risk to reoccur because weight and fluid levels change and must 

be adjusted and monitored with every treatment session. This was captured in Darla’s description 

of her bodily response to treatment and the heightened risks she faced doing her treatments at 

home which ultimately led to her decision to go back in-centre: 

I have been on dialysis for three and a half years. My blood pressure bottoms out at every 

dialysis. I have had two strokes during dialysis. I have broken four bones at home due to 

dizziness and varying blood pressure. So even though home dialysis sounds good, great 

caution should be given before a blanket endorsement is given. 

 

While the severity of such events was downplayed and spoke about in a matter-of-fact 

way by most participants as “part of the job,” they do nonetheless exist and must be dealt with 

when they occur. For some patients, this requires more mental and emotional work as these types 

of risks hypothetically exist in their minds as a constant “what if?” Most patients reported that 

their fears and anxieties surrounding the “what if” scenarios dissipated over time because they 

engaged in an internal game of “would you rather,” that put the entire picture of their renal care 

into perspective. Would I rather expose myself to the health risks in-centre and shorten my life 

expectancy, or accept the risk that something could go wrong at home and I might not be able to 
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fix it? For all participants, the former posed a greater risk and they believed that the responsible 

and safest thing to do was to choose home therapy.  

At the macro level certain dangers are selected for attention by a society and entitled 

“risks” for reasons that make sense to a particular culture based on its shared values and 

concerns. The reasons could be socially, economically, or politically driven but it does not mean 

that all members of a society will share the same perspective on dominant conceptualizations of 

risk. Thus, “the cultural relativity of judgements about risks, including the differences between 

groups within the same culture in terms of what is considered a risk and how acceptable it is 

thought to be” (Lupton, 2013, p.54) is the result of differences in individual circumstances and 

assessments of risk. “What people consider ‘risky’ and whether or not they are troubled by it 

enough to act depends to a great extent on the social context in which the risk-taking behaviour 

[occurs]” (Donnelly, 2004 as cited in Laurendeau & Moroz, 2012, p.2). To say that we respond 

to risks in terms of understandings made available by expert knowledge, is not to suggest that 

individuals simply accept the advice of experts. Instead, individuals “interact with systems of 

expert knowledge in complex and even contradictory ways, considering the ‘advice’ of experts, 

but by no means taking it as the final word” (Laurendeau & Moroz, 2012, p.3).  

The discourse of risk helps to explain the actions of renal patients and their families 

within my study as well as the broader trends of patient practice within renal care. In particular, 

the discourse of risk helps to understand the low uptake of home therapy as renal patients and 

their families are placed in a position to choose their modality of treatment. The low number of 

patients who actually choose HNHD tells us something about the risks involved and their 

acceptability within the renal patient population. However, it also leaves us with the question of 

whether such risks – the perception of home therapy as dangerous and in-centre as safe – is the 
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only factor in this decision. The fact that participants within this study chose home therapy in 

spite of the risks it presents, suggests the need to look further into their motivations for doing so.  

Patient Empowerment and the Importance of Choice in Responsible Risk-Taking 

Within neoliberal modes of governance, personal choice is often prioritized and linked 

with concepts of individual responsibility. The very idea that we have a choice when it comes to 

our health care needs is a central part of the home-first strategy which aims to empower patients 

to not only make choices about their care, but to take responsibility for its provision. Thus, it is 

no surprise that “choice” emerged as a central theme within the data, as all of the participants 

described its importance in the process of becoming a home patient and the various dynamics of 

power that it brought into being.  

As positive and empowering as the home-first strategy is intended to be, it encourages 

those suffering from ESRD to seek information, discuss it with their health care providers, and 

exercise choice in terms of treatment. As a result, a significant new body of health work – that of 

gathering information – is transferred from various medical professionals to the patient (Bella, 

2010). Regardless of whether the responsibility for this work is actually experienced by the 

patient as empowering, the idea that it would be, is embedded in the home-first strategy.  

 Despite the fact that the home-first strategy calls for the active and willing participation 

of patients and their families in the provision of their care, it is unclear how the ORN actually 

accomplishes its goal of transferring this work from public to private institutions. For instance, in 

Chapter One I noted a gap in how processes of responsibilization work out “on the ground” 

(Birk, 2018). While theoretically we can identify the process through its outcomes – the 

downloading of care work from the hospital to the home and the active engagement of patients 

and their families in practices of self-care – what is missing is why and how individuals take on 
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this work. By examining the participants’ responses to what led them to HNHD and the role their 

choices played in the process, an understanding of how responsibilization occurs is possible.  

 A key point to understanding how individuals assume personal responsibility is to 

understand the nature of the decision-making process. This involves examining the choices that 

patients made in response to the risks that lay before them and the internal (i.e. personal) and 

external (i.e. with family and their health care team) deliberations that occurred in response to 

dominant discourses that “nudged”70 them to make responsible choices (Pyysiainen et al., 2017). 

While individuals have the autonomy to make a choice as to whether they will assume 

responsibility for their RRT or not, governmental initiatives like the home-first strategy up the 

ante in how individuals formulate their decisions. 

 Historically, neoliberal modes of governance have held to the assumption that individuals 

are “rational actors” who make independent logical decisions based on the advice of experts 

(Luxton, 2010). For example, based on the evidence that smoking causes cancer, individuals will 

choose not to smoke. While rates of smoking have declined, it has not curbed the behaviour nor 

stopped younger generations from picking up the habit. As a result, responsibilizing strategies 

have become more interventionist, focusing on the psychological mechanisms of individual 

choice and utilizing techniques like nudging to alter behaviour (Peeters, 2019).  

The mechanisms through which we consciously or unconsciously make our choices is the 

object of intervention to manufacture responsible behaviour. In governmental terms, these are 

 
70 Nudging is a concept which refers to the active intervention into the process through which people make choices 

(Peeters, 2019). A good example of a governmental nudge can be observed in healthy lifestyle campaigns which 

actively intervene to curb one’s choice to smoke. In addition to restrictive laws that prohibit the sale of tobacco in 

various locations and to specific populations, cigarettes cannot be advertised, health warnings must be incorporated 

on the packaging, their display in retail locations is prohibited, and the use of the product is restricted within public 

settings. These measures not only communicate that smoking is harmful, but the limitations placed upon those who 

choose to smoke, make life more difficult and complicated. For example, if one wants to smoke, they have to go 

outside of public space reinforcing the notion that the behaviour is not “normal” nor acceptable; excluding and 

shaming those who make that choice. 
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not mechanisms of juridical (i.e. criminal law) or disciplinary power which seek to deprive 

individuals of their freedom to choose (Peeters, 2019). Instead, “techniques that [manufacture 

responsibility] focus on how we make decisions. They [can be understood as a form of] 

‘mindpolitics’– the advanced liberal version of bio-politics71 that stresses the opportunity of 

choice, but links it to the economic and social objectives” (Peeters, 2019, p.60) of the state. In 

other words, rather than presenting the choice to do home therapy or not, responsibilizing 

strategies like the home-first approach present home therapy as the “best choice” on a menu of 

options that divert patients away from institutionally-based care. While patients are free to 

choose any mode of therapy that appears on their “menu,”72 positive and negative incentives are 

presented to nudge them into desired choices and responsible behavioural patterns. Through the 

data compiled from interviews, I have identified two forms of “nudging” that operate within the 

discourse of risk to motivate patients and their families to enroll in home therapy. 

 The home-first strategy propagates risk knowledge through the MCKC with the aim of 

increasing the individual capacity for what the state deems as responsible free choice (i.e. the  

ORN’s four pathways to care). This knowledge is expected to be employed by patients and their 

families to guide their individual conduct (Brown & Baker, 2012). While the discourse of risk 

might be enough for patients to acknowledge the necessity for treatment, the question of whether 

this is enough for them to also necessitate the responsibility to provide their own care was an 

open question I sought to explore within the data. The data reveals that it was not, as just the act 

of seeking treatment in-centre would serve to mediate the risk to one’s personal health and 

mortality. Instead, the data points to a more active intervention that motivated patients and their 

families to act in ways that mediated the risk of disease and the one it posed to their lifestyle.  

 
71 A style of government that regulates the population (Peeters, 2019).  
72 Patients are free to choose any option that they are medically eligible for and that is available within their region. 
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Discourses of risk help to illustrate how responsibilizing strategies like the home-first 

approach “operate not through force, but [by establishing opportunities] for action by creating a 

sphere of freedom for patients so that they are able to exercise a regulated [form of] autonomy” 

(Polzer & Power, 2016, p.13). Within this sphere of freedom, those who are designated as “at 

risk” or “a risk” are encouraged to engage in practices of self-care that align with broader 

political and economic objectives as part of their civic duty to be well (Polzer & Power, 2016). 

Neoliberal processes of responsibilization, therefore, specify a particular form of active 

citizenship whereby individuals are expected to exercise their personal responsibilities for their 

health in relation to new spaces of decision-making and action.  

 When asked about their choice of modality, each participant identified their individual 

preference as the most important factor in the process. With multiple care options to choose 

from, the participants reported wanting a RRT that would enhance their freedom, autonomy, and 

control, that also was effective and flexible. Essentially, the participants desired a modality 

which minimized the impact of RRT on their pre-illness lifestyle. It is here where the first 

“nudge” emerges which Pyysiainen et al. (2017) refer to as responsibilization through the 

“appeal of freedom.” With this type of nudge, the distinction between positive and negative 

concepts of power are crucial for processes of responsibilization to be successful, because they 

emphasize that neoliberal modes of governance operate through, and not in opposition to the 

freedom and autonomy of its subjects. In the words of Pyysiainen et al. (2017): 

The operation of responsibilization is based on discourses that tap into and resonate with 

the subjects’ desires of personal freedom, quality of life, and [self-fulfillment]. The 

subjects of neoliberal governance are persuaded [or nudged] into active [responsible risk-

taking] by the appeal of increased personal freedom… A critical condition for the success 

of this neoliberal discursive reframing would thus be that the subjects are making a sort 

of trade-off: that is, ‘sacrificing’ other types of rationalities of social organization and 

action for the sake of pursuing personal freedom, self-fulfillment, and quality of life 

through the making of autonomous choices (p.219).  
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The appeal of freedom nudge was illustrated by Eric in his explanation of why he chose 

to enroll in home therapy:  

I’ve been asked this a lot. To me you’re weighing freedom against responsibility. To me 

the freedom is like a ball this big, like to me it’s everything! So, the responsibility, it 

comes with the deal, right? Responsibility fits into the same bucket as, you know, doing 

inventory and managing supplies. And its sort of like, okay, do all of these things 

outweigh freedom? And so far, freedom is still like this big and all that stuff is like tiny. 

 

As made evident in Eric’s comments, the appeal of freedom nudge stimulates patients to use 

their capacity to judge and assess the modalities of RRT in terms of the lifestyle they had prior to 

the onset of their illness, and the type they want while undergoing treatment. As a result, patients 

are encouraged to think about their treatment not in terms of health and illness, but in terms of 

the lifestyle they want to live. For example, patient information pamphlets initiate this process by 

marketing the lifestyle benefits of home therapy.73 In fact, it is extremely difficult to find 

educational materials that promote or even outline the benefits of institutionally-based care.74 

Instead, the only thing that is offered within these materials is an explanation of the modality.  

In some instances where dialysis is discussed in relation to lifestyle, in-centre care is 

described in a negative light, as an option of last resort. For example, an ORN video series aimed 

at prospective dialysis patients and their families, has existing patients describe in-centre care as 

a choice they had to make medically, suggesting they would have chosen differently if given the 

opportunity to do so. These subtle marketing tools present home therapy in a positive light and 

in-centre as something negative and restrictive to a patient’s pre-illness lifestyle. This framing of 

the two options sends the message to patients that “we cannot cure your disease, but we can offer 

you a lifestyle that enables you to be as close to ‘normal’ as possible.” While there is absolutely 

 
73 More time with family; flexibility to schedule dialysis around daily activities; and the opportunity to continue 

work and education uninterrupted. 
74 Staff-assisted treatment; the ability to inquire with medical professionals and complete labs during treatment; and 

access to other patients experiencing the same thing as you. 
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nothing “normal” about home therapy due to the fact that it completely alters one’s daily 

reproductive processes, the key for many participants who bought in and moved in accordance to 

this nudge, was that they would be in control of their treatment and have greater freedoms at 

home versus in-centre. 

Responsibilization within the context of home therapy is dependent upon a deeply 

entrenched valuation of normalcy, which finds success in appealing to those who want to 

exercise their capacity to choose in accordance with the norm. For responsibilizing strategies like 

the home-first approach to operate, it is essential to foster a desire for such normalcy and to 

educate the population about how to achieve it (Katzman, 2016). With the fear of death and the 

loss of control over one’s lifestyle, home therapy offers patients autonomy and control not over 

mortality – as that risk is constant in the absence of a cure – but over their lifestyle. This ability 

to control the day-to-day aspects of life was welcomed by the participants as many described 

dialysis rather than the disease as the culprit that took their life away, although it was the only 

thing keeping them alive. This was summed up by Craig who described his desire to “get his life 

back” after starting RRT in-centre: 

I struggled with the amount of time that dialysis took. I was a guy who was driven to be 

at work or at recreation and if I was at one or the other, I was happy. But if I had to be at 

dialysis, I wasn’t a very happy camper. I was never an unpleasant patient, never non-

compliant, whatever, but I really had an internal, mental struggle about always being at 

dialysis, my life revolved around that. And of course, many kidney patients will tell you 

that there’s two schools of thought: “Do I live to dialyze? Or do I dialyze to live?” You 

know there’s two ways of looking at it, and at the time, I thought I was living just to be a 

dialysis patient. 

 

Eric offered the perfect explanation to outline what Craig meant by “dialyzing to live:”  

 People sort of get in this mindset that this is an all-or-nothing thing, like its dialysis first 

and everything else is secondary. And my view is everything else is first and dialysis just 

facilitates that. And that’s how I viewed the positivity of home dialysis. 
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Both Craig and Eric dialyzed in-centre for a prolonged period of time, so they understood what 

could be gained from a transition to home therapy. Thus, their comments highlight the success of 

the appeal of freedom nudge but also shed light on another form of nudging that works in 

conjunction to reinforce it: the “threat to personal control” nudge (Pyysiainen et al., 2017). 

Contrary to the appeal of freedom nudge which taps into the positive expectations and 

subjective hopes and desires of individuals, the “threat to personal control” nudge taps into the 

negative expectations, feelings of uncertainty, and fear that accompany the loss of control over 

events (Pyysiainen et al., 2017). Many “governmentality scholars – and Foucault himself – have 

noted that striving for security and controllability on the one hand, and the culture of danger and 

stimulation of fear, on the other, are intrinsic, complementary aspects of liberal governmentality” 

(Pyysiainen et al., 2017, p.217) and processes of responsibilization. My findings concur with this 

notion and suggest that when a patient’s perceived controllability over events is threatened, they 

may react in ways that complement their perception of the situation. On the one hand, they may 

become passive or indifferent and relinquish their attempts at controllability by choosing in-

centre care. Alternatively, they may actively strive to restore their threatened personal control by 

taking an active role in their care by selecting home therapy (Pyysiainen, 2017). 

By stimulating fears of danger, responsibilizing strategies expose subjects to the 

possibility of reduced or complete loss of personal control. This threat to controllability (or the 

actual experience of loss in the case of in-centre patients who transition home) motivates the 

patient to assume responsibility and engage in self-care as means to restore their threatened 

personal control (Pyysiainen et al., 2017). Therefore, the ORN’s framing of home therapy in 

opposition to conventional in-centre treatment, as well as in terms of pre-illness and post- 

diagnosis, allows the discourse of risk to recirculate and frame in-centre care as a “risk” to that 
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lifestyle, to that freedom, autonomy, and control over one’s daily life. As a result, the choice to 

enroll in home therapy was not an easy decision for many of the participants. Most described the 

process as multi-levelled, involving various forks in the road that extended beyond the choice to 

live or die, to seek treatment or palliative care, focusing more on how they wanted to live their 

lives while undergoing RRT.  

“I had no Choice:” Compulsory Survival and the Burden of Responsibility 

Despite being active in the decision-making process and having a plethora of treatment 

options,75 many participants reported that they had “no choice” but to select home therapy. 

 “They said, I needed dialysis, what choice did I have?” (Craig). These types of comments 

tapped into the necessity of the treatment and described the patient’s active decision-making as a 

reluctant effort to survive. While only one of the participants directly addressed the elephant in 

the room – mortality – they all alluded to in their discussion of choice. The rhetorical question of 

“what choice did I have?” denoted their desire to live and the necessity of the treatment in order 

to do so. According to Fraser (1989), if one is unwilling to see the necessity behind a set of 

practices, they will not see themselves as responsible for them. When the participants say they 

had no choice, they are acknowledging and accepting the necessity of treatment, that is, I will die 

without dialysis, therefore I choose to seek treatment. Whether one feels the necessity to perform 

that treatment themselves is another level of necessity and responsibility that must be negotiated, 

and risk certainly played a role for most of the participants to get there. In fact, the risk of death 

was a constant reminder of the necessity to act and to make responsible choices to avoid it. Joe 

described this ever-present risk as the “morality carrot” that was dangled in front of every 

decision that had to be made: 

 
75 Patients get to choose the type of access and modality of therapy they want (i.e. PD, HD), provided it is medically 

possible.  
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The decision to do home therapy or not actually brings up another point. It brings 

mortality into being. It’s no longer a theoretical concept anymore. And that’s very 

important for focusing attention and bringing up all sorts of stuff good and bad, because 

you have no choice!   

 

Despite the fact that Joe, like many of the participants, had a variety of modality options 

to choose from, the menu from which they select their mode of therapy is dependent upon a 

variety of structural factors (i.e. regional availability, medical eligibility, and program capacity) 

and the authority of medical professionals to dictate which options appear on that menu. The 

assertion that the participants had “no choice” appears to be a response to how their treatment 

options were laid out and, in some instances, prescribed. For example, in his description of why 

he chose home therapy, Craig responded in a way that reflected the power of experts to assign 

and limit modes of treatment in ways that left him feeling as if he had no choice: “I was told I 

had to go back on dialysis, so I tried to find something with more flexibility.” Like Craig, Lana 

also felt she had no choice in selecting her current modality of treatment:  

One day I get very sick, I went to emergency and they tried to give me PD but they say 

it’s not working, it’s not cleaning my blood. So, I have to go right away to surgery and 

put the line for hemodialysis. I didn’t really have a choice because they put the line and 

this don’t work [PD catheter] and I have to do it now.  

 

Although some of the options that are prescribed or withheld from patients are medically  

necessary to mediate the risk of complications or further harm to the patient, as was the case with 

Lana, many participants looked to medical experts to navigate the decision-making process: 

They say, “It’s your call, you know, you choose which one, these are the pros, these are 

the cons.” I looked into quite a few and as much as I hated the needling, I have a basic 

trust of experts. The fact that they said that the hemo will give you the best overall 

treatment spoke to me. So that same mortality carrot that gets you to seek treatment, will 

at least get you to explore the home option because they say it’s the best (Joe).  

Beyond evaluating their treatment options, the experts’ placement of the “mortality carrot” was 

enough to get some of the participants to act and enroll in home therapy: “I was so focused on 

getting good results that I would have done anything they told me to do” (Craig).  
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It is evident from the previous comments, that most of the participants welcomed the 

advice of experts when it came to selecting a modality of treatment. However, it is important to 

point out that not all patients have the same privilege to choose their treatment or seek out this 

type of advice. While many participants felt they could consult and form a partnership with their 

health care team, medical experts had a considerable amount of authority not only to restrict the 

menu of modality options but to control the entire decision-making process during the 

recruitment phase. For example, the home recruitment process serves not only to qualify, assess, 

and evaluate patients, their families, and their living space, but also to present interested 

applicants with a clear picture of the responsibility and self-discipline that is expected of home 

patients. By outlining the prerequisites for eligibility,76 the home program literature provides 

those who do not meet the qualifying criteria with a list of things they would need to achieve and 

the level of self-discipline that would be expected of them, in order to access the “freedoms” 

promised by the program.  

By establishing a checklist of medical and socioeconomic criteria, the home program 

literature conveys the message that it is possible for dialysis patients to access greater freedoms 

and live a “normal” life by enrolling in home therapy. However, it is abundantly clear that access 

to those freedoms is conditioned by medical professionals who through various modes of 

assessment act as gatekeepers to that freedom. The fact that home patients must possess a certain 

social status, expressed in terms of economic stability, family supports, social networks, 

employability, and so on, suggests that access to the “freedoms” home programs promise are 

conditional upon adherence to the norms of neoliberal citizenship (Katzman, 2016). Regardless 

of the means through which patients achieve it, it is essential that they and their families 

 
76 Patients must be physically and mentally capable of performing the treatment, have no comorbidities, have a care 

partner, own their home or have landlord approval with enhanced rental insurance. 
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demonstrate their capacity and willingness to be independent and self-sufficient, as they will not 

only be responsible for performing the actual treatment sessions but all of the administrative 

tasks associated with their care.77 In some instances, however, the willingness to take on this 

work is not enough to grant one admission to a home program. For example, for those who do 

not meet the eligibility criteria, live in a region where home programs are not offered, and have 

limited resources to travel to one that does, the “choice” of home therapy might not even exist. 

For those that are eligible and have the choice to enroll in home therapy, the negative 

feelings (fear, insecurity, anxiety) that may accompany it are often contrasted with the ORN’s 

positive and empowering framework of the decision-making process. Although some patients 

view the process as empowering, for others, the decision to enroll in home therapy might be an 

act of desperation. This should invite one to look carefully at who enrolls in home therapy and 

under what conditions to better understand the circumstances and pressures that shape in-home 

care. While home therapy may enable greater freedoms to the patient by providing the means to 

undergo treatment while they sleep, it nonetheless requires that they take on an enormous 

amount of work in addition to the responsibility and risks that accompany it. Home therapy may 

therefore be a last resort option for patients and their care partners in desperate circumstances.78  

 It is important to note that the decision-making process does not end with enrollment in 

home therapy. Opting to enroll is actually the first in a series of medical and socioeconomic 

decisions that patients and their families will have to make under circumstances that may be 

anything but empowering, especially for those who have few resources and/or limited support. 

This is clearly illustrated in Lana’s “crash start” into RRT at the worst possible time in her life. 

 
77 Ordering supplies, recording and reporting medical charts, researching and applying for social benefits and grants, 

securing and scheduling a support team, as well as training members of that support team. 
78 When a transplant may not be possible, or in-centre treatment poses enhanced risks to their existing medical 

condition or socioeconomic status. 
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Lana was diagnosed with renal failure during her attempt to leave a physically abusive marriage. 

She desperately needed dialysis to save her life, but also needed to continue working in order to 

end her marriage. She and her partner shared five school-aged children and in her mind ESRD 

posed less of a risk to her and her children’s well-being than her partner did. Calculating the risks 

at hand, she opted to go on PD given the ease of training, treatment, and mobility of equipment. 

However, Lana had to work extremely long hours to support her children without any help from 

her partner who withdrew all financial support once she fled their martial home. As a result, she 

often returned home late and PD unlike HNHD could not be tailored to the patient’s schedule. 

According to Lana, she had to do six hours of treatment or skip it entirely. Again, weighing the 

risks that lay before her, she often skipped treatment and her health progressively declined until 

one day she ended up in an emergency department and was basically on her deathbed. She 

immediately had surgery to insert an access for HD. While she took to in-centre treatment, she 

was no longer able to work, was on the verge of eviction from her rental home, and was 

struggling to take care of her children on her employment insurance benefits, all while on the run 

from her spouse. When she finally opened up to her nephrologist about the abuse and her 

precarious living situation, her health care team came together and fought tooth and nail to get 

her enrolled in home therapy. The conditions under which she came to treatment were chaotic, 

traumatic, and pressured. While home therapy saved her life, she was not happy about bringing 

treatment home because it frightened her children who she fought so hard to shelter and protect. 

While Lana describes home therapy as the right choice now, at the time, it was anything but 

positive and empowering.  

 In contrast to Lana, Joe was fully prepared for home therapy in that he visited the MCKC 

for a period of over two years and meticulously planned for when his kidneys failed. However, 
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he still described his decision and enrollment process as a very traumatic experience, primarily 

because he was in disbelief that dialysis would be his new reality and tried everything to avoid 

making the final decision to go home: 

I couldn’t decide whether to do home or to do the centre. I went to see some off-centre 

places to see how they did it, you know, that kind of stuff. But I couldn’t decide. Quite 

frankly I was still at this stage where I didn’t wanna know about the next stage. It was a 

real survival mode, you understand? Finally, around Christmas they say, “You know, you 

gotta decide.” They do put a little bit of pressure on you. If you can’t decide they will 

send you to an off-centre place [satellite clinic outside of a hospital]. 

 

 As made evident in Lana and Joe’s stories, choice-making must be negotiated within 

complicated situations over which an individual may have little control, especially those at the 

lowest end of the socioeconomic hierarchy. Due to the fact that health is intimately integrated 

with all aspects of the human experience, any decisions regarding one’s health care often affects, 

and is affected by, other aspects of their life. When individuals are pressured to make decisions 

about their care, “they may not have the opportunity to stop and reflect on their health and 

lifestyle nor have viable ‘choices’ available to them” (Bell et al., 2017, p.277). This can make 

healthy and fiscally responsible choices difficult, if not impossible to realize because these 

factors often affect one another in interconnected ways (Bell et al., 2017). As a result, the 

responsibility to select a modality of treatment placed a profound burden onto patients which is 

summed up by Craig in what he identifies as “decision conflict:” 

 It’s a huge challenge for some people. Some of these people have not had surgical 

procedures before. They say the word fistula and even though there’s lots of diagrams 

and readings about what a fistula is, people don’t understand what is really gonna be done 

when they talk about joining a vein and artery together. So, they don’t wanna have that 

done. Also, you gotta remember that most people at this time, because they know it’s 

coming, they develop what I’ve coined, “decision conflict.” They cannot make a decision 

because it has some finality to it. When you decide that you’re gonna get a fistula made, 

that means that you’re gonna start on dialysis. Now you may have been in kidney clinic 

two, three, five, or longer years, hoping against hope that your kidneys last. You’re eating 

right at home, you’ve stopped salt, you’re taking your blood pressure meds, you’re being 

a good boy, and it’s still gonna happen! And now you’re forced to make some decisions. 
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The finality of the decision and the symbolic impact of a dialysis access surgery was also 

captured by Joe:  

I had the surgery. So once that was done, I knew I was on this new journey, right? It’s 

important, the division between the pre and the post [surgery]. I knew as soon as I got 

that done, I was no longer the old me.  

 

 The interview data revealed an overwhelming consensus that choice was a double-edge 

sword. On the one hand, it was important to have a say and be well-informed about such an 

invasive therapy. However, the weight that the responsibility to choose a modality of treatment 

placed upon their shoulders was profound. Reverberating through the interviews was a sense of 

confusion about how to make decisions. Many participants reported being worried about how 

their decisions would impact their lifestyle and affect their families. Some were even conflicted 

about how their decisions would reflect on them as individuals: “Am I selfish if I bring it home?” 

(Eric). “What kind of spouse or parent would I be if I’m always at the hospital?” (Craig). It was 

evident that all of the participants struggled with being in the driver’s seat and the power their 

choices had to influence reproductive processes in their households, specifically the allocation of 

care work. For example, many were well aware of the responsibility they, and quite possibly, 

their family would be taking on by deciding to enroll in home therapy. As a result, they agonized 

over certain decisions because they would have to accept the consequences when things did not 

unfold as they had expected or as the program promised. This individual responsibility to make a 

choice, imposed a considerable burden on many of the participants because they recognized that 

the one decision to go home would open the door to a plethora of other decisions that might not 

necessarily be medical in nature and would extend over the course of their lifetime: “I just had to 

make a decision cuz then it’s only the beginning of a process that was gonna go on for the rest of 

my life” (Joe). 
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 For some renal patients, these burdens culminate into self-imposed barriers to home 

therapy. Many participants reported knowing other patients who opted for in-centre care because 

they did not want to take responsibility for their RRT, had low self-confidence, or preferred 

professional care. These accounts are not at all surprising, as when patients reach the point at 

which dialysis can longer be postponed, most of them are already very sick. They are often 

scared and feel lost in the abundance of information being thrown their way. To expect one to 

make rational decisions in such a context is simply wrong according Hodge (2015):   

Any discussion of standard in-center dialysis, [home dialysis, or transplant] …and the 

various permutations and combinations is just a blur. And, add to this that some of these 

therapies, including some of the best ones, require a sick patient (and partner) to commit 

to assuming the burden for care delivery at home! Expecting rational choice in this 

circumstance is ludicrous…and one result is that nine out of ten patients simply default to 

standard in-center hemodialysis – arguably the worst choice [from a biomedical 

perspective] (p.4).  

 

While the two nudges that operate through the discourse of risk help us to understand 

why some patients choose home therapy, they also simultaneously describe the opposite effect. 

What I have described as “nudging” was conceptualized by the patients as being “pushed.” 

Feeling “pushed” by the program and the disease to make a decision, many participants noted 

how the ability and responsibility to choose a modality of treatment was a burden. Perhaps what 

patients were describing when they say they had “no choice” was the feelings the responsibility 

produced. Perhaps what they interpreted as a lack of options, was the pressure placed upon their 

shoulders to make a decision and to be accountable or responsible for its outcomes. For some 

patients the burden is so overwhelming that only a select few have chosen to assume the 

responsibility and take their fight against ESRD home. 
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Resilience 

“Going in one more round when you don’t think you can. That’s what makes  

all the difference in your life.”  

     – Rocky Balboa (Avildsen, 1976) 

 

The reproductive nature of RRT creates an intense and relentless need for care that 

patients and their families must provide within the home setting. As a result, the home-first 

strategy not only attempts to transition RRT from public to private institutions, it is also geared 

towards the discovery and production of resilient patients who can take up this work and contend 

with its associated risks. As part of the strategy, patients are positioned as active rather than 

passive subjects of governance. Instead of being externally regulated by frontline health 

professionals, patients are given the autonomy to direct and manage their own care. Once they 

arrive home, they are the “managers in charge” and are left to construct their own strategies of 

risk management within their households, regardless of the structural inequalities and 

disadvantages that might exist within these spaces. Given the varied environments to which 

patients descend from standardized training programs,79 it seems resilience is the ORN’s best 

response to staying the course of treatment.  

The discourse of resilience reworks the responsibilities that are inherent in home therapy 

by framing the challenges that lay before patients as manageable projects. Despite the fact that 

ESRD is uncertain; that changes happen fast (i.e. fistulas fail, complications arise, donor kidneys 

arise out of the blue); that one’s future will not resemble the past, and patients are constantly 

vulnerable to known (i.e. comorbidities) and unknown threats; the home-first strategy demands 

that they somehow be prepared (Rose & Lentzos, 2017). Hence, resilience seems to be perfectly 

suited to the patient’s present as it is saturated with a certain kind of optimism that puts forth the 

 
79 All patients are trained via the same method within their respective programs, but each regional program has their 

own training guidelines and which may differ by region. 
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notion that if patients are resilient, they will be able to survive anything that is thrown their way 

(Rose & Lentzos, 2017). In this sense, the discourse of resilience coaches the patient, giving 

them the encouragement and direction they need not only to enter the ring, but to keep fighting 

from one round to the next. Thus, the home-first strategy not only nudges patients with the 

discourse of risk, but builds-up and speaks to their inner fighter through hero narratives that 

promote individual resilience. 

Resilience and the Survivor-Thriver Narrative 

Hero narratives of survival are an important part of the ORN’s home-first strategy, 

particularly in the recruitment phase. Promotional videos for home therapy on the ORN’s 

website showcase patients enjoying life, actively engaging in hobbies and outdoor activities. 

These active images not only present the home renal patient as a survivor (i.e. merely staying 

alive) but a thriver (i.e. actively living life). This image of the “survivor-thriver” (Goldenberg, 

2010) reaffirms Craig’s earlier assertion that home therapy allows one to “dialyze to live” rather 

than “living to dialyze,” which he and the ORN associate with in-centre care. 

Although the ORN’s promotional video series is about dialysis, it does not actually show 

patients undergoing treatment. The only glimpses of dialysis that the viewer sees are of patients 

actively stocking supplies or priming their machines in preparation for treatment. There are very 

few scenes that depict patients undergoing treatment, experiencing symptoms of crashing, or the 

struggles one may face in the home setting. Instead, the imagery within the videos is very 

positive and empowering. Even the stories shared by the patients in the videos offer incredible 

and unbelievable examples of resilience and survival. It is evident that these promotional videos 

attempt to frame home patients as heroic survivors who in the face of life-threatening risks, take 

control of their treatment and fight not only to live, but to get their life back: survivor-thrivers. 
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As a result, the transition to home therapy is framed through these materials as a heroic rite of 

passage which entices others to do the same (Goldenberg, 2010). 

Unlike other diseases such as cancer, there is not an overwhelming focus on finding a 

cure for CKD or its advanced stage. While dire and life-threatening, ESRD is rarely framed in 

this context. Instead, the treatment (i.e. dialysis) is often framed as life-taking more so than the 

disease itself. In line with this framework, research efforts and charitable campaigns tend to 

focus on prevention and improving one’s quality of life while living with the disease, a sentiment 

that is certainly carried over into treatment plans and reflected in recruitment materials. For 

example, when recounting their near-death experiences and the decision to enroll in home 

therapy, the stories that are shared within the ORN’s promotional videos focus on managing the 

disease rather than beating it: 

Survived was the best word for that two years on that [donor] kidney. It wasn’t a very 

good quality of life. It went from bad to worse, to way worse, and dying, and there was 

no real upside for two years. So, I started dialysis and dialysis has been the best part of 

this entire journey. I mean it sucks to be hooked up to a machine 50 hours a week and it’s 

not easy, but it’s given me my life back and some days I can even pretend I’m not sick at 

all! (ORN, 2017). 

 

These encouraging and empowering words, combined with the active images of patients playing 

sports, running in the yard with their pets, and having children, all present an image of home 

patients surviving while thriving. While these videos help many find hope and comfort in times 

of crisis, contemporary home therapy narratives have become standardized scripts celebrating the 

resilient fighter who not only survives but thrives. The repetition of such a narrative in 

promotional materials, dialysis clinics, and doctor’s offices becomes coercive as resilience 

emerges as the preferred paradigm for not only understanding the experience of renal failure, but 

mediating the risks it poses to the patient and the health care system (Goldenberg, 2010). 
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 For all the benefits the survivor-thriver narrative can offer, it falters at the point where the 

experience of renal failure betrays the narrative (Goldenberg, 2010). In their own stories of renal 

failure, the following participants describe their difficult transition to home therapy and how it 

was intensified by the failure of the survivor-thriver narrative to describe their own experiences: 

My own experience with kidney disease has been very traumatic. And so, it’s been a real 

leap to be able to land at an equilibrium state where I am now, because it can be a very 

traumatizing, singular thing. For many people I think it is very much a personal disease. 

You spend a lot of time by yourself on dialysis. You know for some people that might be 

the biggest challenge of all. The challenges are off the charts, but so are the responses. 

They’re incredible! The stories that people share in terms of their survival. It’s like movie 

stuff. And again, it goes back to the nature of the illness. See, cancer is like more 

dramatic, traumatic, everything, but at the end of the day you either survive or you die. 

Here, there’s people living for 30, 40 years, so you know what I mean? It changes the 

dynamics of how you deal with it over the long haul (Joe).  

 

Pauline also described the contrast in the promise of home therapy and the reality she faced: 

I knew it wouldn’t be easy because I did in-centre for a while, but I had such a hard time 

with my line [dialysis access] at home. I remember in the beginning; I was sitting there 

trying to stick this big needle in my arm and realized in that moment that this was my life 

now and it only ends when it [her life] ends. So, I really struggled because it hurt so bad 

to put that needle in and I just wanted to give up [commit suicide]. 

 

In relation to Pauline, Lana also discussed her internal struggles and her desire to give up: 

Like nobody really knew what I was going through. Like they see me and what I’m doing 

but they don’t know how I feel. Sometimes I’m just thinking to give up. I just wanna stop 

do dialysis and then you thinking about kids and then you just do it!  

 

The survivor-thriver narrative that is purported within home promotional materials are 

potent ways of understanding and responding to illness and while they are meant to be positive 

and empowering, the generic messages they offer can be problematic (Goldenberg, 2010). The 

individual struggles that some of the participants faced during the transition to home therapy, 

made them feel as if they were inadequate because they had an experience that was contrary to 

that of the survivor-thriver. Thus, the messages purported in the promotional materials – “If I can 

do, so can you!” – leaves one feeling as if their struggles are the result of who they are as people.  
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In a way, the home-first strategy produces a specific standard of normalcy expressed in 

terms of citizenship that promotes adherence to certain idealized norms of embodiment 

(Katzman, 2016). The home patient is increasingly becoming a common image of ESRD, 

representing renal patients that have successfully distanced themselves from normative images of 

the chronically ill patient. Images of the healthy renal patient, the survivor-thriver, convey the 

message that chronic illness is an individual problem that can be solved if one works hard 

enough. This construction can be problematic for several reasons. “First, it reinforces a 

traditional construction of [chronic illness as a problem of the chronically ill person], one they 

can and should overcome. Second, it obscures the countless hours of invisible work [and] 

personal resources that go into crafting such an image” (Katzman, 2016, p.323). Finally, it serves 

to mark the “proper” way for renal patients to conduct themselves in the face of renal failure, 

resulting in a form of health promotion that focuses on individual choices and behaviours versus 

the social conditions that influence and indeed make those individual choices and behaviours 

possible or not (Whalen, 2018).   

 The survivor-thriver narrative that is woven into the ORN’s promotional materials, 

conveys the message that health and illness are within one’s capacity to control. It puts forth the 

notion that the risks associated with renal disease are entirely manageable through good 

decision-making, hard work, and perseverance. More than simply empowering stories and 

examples of survival, the survivor-thriver narrative uses cultural frames that are inevitably moral 

and political, which rely on identifying responsibility for risk (Lupton, 2013). While 

individualizing discourses of risk and choice that are communicated through these promotional 

materials “are instrumental in producing active, disciplined, and responsible patients, they also 

legitimize the exclusion and marginalization of those who are unwilling or unable to conduct 
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themselves in ways (i.e. make choices) that are constructed as ‘productive’ and ‘responsible’” 

(Polzer & Power, 2016, p.16).  

Due to the perception that ESRD and its associated risks can be managed through 

personal efforts like home therapy, the survivor-thriver narrative implicitly constructs a binary 

between the responsible decision to solicit information and follow the advice of experts, and the 

irresponsible decision to do otherwise. Within this discursive framework, structural 

disadvantages and exclusions are reframed as matters of personal choice and not systemic issues. 

As a result, we see a division being drawn within the renal population that occurs along the lines 

of modality and the perception of choice. Those who chose home therapy are viewed as active in 

their fight against the disease and those in-centre are viewed as passive. This dichotomy between 

home and in-centre patients is dispersed at the institutional level. However, it is taken up by 

health professionals on the frontlines and home patients themselves. Subject to it during my 

fieldwork, I suggest that this dichotomy is internalized and reproduced by home patients, 

culminating in new configurations of collective individualization. For example, many of the 

patients I interviewed expressed a strong sense of identity as a responsible, resilient, and unique 

individual, as indicated in the following exchange: 

Interviewer: You mentioned before that home therapy is not for everybody? 

 

Ranjit: Yeah exactly, you mentally need to be there. You need the mindset for it. If 

you’re not prepared to do it at home, you never will be.  

 

Interviewer: And what does that mindset look like? 

 

Ranjit: It’s just having, like the strength, to have the machine at home. You know, you 

gotta be doing it, you’re responsible for that. That’s your life, right? It’s not the nurse’s 

life in your hands, it’s not the doctor’s, it’s your life. You take control of your life. And if 

you can’t overcome the fact that, you know, that this is your life in your hands, then it 

will be hard. It will be a struggle at home. 

 

Some participants also acknowledged a sense of identity as part of a social group whose 
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members share characteristics and explained their choices with reference to that group. When 

asked about whether one needed a particular “mindset” to undertake home therapy, Joe said: 

I think that’s true, because if you key in on the responsibility aspect of it, some people are 

just more responsible than others, it’s part of their DNA, right? Some people always 

leave shit lying around, other people are always picking up, right? You’re either one or 

the other. So, you gotta know where you are on that spectrum. You can play with it a 

little bit but it’d be really hard if you’re in the extremes to really do it. And that’s why 

there’s people that will swear to doing it in-centre. And so, I don’t see how that option is 

ever gonna disappear.  

 

While patients recognize that home therapy is not for everyone, the dichotomy produces 

and reproduces fertile ground from which those who enroll in home therapy might occupy 

positions of moral superiority. This is evident in the following passages in which the participants 

described themselves in relation to in-centre patients: 

I’ve done a lot of things in my life that if you were scared you never would have 

embarked on them in the first place. I mean I got friends that are so you know, “Jesus, I’d 

never do that.” I’ve never been one of those people. I was into scuba diving. I did 

rappelling off a cliff. I did all kinds of stuff. It wasn’t a big deal. So yeah, when I look at 

the population and the demographics these days, people are allowing themselves to get 

really, really obese. And they’ve got a lot of other associated medical conditions. Some 

of these people, the vast majority of them are diabetics and they’ve got a lot of other 

issues going on in their lives and that’s predominantly the reason why these people are 

bailing in-centre. Their blood pressure is often dipping and diving all over the place, 

they’re otherwise not a healthy individual, and they want a nurse or doctor there, so I get 

that. So yeah, I could go running around, “Yeah I’m the best,” but it’s based on my own 

lifestyle and my own condition. It’s not a generalization these poor people that I see, 

share with me (Kate). 

 

Another patient said: 

Responsibilization, it stops the denials, you know? When I go in-centre, I’ve seen some 

people there, they look like they’re in a vegetated state. I mean it’s a sad environment. 

When I walk by [the dialysis unit] and see those chairs and people sitting there. And 

some of them are just vegged out. So, you can see that they have no ownership in the 

process. All they gotta do is show up and tune out. Just survive the hours. So, they’ve all 

got the T.V. about six inches from their face. Or they’re sleeping. I don’t know? That 

doesn’t speak to me (Joe).  
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Those on the frontlines also recognized certain “traits” in home versus in-centre patients 

that framed them as “more responsible” than other groups of renal patients, and their choice of 

modality as a reflection of who they were as people: 

I find patients that do their own hemodialysis, they are very organized people. Like I 

can’t even remember if one of them was not home on the delivery date [for monthly 

supplies] or were missing orders. In PD, some of my patients would waste their orders, 

hemo patients not one. They are all, I think out of all dialysis patients, they are 

independent and are people who are methodical and know that things need to be done. 

So, anyone who’s really relaxed and laid back, I don’t see them being very successful. I 

think there’s a personality trait [required] for home dialysis also. To have to do this over 

and over again, like almost every day of your life, to know I have to be so many hours on 

dialysis, I think that’s a challenge in family life, right? So, I think that’s really a 

challenge, but organized people make it work (Isabel).  

 

This dichotomous rendering of the renal population raises concerns about potential 

judgement of patients who are not able to slow disease progression, lessen symptoms, or tidy up 

their emotions (Veinot, 2010). Patients who choose not to take up this work and its 

accompanying responsibilities are viewed as failures, unable to master their bodies through 

rational calculation and risk management (Polzer, 2016). This is reflected in the ORN’s use of 

the word “failure” to refer to patients who have tried home therapy but for whatever reason have 

returned to in-centre care. Such notions conjure the image of what Giesler and Veresiu (2014) 

refer to as the “bad bio-citizen,”80 which can have negative mental and psychological effects on 

patients, as it frames in-centre care as a reflection of “poor judgement” rather than systematic 

and structural issues. Thus, the survivor-thriver narrative within the home-first strategy is 

acontextual because it fails to recognize important socioeconomic and systematic factors that 

contribute to one’s selection/placement within in-centre care. Instead of recognizing that people 

 
80 The bio-citizen is defined and constructed by how they respond to the social, political, and economic implications 

of deviating from the norm, in this case, healthy kidneys and treatments that restore one’s health completely or as 

close as possible to the norm (Rose & Novas, 2005).   
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make the best choices available to them given the social and economic constraints and priorities 

they face, the ORN calls upon them to make better choices.  

The structural vulnerability that patients and their families encounter is an important 

consideration that needs to be addressed because it assumes the positioning of a patient in-centre 

is one of personal choice. This acontextual understanding overlooks the fact that some patients 

may embrace the idea of being responsible for their own care and prefer home therapy but face 

barriers in accessing in-home care. For example, many of the in-centre patients showcased in the 

ORN’s video series, described how their “choice” to be in-centre was one they were forced to 

make for reasons outside of their individual control (i.e. no regional home program, medically 

ineligible, no rental approval). In fact, a number of the participants in this study faced some of 

the same barriers but had resources to overcome them, while others simply “lucked out” in a 

sense. For instance, Kate transferred to another program to by-pass the eligibility requirement of 

a care partner so that she could dialyze alone. Eric, facing a long wait list to enroll in his regional 

program, enrolled in another one to undergo training and start his treatment before transferring 

back to his original program once a spot became available. Lana was never offered HNHD 

within her region, but a trip to the emergency department at another hospital left her under the 

care of the on-call nephrologist who offered her a spot in his regional program.  

The forms of conduct that are inspired by the survivor-thriver narrative provide a basis of 

distinction between those who are able and willing to enroll in home therapy and those who are 

unable or unwilling to do the same. As a result:  

those who can mobilize their personal resources to [demonstrate their resilience] are 

elevated to the status of dutiful, good citizens. [Those who do not have resources], or who 

cannot mobilize them in accordance to neoliberal yardsticks of responsible citizenship… 

are further excluded and viewed as problems requiring regulation and surveillance 

(Polzer & Power, 2016, p.17).  
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The growing debate over whether the home-first strategy should change to a policy and 

eliminate the personal choice of in-centre treatment, emerges from this very line of thinking. 

However, to view something as intense and disruptive to daily life as RRT, as anything but a 

constrained choice, inherently ignores the structural factors constructing the dichotomy between 

the two. For example, whether there is a choice or not is dependent upon experts to say that one 

is an eligible candidate for home therapy. If one is deemed ineligible and is assigned in-centre 

care, to then frame those patients as passive or as irresponsible for something that was outside of 

the realm of their personal control is problematic and marginalizing. 

 Alternatively, the idea that individuals have a “choice” plays an important part in framing 

their identity as patients both in the eyes of frontline health professionals and within the ESRD 

patient population. For example, to evaluate one as responsible, one often looks to their actions – 

did they make the responsible choice, in this case, home therapy. The outcome of their actions is 

rooted back to those perceived choices and assumes that they had the agency to actually take on 

the responsibility for their care. However, it also simultaneously assumes that those who chose 

in-centre care have no agency, as if the “irresponsible” decision could not have been 

autonomously made, suggesting they are there by default for factors outside of their immediate 

and individual control. This ultimately negates and ignores the power of irresponsibility. 

Although there is a dichotomy between active/passive, responsible/irresponsible that aligns with 

home/in-centre patients, the power to actually say, “I’m not going home, I’m not taking on that 

responsibility, I’m going in-centre,” can actually be a way to maintain control over the situation. 

Yes, one still has to go in-centre and relinquish some level of control, but that’s a choice they 

made to direct their care as a service user rather than a service provider. To illustrate this more 
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clearly, consider the resistance to such responsibilizing practices that Joe encountered while 

undergoing training: 

The older people said, “Don’t let them convince you to do home dialysis eh? That’s just 

the hospital’s way to you know, get you out of their hair.” …Wherever they were 

originally, home dialysis was so new and radical that nobody tried it, I mean it was like 

once in a blue moon. So, the default was the hospital. And then as they became aware of 

people that did home dialysis, they still stuck to the fact that they preferred going to a 

hospital. You’re secure if something happens and overtime you develop friends. You 

know, so they go, “Don’t let them convince you to do it at home. You say you wanna go 

to the hospital cuz that’s where you’re gonna get the best treatment. Taken care of, 

relax.” And there is something to that. Its [home therapy] challenging, it’s not very 

appealing to a lot of people, so it makes sense. 

 

As made evident in Joe’s comments, the choice of in-centre treatment can also be an 

empowering decision and a way to reinforce the state’s responsibility to provide care. To suggest 

that in-centre patients are not resilient or active in their care because they “chose irresponsibly” 

or were assigned their modality of treatment, misses the point in how resilience actually operates.  

“Resilience is natural and can be produced; it is both an everyday quality of normal 

human development and one that can confer extraordinary advantages on individuals that possess 

it” (Rose & Lentzos, 2017, p.45). It can be fostered by frontline health professionals and built 

into training manuals, but it also arises spontaneously out of situations of threat or emergency 

(Rose & Lentzos, 2017). As the participants in this study demonstrated, many entered home 

therapy believing they could not do it, but when they were thrown into the ring, they learned to 

fight, to roll with the punches, and pivot in order to survive from one day to the next. “To foster 

resilience is not to create disciplined subjects whose conduct is fixed by norms and judged in 

terms of good or bad” (Rose & Lentzos, 2017, p.45). It can, but does not require those on the 

frontlines to know and regulate everything within a given program nor does it seek to devolve all 

responsibilities to patients and their families with the expectation that they be self-reliant and 

independent subjects. Instead, responsibilizing strategies like the home-first approach that foster 
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resilience, seek to make use of the natural capacities of patients and their families to cope with 

the adversity that accompanies ESRD. By nature, all living systems and individuals have the 

capacity to adapt to the challenges of a turbulent environment. This ordinary feature of resilience 

is exceptional in that individuals can survive terrible ordeals, but can also bounce back stronger 

and thrive (Rose & Lentzos, 2017). Therefore, resilience is a central part of responsibilization, 

for many can enroll in home therapy, but for that process to continue on a long-term basis, 

resilience appears to be a prerequisite for success and a necessary mechanism to thwart attrition 

to institutionally-based care. 

Responsibility  

“If this is something you wanna do, and if this is something you gotta do, then you do it.  

Fighters fight.”  

                                                                                                  – Rocky Balboa (Avildsen, 1976) 

 

The two previous sections of this chapter focused on how the discourses of risk and 

resilience entice patients to take responsibility for their care and enroll in home therapy. In this 

section, I examine the effects of responsibilization, focusing on how these discourses operate 

once the patient arrives home and the process is said to be complete. In contrast to the existing 

literature, my data demonstrates that this process does not end once a patient is established at 

home, suggesting responsibilization is not just a process but an ongoing social practice. Once 

home, the discourses of risk, resilience, and responsibility continue to nudge the patient to 

engage in practices that are “responsible.” For example, in order for a patient to maintain their 

enrollment in a home program, they must constantly engage in practices that demonstrate their 

responsibility to those on the frontlines. On the flip side, to motivate and incite the ongoing 

resilience required to maintain their enrollment and thwart attrition to institutionally-based care, 

home programs must mobilize and perpetuate the three discourses. This ongoing reinforcement 
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of the ideological underpinnings of these three discourses involves a variety of power relations 

between patients, their families, and frontline health care professionals. In drawing attention to 

these power relations my intention is to understand how responsibilization operates in practice.  

 First and foremost, enrolling in a home program is essentially a choice to assume 

responsibility for one’s health care. The responsibilization of renal patients is about downloading 

care work from the hospital to the home, from public to private institutions. Entangled in this 

reallocation of care work is the exchange of responsibility to provide, perform, and be 

accountable for that work. It is, thus, important to look closely at the allocation of power within 

these exchanges of responsibility and to examine the relationships amongst the social actors  

involved in the exchange.  

The assignment of the responsibility to perform one’s RRT may appear to be a matter of 

distribution, and to some extent it is; however, one must keep in mind that politics is about 

power, not only in a distributive sense, but in the sense of the creation or the assumption of the 

collective capacity to act (Tronto, 2011). Responsibilization “requires that we see ourselves as 

capable of acting and as somehow implicated in the situation to be addressed. It is never simply a 

matter of distribution,” (Tronto, 2011, p.169) for if it was, how could we explain the ongoing 

compliance of patients who accept and willingly uphold the responsibilities of home therapy in 

contrast to those who return to in-centre care, or choose not to enroll altogether? To understand 

the power dynamics at play in the home-first strategy, it is necessary to locate them in the wider 

field of institutional power relations that the discourse of responsibility reflects and enacts.  

Due to the fact that power operates both negatively through repression, and positively by 

producing knowledge or enabling specific freedoms, (Foucault, 1991), I analyze the power 

relations that emerge once a patient commences treatment at home through a power-focused 
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Foucauldian framework. Foucault’s (1991) concept of governmentality helps to describe 

contemporary neoliberal modes of governance which focus on exercising power through creating 

a happy, healthy, and stable population of governable subjects. “Foucault sees government as 

increasingly [focused on the conduct of the population] through the creation of new knowledges 

and techniques that establish the acceptable limits of behaviour” (Veinot, 2010, p.31), which is 

useful when examining state policies and programs that prioritize personal choice.  

Governmentality within the Canadian context, emphasizes voluntary obedience over 

coercion, and government agencies like the ORN/Ontario Health are concerned with getting 

people to act in specific and productive ways through the operation of personal choice. As a 

result, home renal programs have made it possible for some renal patients to conduct their lives 

at a far greater distance from the supervision and guidance of medical institutions than has ever 

before been possible (Katzman, 2016). While it may appear that the state is taking a step back 

from the direct involvement in the lives of patients by downloading the responsibility for RRT to 

the household level, the personal choice and autonomy to accept this responsibility is enacted as 

a mode of governance (Trnka & Trundle, 2017). For example: 

as the state tries to free itself of some of the responsibilities it acquired across the 20th 

century for securing individuals against the [risk of illness] we have seen an 

intensification of the obligations that individuals and their families have for monitoring 

and managing their own health [care needs]…Within this complex network of forces, the 

conduct of individuals is governed “at a distance,” by shaping the ways they understand 

and enact their own freedoms (Rose, 2001, p.6, as cited in Trnka & Trundle, 2017, p.7).  

 

This downloading of responsibility and emphasis on self-management does not mean that the 

state has lost interest in individual conduct. On the contrary, the state actually establishes the 

rules and boundaries upon which patients self-manage their care and creates opportunities for 

enhanced freedoms for those who are willing to comply (Trnka & Trundle, 2017). 
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In the case of home renal care, home programs set the boundaries around which patients 

self-manage their care. In the name of safety, there are certain rules and regulations that patients 

must comply with in order to maintain their participation within the program. Failure to follow 

these guidelines can result in the patient’s removal from the program. Due to the fact that in-

centre care has been framed negatively in opposition to home therapy through the threat to 

personal control nudge, the threat of removal acts as a disciplinary panoptic-like mechanism 

whereby patients must regulate their behaviour to comply with the program’s rules and 

regulations to avoid being sent to in-centre care. This “threat” has a profound effect on the 

participants as many expressed their desire to never return to (or enroll) in-centre care:  

I’ve said to my wife a lot actually, “If I’ve got to go back into the hospital and be under 

their schedule and all their stuff, I don’t know if I can do it.” Like to me, the freedom is 

everything, so I don’t think I could do it. 

 

As evident in Eric’s comments above, patients are drawn to home therapy due to the 

freedoms it entails, however, there are specific limits and guidelines under which this freedom 

can be practiced. For example, when a patient selects home therapy, they must give their consent 

to undergo treatment in this manner. The consent process marks and establishes the boundaries 

of this freedom. It also brings into being the first set of power relations between the patient and 

the program, as by virtue of signing the consent form, patients are agreeing to uphold their duty 

to comply with its rules and regulations and all of the responsibilities implied. On the one hand, 

they must consent to the work itself, but also the socioeconomic responsibilities that accompany 

treatment in the home setting, as one nurse explained: 

There is a consent the patient needs to comply with. There are certain responsibilities for 

the patient. So basically, the patient has to agree to carry on all those responsibilities 

before anything happens. [Those responsibilities] are mainly doing regular bloodwork 

that’s required, attending medical appointments, following the prescription for the 

dialysis, reporting complications. And also, they have some financial responsibility, 

right? Cuz these machines use up electricity, hydro, water, which increases their 
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expenses. So, it’s kind of like when you sign up for, I don’t know, university, “I agree to 

these terms.” So, they’re held to that (Isabel). 

 

By virtue of signing the consent, patients are aware of their responsibilities, their duty to comply, 

and the consequences of their failure to meet them before being admitted into a program.  

Although home therapy is marketed as flexible, as something patients can control, it is 

evident that this flexibility and control is only within certain parameters that are set by the 

program. For example, the frontline health professionals interviewed for this project regularly 

emphasized how control over treatment was in the hands of patients. In particular, patients were 

described as having control over when and for how long they dialyzed. This flexibility and 

control, however, was typically framed as a privilege by those on the frontlines: 

Patients are allowed to schedule and manage their own care, but we tell them: “Make sure  

you’re on the machine by 10:30 pm.” Most of the alarms will happen during the first ten 

minutes, so we can talk them through whatever issues they’re having and we know 

they’re settled in and they’re on the machine. The daytime runs aren’t any issue because 

we’re on-call. The only days they can’t reach us after hours is Tuesday, Thursday, and all 

day Sunday. So, we tell them when they’re new, avoid those days at all costs (Kathy).  

 

These types of limitations frustrated some patients as Eric explains: 

So, the actual sticker I have on my machine says the techs are available from like 7:00am 

to 10:00pm. Which is exactly the inverse of when I dialyze. So exactly the opposite of 

when I would need them. So, I mean, I’ve pointed that out and the management at the 

program have said, “Well you know, we only have like three techs and like there’s 50 

patients on the program, there’s only like four people that dialyze nocturnally.” So, they 

had to decide where to deploy their resources. And to support the four patients, like the 

prevailing thing is, “Well if it breaks down, you either don’t go on if you’re not on, or 

you come off if you’re already on.” So, there’s no one available to help me trouble shoot 

during treatment. So, I mean this is just one of the many things, and the hospital itself 

works on a 9-5 schedule. Like God forbid you show up with a problem at 4:00pm on a 

Friday afternoon because the hospital shuts down, like disease takes a break for the 

weekend, right?  

 

 While the guidelines set by the program are often based around safety and minimizing 

risk within the home setting, one of the driving forces behind the home-first strategy is to 

decrease health care costs. This cost-cutting measure as was made evident in Eric’s statement 
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above, had a direct impact on the participants’ daily practices of care. For example, many 

patients reported a sense of pressure to participate in these cost-cutting measures by being as 

efficient as possible when conducting their treatments at home. This pressure to be efficient, to 

some extent, contradicted the program’s marketing as a modality that enables one to personalize 

their care by limiting their ability to actually do this. For example, Kate noticed that her body 

healed rather quickly making cannulation difficult if she took too many days off of treatment. As 

a result, she dialyzed every single day without taking the recommended day off. That one day 

amounted to an extra 52 treatments per year which increased her cost of consumables. While her 

health was good, the program would constantly remind her to take a day off. Eric who was 

working full-time and needed to have his monthly supplies delivered outside of regular business 

hours, reported being reprimanded by his program:  

[The hospital] pays a premium to [the supplier] for my specialized delivery. It came up in 

the context of like, I think they got billed for something extra. What happened was, I had 

forgot to put something on my order and they had to come a second time and the nurse 

manager said, “Eric I just wanna make sure this is right, cuz we got billed for two 

specialized deliveries this month for you.” And I said, “Oh yeah, I screwed up the order.” 

She said, “Just so you know, when they come, it’s expensive.” So, “Don’t screw up your 

order,” is what she was basically saying.  

 

Like Eric, Lana was also reprimanded by her program as she frequently forgot to input her orders 

and missed deliveries on a few occasions. Given that programs are charged for deliveries, the 

program’s staff intervened and completely took over this responsibility, resulting in Lana’s 

inability to schedule deliveries based on her needs and preferences.  

 My findings demonstrate that the program rules and regulations are always in view 

rendering patients’ personal time and space as areas of medical regulation and surveillance. 

Although the ORN’s recruitment efforts emphasize patient autonomy and control over the 

treatment process, it was clear that frontline health professionals are only flexible in some ways. 
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While frontline health professionals do not oversee the day-to-day treatment of patients, they 

retain the ultimate authority and discretion within their programs regarding task allocation and 

treatment compliance, constraining the autonomy and control patients have within those 

guidelines. Furthermore, the authority to remove patients from the program due to non-

compliance intensifies these modes of medical regulation and surveillance, as the consequences 

of non-compliance illuminate the threat to personal control nudge helping to reinforce the 

responsibility to self-regulate and comply.  

 In a sense, home therapy is treated like a privilege and is constantly subject to expert 

authority. On the one hand, those who are approved to go home represent a “privileged” subset 

of the renal population, as home programs are not widely available across the province and are 

exclusive on the basis of medical, family, and socioeconomic status. Even if one qualifies as a 

medical candidate, their current circumstances (e.g. inability to take time off for training or to 

afford extra utility expenses) may prevent program approval as explained by Craig: 

They [the home program] don’t put people that are in a bad socioeconomic state in 

situations where it’s gonna make it worse. Sometimes during the training process, or the 

application process, or the learning process, we’re gonna find that you probably can’t 

afford this therapy. And unless we can find you some really solid and substantial 

funding— you know, people who can’t make the rent, can’t be on home dialysis. 

Because if you don’t have a roof, you can’t dialyze at home. I’m sure the most difficult 

decisions that are made in health care all the time— people that might be capable of 

doing home therapy and then live a better life, and then be more productive, are not in an 

economic position to do so. 

 

On the flip side, patients who are granted access to home therapy based on their medical, 

family, and socioeconomic status, must demonstrate a level of competency and willingness to 

comply with program rules and regulations. Upon arrival at home, patients must continue to 

demonstrate their ability to perform their treatment in a safe and efficient manner according to 

the prescription set out by their health care team. If they fail to demonstrate this, they will be 
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issued warnings, and/or removed from the program. Thus, expert authority and the duty to 

comply is ongoing. Despite the fact that patients perform dialysis within the privacy of their 

homes, there are ways to continually monitor and regulate their conduct from afar: 

In-centre, they’re more in control of it. If you don’t show up for dialysis, they’re calling 

9-1-1. So, non-compliance in the in-centre environment is easy to handle. Non- 

compliance in the home world is a little more difficult, but your blood work tells on you. 

I mean there’s lots of ways they can tell if you’re not dialyzing” (Craig).  

 

In addition to lab results, there are quarterly clinic check-ups, maintenance house calls to 

inspect and test equipment, and monthly supply orders, all of which offer clues regarding patient 

compliance. However, once at home it is up to the patient to regulate their behaviour and comply 

with the guidelines in a manner that satisfies those on the frontlines. One nurse noted how 

difficult this can be when patients are not directly under their care: “If they’re at home, you don’t 

have eyes on them and they can, you know, be out of your sight for months on end” (Kathy). 

Although the above noted modes of surveillance bring any issue of non-compliance to the 

forefront, as Kathy pointed out, it could take a while before it is detected which enhances the 

legal risks programs face and helps to explain the stringent eligibility and deselection criteria that 

home programs implement.  

The culture of audit, inspection, surveillance, and discipline that is built into home 

programs demonstrates that the responsibilities of both the individual and the state are tightly 

linked. While the patient and/or their care partner has a duty to comply, the state has a legal 

obligation to provide care and prevent harm. Given that dialysis is a form of life support, the 

program as a branch of the state, has a duty to supply the materials that are necessary for self-

care as well as to monitor its practice to ensure it is safe. As a result, the state has ownership over 

the equipment and “lends” it to the patient. If the program finds a patient is being non-compliant, 

they can remove them from the program by withdrawing the means (i.e. machine and supplies) 



218 

 

to self-care but must offer them a spot in-centre. While it is rare that patients are removed from a 

home program, a study conducted by Pauly et al., (2014) found almost every home program 

surveyed had compliance issues in their programs:  

The most frequent was skipped treatments (reported by 82.4% of programs). Other issues 

included not taking prescribed medications (76.5%), not performing machine 

maintenance (70.6%), skipping blood work and missing clinics (each by 64.7%), not 

following direct instructions by on-call personnel (58.8%), and refusing home visits 

(35.3%). Approximately two-thirds of [home program physicians] agreed with the 

statement “competent patients are entitled to make decisions that clinicians think are 

unsafe” even though 70.6% of programs reported having removed a patient from HHD 

due to non-adherence (against the patient’s wishes) (pp.15-16).  

 

The above noted findings were supported by the frontline professionals interviewed for 

this study. When asked whether non-compliant patients may be removed from the program, one 

nurse said: 

We’ve done it. It doesn’t happen immediately; they get lots of chances to reassure us that 

what they’re doing is in their own health benefit. So, with that, two of our patients we had 

family meetings. One patient was single so there was just a team meeting with the 

patient. And you present them with our concerns. And we give them an opportunity to 

correct that. When they don’t, we tell them, “Unfortunately, we have to come in-centre.” 

We call the supplier and tell them, “Please don’t send them anymore [supplies] they’re 

coming off program.” And we go and remove their equipment (Kathy).  

 

This was echoed by another nurse who noted that while those on the frontlines have the authority 

to remove a patient from the program, it’s not easy to accomplish given that treatment takes 

place in the patient’s home: 

 It’s difficult to remove a patient from the program. We want to keep our patients at home 

because, you know, it’s an effort for them to make things happen. But we also have to 

make sure they are safe. We make a lot of effort and follow-up calls to, you know, get the 

patient on-track. And of course, you don’t wanna upset the patients but again you have to 

make them understand. So far [talking to the patients] kind of works, but sometimes some 

cases are not as pleasant. But what we are doing if this case comes up – and it doesn’t 

really happen, it’s exceptional to get to that point – basically we have to provide patient 

with other treatment. We can’t just withdraw treatment because it’s life support. 

Basically, we have to provide them with conventional dialysis in-centre. But before we 

even get there, there are certain steps that we take as an organization. So, there are 

warning letters available. And then if they’re still not complying it goes to maybe an in-
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person meeting. And then after, like all those warnings, then you set a date and time for 

in-centre and we provide the patient with that information. And of course we have to 

make sure the equipment is getting moved, right? But that’s difficult because if they 

don’t wanna stop home dialysis, it’s [dialysis machine] in their house (Isabel).  

 

As made evident in these above nurses’ comments, the threat to personal control and the 

loss of freedom gained, helps to reinforce the responsibility and induce compliance over the 

long-term. This strict regulation left some participants of this study feeling trapped and 

controlled by the responsibility to provide and manage their own care:  

Overtime everybody adapts, we all adapt to it. I adapted to the point where I had gotten 

passed all those issues of trying to cheat the system and was just resolved to the fact that I 

was gonna have to do it in order to survive for the rest of my life (Craig). 

 

Another patient shared the same sentiment: 

Yeah, like all this other stuff is crappy [machine maintenance, ordering supplies], its 

creating anxiety, and I’d like nothing more than to not have to do it, but at the end of the 

day it’s keeping me alive (Joe).  

Despite the regulatory mechanisms that nudge the patient both overtly and covertly into 

compliance with governmental objectives, there is still voluntary participation because of the risk 

to one’s mortality, but also the freedom, autonomy, and control that home therapy enables in 

contrast to institutionally-based care. 

Freedom  

 ESRD presents patients with many lifestyle restrictions. For example, dialysis patients 

are strongly encouraged to follow a renal diet which restricts foods that are high in sodium, 

potassium, and phosphorus. They must also restrict their fluid intake to about four cups per day 

(Kidney Foundation of Canada, 2021b). Both of these restrictions have a direct impact on 

dialysis, as any over indulgence can intensify the risks of crashing during and after treatment. 81   

 
81 The machine has to operate at a faster pump speed to remove excess fluid and toxins that are in the body. 
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 However, home therapy eliminates many of these restrictions, allowing patients to live a more 

“normal” life. In fact, the dietary freedoms were one of the biggest draws for the participants of 

this study: 

The little freedoms, like dietary and fluid intake freedom, that kind of stuff that they 

pitched to me was very attractive. Like being able to you know, say I wanna go out, and 

party and have a bunch of beer. I know I can go home and dialyze right away. If I was at 

the hospital and let’s say on a Saturday night I go out and I don’t have dialysis until 

Monday night, I’m gonna feel really bad for all of Sunday and all of Monday. Whereas 

with home dialysis, I can just do that and then Sunday morning, I put myself on dialysis 

and clean myself out (Eric). 

 

Another patient described the freedom to eat and drink as one desired as a liberating experience 

after being on an in-centre regimen of care for several years: 

For the longest time, I was always restricted on fluids and food. Not until home dialysis 

option came, where I actually got excited, I’m like, “I’m allowed to go eat this stuff?” As 

a kid they cut-off chocolates, potato chips, the main thing kids wanna eat. Salt, 

potassium, phosphate, everything gone. But as a kid you’re still sneaking it. The more 

parents say no, the more you want it. And then doing it at home, I remember the first time 

I did a proper grocery trip, just got everything I wanted! Just went crazy because I still 

remember when I’d go pick it up and my parents be like, “No you can’t have that.” Now I 

just like throw everything in the cart. So, it was kind of like, liberating (Ranjit).  

 

While HNHD reduces the restrictions that accompany CHD, the freedom it offers stems 

primarily from having the machine at home. This direct access and autonomy to use the machine 

as they please, allows patients to “dialyze to live”: “The fact that you dialyze while you sleep, 

gives you your days to return to some or all of the social things that you did in the past that 

didn’t really involve dialysis” (Craig). In addition to freeing up daytime hours, patients have the 

autonomy to change the nights they dialyze to accommodate other activities as noted by Eric: 

My wife would plan stuff, like going to a concert and she’d say, “Let’s go to this concert 

but we’re on track to dialyze Saturday night. Can we switch up dialysis so we dialyze 

Friday and Sunday instead of Saturday, so we can go to this concert,” kind of thing.   

 

Although they still had to endure the treatment, that little bit of flexibility gave patients and their 

families a sense of freedom that would not be possible with in-centre treatment.   
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Autonomy and Control 

 If patients and/or their care partners could not demonstrate their competency to 

understand and perform their treatment, they would not be approved to go home. Thus, the 

acquisition of knowledge gave patients and their families autonomy over their treatment. This 

knowledge became a source of power and gave patients a voice that could be heard in 

historically imbalanced relations of power such as the doctor-patient relationship. For many 

patients, the knowledge they gained through their training and daily practice of RRT, allowed 

them to be active in directing their care and advocating for their own needs outside of their 

treatments at home. To highlight how powerful this voice can be, consider one nurse’s account 

of how a care partner used her voice to save her husband’s life during an emergent situation: 

One of our patients has a very serious heart condition. He had a heart attack last year and 

thought he was gonna die. Anyway, he was at [another hospital] and they hire people to 

come in and do dialysis, but they have not comprehended that this man, this is his fourth 

heart attack, he does nightly dialysis, he cannot tolerate any fluid. So, his wife called me 

and she said, “We don’t understand, I keep telling them he needs dialysis. We weighed 

him, he’s a kilo heavy, he’s having a heart attack.” So, she knew the implications. So, I 

said, “Okay just hold-on, I’ll call, give me the name of the doctor.” And she got the 

doctor’s name, he was to call me, and I called our nephrologist who was not on-call. He 

was on vacation in Greece and it was Sunday, so nobody was on-call in our program, and 

I told him what was happening with this patient. From Greece he called [the hospital], 

gave orders, said, “I know this patient. He’s needs dialysis, he needs it now if he’s going 

to live.” He was on treatment within an hour and half, and he’s still alive today (Kathy).  

 

The ability to have a voice not only in the day-to-day treatment but the overall direction 

of one’s care over the long-term, gave patients a sense of control in an uncontrollable situation. 

While patients could not beat the disease, the knowledge that they gained through the training 

process combined with the “weapons” (i.e. equipment) they were given to fight, gave them a 

sense of security against the risks they faced. Having the machine at home made the patients feel 

comfortable and stable which helped them to be resilient, to keep them fighting from one day to 

the next. It offered them predictability in their care which many patients clung to despite there 
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being better clinical options (i.e. transplant) that had the potential to enable even greater 

freedoms. In fact, many patients described home therapy as the “safe bet,” as a life boat in 

choppy waters. While many of the participants were excellent candidates for transplant, they 

reported not wanting to “rock-the-boat” and attempt a transplant, as they feared the possibility of 

the donor kidney failing and further diminishing their health: 

I usually will run seven days a week and longer than required because I know I can eat 

anything, I can do anything, I can be anything if I do it. And I have no worries, 

everything’s 100%. But just recently, they were trying to encourage me for transplant 

again. They say, “Oh, you’d be a really good candidate,” this and that, but I have a great 

deal of concern. The pharmacist said something that I thought was interesting because I 

play cards. And she said, “It’s like trading in your hand, you don’t know what you’re 

getting.” Whereas with home dialysis you sort of know. They said they had every 

confidence that I’d do really well. But I said, “You don’t know.” I mean there’s a guy; he 

died about a year ago and he had the same condition as I have. As did his sister, cuz of 

course it runs in the family. His sister got a transplant and they tried so hard to save the 

transplant that she died. He also came out of the surgery and they said, “We have good 

and bad news. Surgery went fine, but when they took the other kidney out, they found out 

it was cancerous from the donor.” And he had nothing but a litany of problems because 

they put it in him.  

 

Kate’s fears were shared by all of the participants who found comfort in the security of their 

machines and none of them wanted to pursue a transplant at the time of our interviews. 

Patient Push-Back and Resistance  

 When it comes to understanding governmental strategies of responsibilization, most of 

the existing literature takes an explicit point of departure from a Foucauldian understanding of 

power which conceptualizes it as something fluid and multidirectional. Instead, most of the 

literature adopts a Marxist understanding of power which views it as something that is one-

directional and contained, that one can possess or acquire. This type of analysis tends to assume 

that responsibilization is a top-down process that transfers responsibilities from those governing 

to those being governed (Birk, 2018). Such an approach would assume that the process of 

responsibilization embedded in the home-first strategy is a top-down process where the 
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responsibility for RRT is downloaded from public hospitals to private households. Such an 

understanding assumes that being a responsible home patient is uniformly taken on without 

conceptualizing the various forms of resistance or multidirectional flows of power (Birk, 2018). 

However, my research reveals that there are limits to responsibilization and a two-way exchange 

of power. In examining their health care needs, the challenges they faced, and how they 

responded to the calls to take responsibility for their care, I found that most participants 

embraced the responsibility for their treatment, but there were limits to what they were willing to 

take on. This resulted in an on-going negotiation concerning the responsibilities associated with 

home therapy and the development of a co-dependent relationship with frontline health 

professionals in their programs.  

The process of responsibilization embedded in the home-first strategy involves the 

production and exchange of knowledge. Those enrolled in a home program are obligated to keep 

themselves informed and knowledgeable about their treatment and overall health. As more 

patients assume this responsibility there is an accompanying shift in the terrain of medical 

expertise. “Although there are those who argue that, by definition, a lay person cannot be an 

‘expert,’ it is obvious that as patients and [care partners] claim knowledge in territories formerly 

exclusive to medical professionals, there will be an inevitable struggle over how that knowledge 

is to be interpreted and used” (Harris et al., 2010, p.215).  

 Although home programs operate on a patient-centred model of care that assumes an 

egalitarian patient-provider relationship, expert knowledge is frequently negotiated and contested 

in patient-provider interactions. For example, the home patient as a “lay person” is regularly able 

to pull at the edges of professional turf, not only because they can as a result of their extensive 

training and experiential knowledge, but because they are expected to as part of the home-first 
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strategy (Harris et al., 2010). As a result, professional providers have to adjust and manage 

challenges to their authority within these relationships. As the following excerpts demonstrate, 

this often involved bending and giving into the will of the patient in an effort to respect their 

knowledge, but also to “keep them happy” so that they maintained their enrollment: 

Ranjit: I have to record the charts and stuff but I’m at a point where I kinda stopped 

doing that. Because mine is like daily, nothing’s changed. So, I’ve already told the 

nurses, I’m like, “Nothing’s changed, so I’m not recording it.” 

 

Interviewer: Do you get in trouble for that?  

Ranjit: Yeah, all the time. They’re just like, “You never bring your charts.” I’m like, 

“There’s nothing to change, there’s nothing to complain. I’m just wasting paper on it.” 

And they kinda got easy on me now because they see there’s no changes. I’ve been with 

them 11 years now and everything’s been exactly the same as when I started. 

 

Not only did frontline professionals relax the rules and regulations when patients 

demonstrated their compliance with treatment, they also accommodated patient demands for 

more flexibility as Eric explains:  

I got them to use a custom delivery company that now comes at six in the morning so we 

don’t have to worry about missing work for those deliveries. I had to more than advocate 

[for that], I had to tell them like, “This is how it’s gonna work.” 

 

This type of accommodation was also essential to recruiting patients: 

So, the program said that there had to be one caregiver available while I was dialyzing. 

So that was their rule. And like right from the first meeting I said, “That rule’s not gonna 

work, because I’m gonna train [my wife], my mom and my dad, my brother, my sister, 

and my best friends.” Because the last thing I wanna do is, by making my choice to go to 

home dialysis, suddenly it ties [my wife] down. The hospital pushed back until I finally 

said, “This isn’t gonna work unless we resolve this.” And finally, they gave in and said, 

“Fine, we’ll train one person and you can train whoever you want to” (Eric). 

 

To understand how patients are empowered to push-back against the paternalistic control 

and constraint exercised by those on the frontlines of home programs, Mol (2008) suggests that 

we step outside of neoliberal frameworks to consider how health care policies are practiced upon 

the logic of care. “Unlike models of patient choice, relationships of care cannot be reduced to a 
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transaction with clear beginning and end points of responsibility, but involve an open-ended 

relationship in which power is negotiated between parties” (Trnka & Trundle, 2017, p.12).  

Focusing on the practice of care is a good way to understand responsibilization because 

care necessarily involves recognizing what needs to be done for one’s self or another (Tronto, 

2011). Sometimes this involves negotiation and other times it involves taking over the capacity 

to make decisions about one’s care. However, as Trnka and Trundle (2017) point out, 

responsibilization does not necessarily involve completely handing the responsibility for 

decision-making over to the “Other.” In contrast to neoliberal models of patient-centred care that 

emphasize partnerships between the patient and the provider, as well as the equality and agency 

of both sides, relations of care are not inherently equal but may allow for different degrees of 

dependence and need. They may also change over time, shifting the roles and obligations of the 

parties involved. As a result, relations of care are not necessarily contingent upon each party 

upholding their side of the exchange (Trnka & Trundle, 2017). While there is pressure on the 

patient to assume responsibility, the very push to send them home is not a one-and-done deal as 

patients maintain the discretionary power to continue with home therapy or to return in-centre.  

Not only do informed home patients and care partners have the ability to lay claim to 

portions of the expert knowledge base, but those on the frontlines are increasingly under pressure 

to adhere to this new model of care. For example, the ORN’s mandates contained within ORP II 

constrains the scope of professional practice of those on the frontlines by imposing new 

standards of care (i.e. recruitment targets, treatment protocols, and patient reporting), all of 

which limit the practitioner’s ability to apply their expert knowledge as they see fit (Harris et al., 

2010). Furthermore, due to the pressure to keep patients “happy” and to foster resilience in order  

to thwart attrition to institutionally-based care, those on the frontlines must take-on and upload 
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some of the responsibilities that were intended to be downloaded to the patient.  

Within home programs, the mandate to make patients and/or their care partners 

independent and responsible for their RRT is entangled with relations of care where those on the 

frontlines often assumed responsibility for patients and did things for them rather than letting 

them do it on their own (Birk, 2018). For example, home dialysis nurses are shouldered with the 

responsibility to recruit new patients while maintaining existing patient enrollment and are to 

some extent accountable for “failures” and “fallbacks.”82 This accountability is a form of 

discipline as programs can receive reduced funds if they do not meet the ORN’s targets for a 

given period of time. In smaller programs, this can have direct implications for those on the 

frontlines as any reduction in funding can affect their hours of work and in the extreme, the 

elimination of their job from the program’s budget. As a result, many nurses felt it was their 

responsibility to monitor patient practice and intervene as needed. This often meant that they 

took on some of the work for patients at their own expense: 

Sharlene and I are unusual nurses I guess, we do a lot of home visits to support them. 

This one patient, she was getting a lot of alarms and I actually went to her house for six 

hours to do a run so we could determine what was going on. Most programs don’t do 

that. You don’t go into somebody’s house and help them for six hours (Kathy). 

 

Making unpaid house calls was a common practice that was reported by those on the 

frontlines as well as the patients and their care partners. While a seemingly standard practice, it 

was one that was actually forbidden within some program protocols. However, many nurses 

ignored these protocols out of genuine compassion for the patients they were going to help: 

I have one patient that doesn’t live far from me and he has a fistula that sometimes can be 

awkward. So, I gave him my cell number and I got this call – we’re not supposed to go 

out – but I went out at ten at night to start him because he needed to go on and he’s five 

minutes from my house, so what! (Kathy).   

 

 
82 Those who choose to return in-centre, are removed for non-compliance, and/or medical failure. 
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In addition to making unpaid house calls, those on the frontlines reported doing work 

outside the scope of their professional job description to ensure patients stayed enrolled. For 

example, Viola was going to have to return to in-centre care as her daughter who was trained to 

perform her treatments was getting married and moving out of the family household. The nursing 

staff stepped in and arranged for the hiring of a personal support worker who assumed her 

daughter’s role as her primary care provider. While this would typically be the responsibility of 

the patient and their family to arrange, the nursing staff stepped in out of genuine concern for her 

health and donated their time and effort to help Viola maintain her enrollment in the program.  

Although the ORN strives to empower patients by making them responsible and 

independent in their practices of self-care, I would argue that this work is entangled with caring 

for patients and assuming responsibilities for them, rather than outright creating independent 

self-caring patients. In speaking with those on the frontlines, it is evident that the ORN’s efforts 

to make patients and their care partners responsible and autonomous in preconfigured ways does 

not always succeed nor is it a one-time distribution of responsibility. Instead, the home-first 

strategy involves a two-way negotiation and distribution of responsibility where the 

responsibility for patient care is shifted upwards and downwards from the state to the household 

level. This exchange and allocation of responsibility demonstrates that those in positions of 

power who have the expert authority to assign responsibility, are also held to account through the 

auditing of home programs and the enrollment targets set by the ORN. Furthermore, the funding 

bundles and the economic implications of program conversions (i.e. home to in-centre) intensify 

this co-dependent relationship and ensure frontline compliance with ORN mandates. Therefore, 

the impression that responsibility is always distributed by authorities “from above” with the 

objective to achieve social control, is challenged by my research as there is a clear co-dependent 
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relationship between the program and the patient. It is evident from the data that an uploading of 

responsibility is required to ensure the ongoing practice of self-care over the long-term. Those on 

the frontlines must frequently expand and contract their labour inasmuch as patients do to 

accomplish the ORN’s goals. 

In conclusion, the data suggests that responsibilization is not just a simple transfer of 

tasks from the state to the household level. It can also enable the construction of responsibility 

where it does not yet exist. Although neoliberal policies have a history of downloading simple 

medical tasks to the household level, the downloading of highly skilled and specialized medical 

treatments that constitute life support are in fact a new terrain in the responsibilization of health 

care users. This shift in the limits of medicalized care gives weight to the idea that there are two 

sides to responsibilization. On the one hand, responsibilizing strategies like the home-first 

approach assumes a pre-existing autonomous patient, one that already accepts and desires the 

ability to act independently and assume self-care. This group only needs to be mobilized and 

“called” into active service (Peeters, 2019). On the other hand, there are patients that require 

active nudging in order to accept and participate in responsibilizing processes. This second form 

of responsibilization can be described as a manufacturing of attitudes and manipulation of 

choices to coerce patients to assume responsibility for their care in accordance with 

governmental objectives (Peeters, 2019).83  Whatever version patients take up when they enter 

the process of responsibilization, they actively help shape the outcome of the process and what it 

looks like moving forward. Therefore, both the patients and those on the frontlines must expand 

and contract their labour in a co-dependent relationship whereby the scales of power are uneven 

 
83 This is evident in the shift in policy objectives from ORP I to ORP II due to the low uptake of home therapy. 

Thus, the shift to more interventionist strategies in ORP II is reflective of the second form of responsibilization 

because the review of ORP I revealed that patients and/or their families required more “nudging” to get them home. 
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at times but nonetheless sway like a pendulum in both directions. Patients are active agents who 

have the autonomy not only to take on and/or resist this work but have the agency to direct and 

shape the programs and the conduct of experts within them.84 This ultimately occurs through the 

discourses of risk, resilience, and responsibility. By engaging, responding, accepting, and 

resisting these dominant discourses and their corresponding expectations, patients actively 

contribute to their meaning in ways that materially shape their experiences and their 

responsibilities for RRT within their homes. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 
84 This of course applies to those who meet the eligibility criteria and are granted approval to enroll in a home 

program. Renal patients who are not eligible for home therapy do not share the same privileges, experience less 

autonomy in the patient-provider relationship, and have less control over their treatment. 
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Chapter Six: Hospitalizing the Home 

The ORN has structured the selection of home dialysis as a matter of individual choice, 

one that requires the patient to consent and engage in active self-care. The glaring problem with 

this patient-centric framework and the use of the term “self” to describe the care that is required, 

is that it overlooks and disguises the profound impact of RRT on those who reside with and/or 

have close relationships with the patient. In describing their own familial experience, Offer et al. 

(2007) provide an analogy that perfectly illustrates how dialysis impacts the entire family: 

Toss a rock into a body of water and watch as the water cascades from where the rock hit 

the surface. Now imagine that someone on dialysis is that rock being tossed in the water. 

The impact on the water is greatest at its centre, the location where the rock hits the 

surface. But, like the cascading water around the rock, those around a person on dialysis 

feel the reverberations of the impact and are profoundly affected as well. The more 

intimate you are with the person, the larger the ripple (p.151).  

 

What is so strikingly accurate about Offer et al.’s analogy is that it contradicts the patient-

centric framework that is perpetuated by the ORN, demonstrating that RRT does not occur in 

isolation and is interconnected to a variety of social relationships and networks of care. When 

RRT takes place within the context of the patient’s home, the “ripple effect” on the family is 

profound and life changing. As such, this chapter seeks to examine the effect that home therapy 

has on the family household. Following Offer et al.’s analogy, the chapter begins with an 

analysis of the patient’s adjustment to home therapy and then progresses outward through the 

ripple, examining the impact on those surrounding and intimately connected to the patient. The 

goal is to understand how both the illness and its treatment transform the home and the everyday 

lives of patients and their families.  

Part One: Bringing Dialysis Home 

 The home has multiple social meanings within the Canadian cultural context that have 

historically evolved to represent a space that is separate and distinct from the outside world. 
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During the post-war period, the home was solidified as “‘an oasis in the dessert,’ ‘a sanctuary’ 

where sympathy, honour, and virtue [were] assembled” (Cott, 2001, p.126). It was a private 

space occupied primarily by women who were there to nurture, care for, and reproduce the daily 

and generational needs of the family who lived there. Although there have been many changes 

and challenges to dominant conceptualizations of the family, particularly the post-war nuclear 

model and its portrayal of the home as a safe and peaceful space, this enduring image of the 

“family home” continues to operate within contemporary Canadian culture. As a result, there is a 

tendency to romanticize the home setting within renal programs that operate through a home-first 

approach to care. Although there are some patients that would prefer to receive treatment at 

home, there might be instances where home-based care poses greater threats to personal safety, 

autonomy, and privacy than clinical settings. In spite of the diverse contexts in which patients 

might live, home-based models of care like ORP II tap into the cult of domesticity and position 

the home as the best site for patients not only to survive but to thrive on dialysis. 

Decision Conflict and the Weight of Personal Choice  

With the cultural emphasis that is placed upon the home as being a space that provides a 

sense of well-being and the necessary conditions for nurturing the psychosocial and emotional 

health of patients, the ORN has adopted the stance that home-based care is superior to in-centre 

care. Surely, the ORN is correct in advancing a more holistic definition of health that 

incorporates a concern for the patient’s emotional, mental, and social well-being. The issue that 

has arisen, however, is that within its four pathways to care, the ORN has conceptually separated 

the interests of the patient from the interests of the family that occupies the home where 

treatment will take place. This is a significant oversight as the introduction of RRT into the 

patient’s household often involves restructuring elements of family life to incorporate the 
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patient’s health care needs (Brassolotto & Daly, 2016b). At the top of the list is the 

transformation of physical space to accommodate dialysis equipment which can impact the 

layout of the home and the function of certain spaces. Beyond modifications to physical space, 

home therapy requires an investment in time and labour which ultimately impacts the daily 

routines, roles, and practices of the patient but also for those who share the household space.  

For many patients, particularly those who underwent in-centre treatment prior to 

enrolling in home therapy, dialysis was compartmentalized from other aspects of their lives: 

I wanted to keep my dialysis very private. I felt that taking dialysis home was going to be 

a huge encumbrance on my family, so I kinda kept my dialysis life separate from my 

work life, and my family life (Craig). 

 

A move to home would inevitably blend these areas of life and many patients reported an 

enormous sense of responsibility to consider the impact of their decision on their individual 

relationships, familial roles, and household rhythms. They were worried about what home-based 

care would mean for their families and felt emotionally torn over the decision to enroll in home 

therapy or to undergo/continue with in-centre care.  

 Despite the fact that the ORN prioritizes the patient’s needs and wants, the path to home 

therapy represents a transfer of care to family members whose needs and wants are not 

specifically considered. My findings, however, reveal that patients may resist such an emphasis 

on family care due to their profound concerns about burdening others with their treatment. For 

some patients, this concern was so great that even though they selected HNHD as their modality 

of treatment, they tried to separate their families from their care as much as possible by 

undergoing training alone and/or performing all aspects of their treatment by themselves:  

My wife had her own physical challenges so it didn’t make sense for her to sit there 

looking at me when she had other concerns. All the support was there. She volunteered to 

be more involved. It was me that kind of assessed the situation and honestly thought that 

it was best that she not participate closely (Joe).  
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For some patients this went much further, as Eric explains: 

I met this guy that did home dialysis for years with his wife’s knowledge but she didn’t 

assist him and nobody else in his family even knew he was sick or on dialysis. He went 

through some elaborate effort after he did his treatment to put everything away in a closet 

and locked the door so no one could get in there. I’m very open about my situation and 

it’s just mind-blowing to me all of the mental effort that must have gone into not telling 

his family about a very significant part of his life.  

 

In both of these examples, patients went to great lengths to protect their families at a time when 

they arguably needed them the most. They were facing their own mortality while transitioning to 

a new way of life that was physically, emotionally, and mentally taxing; yet they were focused 

on their families and engaged in practices to separate them from their care.  

Transforming the Use and Meanings of Household Space 

   When RRT is transferred to the home and the home becomes the primary site of care, 

there are emotional and psychological boundaries that have to be negotiated as family members 

move beyond the give-and-take of “typical” family relationships (Martin-Matthews, 2015) to 

assume the responsibilities associated with this form of care. There are also physical boundaries 

and access to spaces throughout the household that need to be (re)negotiated as care comes 

home. These boundaries often reflect and intersect with a cultural system of meanings about 

spaces within households, especially those that are considered “private” (Martin-Matthews, 

2015). This was evident in how the following participants described the transformation of their 

household space and the new boundaries it initiated:  

One of the biggest differences is that my bedroom has become my bedroom. So now 

when people come to my door, they don’t just walk in. They wait, they see the apparatus, 

the wires everywhere, the lights, and the dip-di-dip. It’s a freakin hospital ward! So, they 

kinda stop at the threshold and see if they can come in. It’s very obvious (Joe). 

 

The change in space can be a difficult adjustment not only for the patient but those who 

 

share the space as well. Staking claim to an area of the home that was once a shared space  
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became a source of conflict in Pooja’s household:  

To have space for machine and hook-up for the water, my son do dialysis in basement. 

So, he take over basement and he doesn’t want nobody to go downstairs now. But we 

have Rogers box downstairs and when my daughter goes down, she leave her food, like 

you know water bottle or whatever behind after watching T.V. and they both fight about 

it! “Why can’t she pick it up?” “What is his problem? This is my house too” [Laughter]. 

Although Pooja was able to find humour in her children’s quibbles over shared space, it is 

important to recognize that these conflicts can be deeply profound for the involved parties and 

often reflect underlying issues that the illness and its treatment has thrust upon their relationship. 

Adjusting to Home Renal Care: The Patient’s Experience  

Contending with the Responsibility of Home-Based Care  

The pressure to select the right modality of treatment can be at odds with how the familial 

unit operates and functions. As a result, the initial reluctance of patients to ask for, or accept help 

from their families is shaped by many personal and sociocultural factors. Patients in this study 

overwhelmingly emphasized the well-being of their family members as the main factor deterring 

them from enrolling in home therapy. Interestingly, patients rarely discussed how home therapy 

might affect them personally except when noting how “bad” or “guilty” they would feel if home 

therapy was a failure and/or caused a rift in their family. These negative emotions were a strong 

factor in the patients’ selection of a modality of treatment, so much so that some were willing to 

forgo improvements in their own health to avoid them. This is in contrast to the ORN’s policies 

which expect patients to put themselves first and to make decisions that enhance their personal 

health and quality of life. Instead, many patients ascribed to the notion that their treatment was a 

personal responsibility that they had to bear alone and thus made decisions and engaged in self-

care practices according to their household composition and familial needs.  
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 The weight of the responsibility to select a modality of treatment that could result in good 

health outcomes but not burden the family was tremendous for most patients. The pressure upon 

the patient was enhanced by the highly-skilled and labour-intensive nature of the treatment they 

were being called upon to perform. Individual worries about performing high-tech care in the 

home setting presented its own set of physical, emotional, and mental risks. For many patients it 

was one thing to ask their family to accompany them to treatment within a clinical setting, or to 

help them with low-skilled tasks such as changing bandages, cooking, and cleaning. It was a tall 

order, however, to ask their family members to assume responsibility for the use and 

maintenance of a dialysis machine. Thus, the emergence of home dialysis as a widely available 

option across the province presents challenges to patients who are both cognizant of the benefits 

of home therapy but are reluctant to bring highly sophisticated equipment into the household and 

shoulder their loved ones with the risks and responsibilities that come with it.  

 The inherent risks associated with dialysis may be acceptable to a patient who can 

reconcile it with the life and death dichotomy that accompanies their need for treatment, but to 

ask their families to share that risk was overwhelming for most patients, especially those who 

considered themselves as the “head of the family.” As a result, it took some patients a very long 

time to get over their trepidations and enroll. This is evident as Vince describes the process 

through which he made the decision to enroll in home therapy: 

The nurses would bother me all the time when I was in the clinic and I didn’t even wanna 

hear about it. I’ve been doing this most of my life and most of that time my family has 

worried if I was gonna make it. So, you really think, “Do I wanna bring this home?” But 

the doctors eventually convinced me that it was better at home and I figured either way 

my family was gonna worry, so I went for it. But I was so scared to go home because I 

went by myself to dialysis and there was a lot they didn’t see while I was at the hospital. 

 

What Vince was alluding to were the risks of crashing. While home therapy offers better health 

 

outcomes in addition to more autonomy and freedom in daily life, the rigidity of in-centre 



236 

 

treatment offers protection to both the patient and their family as one nurse describes:  

 At the hospital there’s an emergency call button. You press it and the team comes to 

rescue you. At home there is no button, so there is considerable pressure on patients and 

their families to always think ahead (Kathy). 

 

The thought of having to deal with an adverse event, or worse, have your family 

member’s do it, was a great responsibility to consider for most of the participants as they 

navigated their treatment options. While the fear of burdening the family was a major barrier for 

most patients to overcome, the risks the disease posed to their mortality eventually helped them 

to reconcile these fears and attempt home therapy.  

Emotional and Psychological Struggles 

 The demands and emotional fallout of treatment are often at the forefront of discussions 

concerning home renal care. However, it is important to acknowledge that patients transitioning 

to home therapy, do so while suffering from a life-threatening illness for which there is no cure. 

For those who have been undergoing treatment in-centre, contending with their illness is not as 

profound as for those who transition through a home-first strategy. This is because the latter’s 

adjustment to treatment at home is also a period of reckoning with the disease. 

 When one’s kidneys fail, life suddenly stands still. As vital as kidneys are to maintaining 

the internal biological functions of the body, their function is often taken for granted. According 

to Cameron (1996), there is no way of reminding oneself that their kidneys are working, in the 

same way that one can feel their pulse, or count respirations. One’s awareness of their kidney 

function is usually upon their deterioration when an array of symptoms emerge and signal 

something is wrong (Kierans, 2005). “In the end-stage of kidney [function]…, unexplainable 

sensations burst upon daily life in unexpected and [uncontrollable ways]. These sensations 

manifest themselves as non-specific, all-encompassing symptoms that travel well beyond the site 
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of the kidney” (Kierans, 2005, p. 345) and have physical and psychological effects on the body 

that disrupt everyday practices and routines. 

 ESRD disrupts the patient’s and by extension their family’s world. It shatters their life 

plans, forcing them to rethink, rearrange, and even question whether a future is possible. 

Although dialysis helps to restore some semblance of a future, it also intensifies the disruptions 

to everyday life. Dialysis puts limitations on some of the most basic human needs and bodily 

functions such as eating, drinking, and urinating (Kierans, 2005). Symptoms of the disease: 

headaches, nausea, muscle cramps, and water retention, continue to impact the patient and 

sometimes intensify during and immediately after treatment. Scars from surgeries, protruding 

fistulas and needle marks from repeated cannulation, mark their bodies and “out” them as renal 

patients. This marking of the body was quite difficult for some patients to cope with:  

I went to the store and tried on a short sleeve dress, so you could see my fistula and the 

scars from the surgery. Immediately when I stood on the podium to look at myself in the 

mirror, the sales lady grabbed my arm and said, “Oh my God what happened to you?” I 

was so embarrassed I wanted to cry. I am so self-conscious because not only do I feel like 

crap, but now I look it (Pauline).  

 

In addition to body image issues, the markings of dialysis on the body also had 

significant implications for the patients’ day-to-day interactions and activities: 

My hands and feet began to develop calcium deposits because I wasn’t getting the 

clearances that I needed when I was in-centre. One on my hand grew to half the size of a 

golf ball. So, you shake hands with anybody, you automatically start a conversation you 

don’t wanna be involved in. To make matters worse, my toes got split apart by these 

calcium deposits. I couldn’t get my shoes on and couldn’t dress any longer in uniform. 

So, they put me on short-term disability. I think they just wanted to get me out of their 

office, but the argument was you can’t come to work in socks and sandals (Craig).  

 

What was once not even a blip on their radar, was now all encompassing and constantly 

featured in the daily lives of patients. The emotional highs and lows that the patient experiences 

often play out within the home and affect the entire family as Craig explains: 
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I think all patients that start on dialysis suffer the same thing as anybody else that’s 

chronically ill. You know the denial, the anger, the fear, and whatever. And I think if 

you’re a man, your sense of self-worth gets questioned and all sorts of different things 

happen to you. At my house everybody understood that, “If dad’s not happy, nobody’s 

happy. When dad’s happy, everybody’s happy!” 

 

Like Craig, most patients reported experiencing a tidal wave of emotions during and 

immediately after their transition to home therapy. Many attributed their fluctuating emotions to 

the ways in which the survivor-thriver narrative (Goldenberg, 2010) characterizes home therapy 

in terms of progress and success, framing it as opportunity as well as a “privilege” to get one’s 

life back. For many patients, however, the transition to home was overwhelming and, in some 

instances, traumatic. Many reported a great sense of pressure that stemmed from being granted 

the “privilege” to go home. They felt pressure to survive but also to thrive in an environment 

where family members may be unwilling to engage in their care or fail to understand the 

difficulties attached to home therapy. As a result, many patients struggled with the contradictory 

and competing expectations of the survivor-thriver narrative and what it meant for their own 

future as well as their family’s.  

As the participants recounted their personal adjustments to home therapy, they draw 

attention to the range of emotions and mental struggles that accompany the transition. For the 

patient, the enrollment in home therapy brings with it many responsibilities: the responsibility to 

follow the prescribed regimen of treatment; to live a healthy lifestyle; to be independent and 

autonomous in their care; to return to their daily routines; and ultimately live up to the powerful 

survivor-thriver narrative (Goldenberg, 2010). In doing so, there is an internal and external 

pressure to conceal the devastating mental, emotional, and physical consequences of ESRD and 

the associated need for life supporting therapy. As a result, feelings of isolation were frequently 

reported by patients: 
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In the beginning, I was like big time in depression. I closed myself in the room. I don’t 

want to talk to my kids or no one. I just sit and cry because it gets too overwhelming. I 

was keep everything to myself and it was hard because nobody really know how bad I 

feel (Lana).  

 

Another patient said:  

In the early days I didn’t sleep. And I’m sitting there in the dark, with these lights 

blinking, hooked up to this machine. And I think I’m the loneliest guy in the world. I 

think like, I’m just alone in the universe (Joe).  

 

Reports of loneliness often intertwined with a feeling of being entrapped by treatment, 

particularly the dialysis machine as Joe explains: 

There was a movie called 2001. One of the original classic Sci-Fi movies. And the climax 

scene of the movie was when the astronaut goes out for a spacewalk. And he’s out there 

in his white suit bopping around with the line, you know connected to the mother ship. 

And, and he turns around to go back in and the computer won’t let him in. [Laughter]. 

That’s how I felt hooked up to this machine.   

 

These feelings of entrapment and isolation led some patients to develop a love-hate 

relationship with their dialysis machine:  

You’re always on the lookout with this thing. If I saw an air bubble, I’d freak man! Like 

full-out panic stuff. It’s so stressful because this machine can actually kill me, but it is 

also the only thing that’s keeping me alive. So, it creates a lot of anxiety (Joe). 

 

In a similar fashion, Kate could not bear to be around her dialysis machine outside of treatment 

and kept a separate bedroom from the one she dialyzed in:  

From a psychological standpoint, I don’t even sleep in the same room if I take a night off. 

I don’t wanna be near it. I just wanna be removed from it, like, as if it never occurred.  

 

For Kate the machine was a symbol of her illness. By removing herself from its presence, it 

alleviated some of the emotional pain she experienced and made it easier to cope with the reality 

of her disease and its treatment. It is evident from Kate’s story and those shared before hers, that 

the hospitalization of the home changes the meanings attached to particular spaces. While 
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offering convenience and autonomy, it simultaneously decompartmentalizes renal care, allowing 

it to encroach upon a space that was once a refuge for many of the participants. 

Adjustment to Home Renal Care: The Family’s Experience    

Patient Choice and Familial Obligation  

In line with neoliberal policy initiatives that shift the responsibility for health care away 

from the state and onto individuals and their families, home care strategies within the province of 

Ontario now view the family as “partners in care” (Barken, 2017). Although the Ontario 

government publicly funds the infrastructure required to perform RRT within the home setting, 

these publicly funded services rarely meet all of the patient’s health and social needs. To fill in 

the gaps, family members and friends, often referred to as “informal” care partners, provide the 

majority of support to HNHD patients in Ontario. The problem with this organization of care is 

that it is built upon the expectation that families are willing and able to assume the responsibility 

for the care of their loved ones. Just as the home has been romanticized as a private haven well-

equipped to nurture and heal the sick, the family is portrayed as altruistic and devoted to the care 

of its members, particularly those who are ill. While this may certainly be true for some families, 

interpersonal relationships within families are incredibly diverse and regardless of the desire to 

provide care, not all members of a family are in a position to actually carry out the work.  

When a patient decides they want to enroll in home therapy, some families may find 

themselves in circumstances that are not of their choosing. This individual decision by the 

patient might place demands upon the family that they might not be able to meet no matter how 

much they want to or how hard they try. Regardless of their intentions, the actions of family 

members are often measured and judged in accordance with dominant social practices of care 

and choosing to do things outside of those conventions often incurs questioning and/or criticism 
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(Luxton, 2006b). For example, if a family were to deny a patient’s desire to enroll in home 

therapy, it would most likely be interpreted by others as a lack of caring and commitment. This 

was evident in one nurse’s description of a patient’s wife who made the decision to hire a  

nurse to be her husband’s care partner rather than to assume the role herself: 

We have one couple starting treatment and they are very wealthy. So, they hired an RN 

whose gonna come for training with the patient. But the couple lives in Florida for six 

months out of the year and here for six months. The wife doesn’t wanna do home care 

when they’re in Florida, she says, “That’s my holiday time, so I will book him in-centre.” 

So, he will go in-centre in Florida because six months a year she’s on holiday. And the 

other six months when they’re here, the nurse will be the caregiver (Kathy). 

 

Another nurse criticized a patient’s husband for prioritizing his work schedule over the health 

care needs of his wife:  

One of our patients, doesn’t drive, she stays at home and there’s been a few times when 

we’ve been concerned about her health. She was quite a large lady and recently had 

gastro by-pass, so she was losing a lot of weight. Now most of our treatment parameters 

start with a target weight. So, you step on the scale, let’s say their target weight is 110kg 

and they get on the scale and they’re 113kg, so we know that three kilograms is probably 

fluid, so they put themselves on to the machine to remove three kilos. But imagine having 

your stomach stapled and losing weight tremendously. How do you assess which fluid 

was flush weight. So, we were concerned and wanted to admit her to the hospital for two 

weeks so we could assess her weight loss. And she literally said, “Well I have to put it off 

a week because I don’t think my husband could get the time off work to bring me up 

there.” And I’m thinking, this is life and death can’t he take the time off work? And so, I 

talked to our social worker and she arranged for her to come up, but she still delayed a 

week because it wasn’t convenient for her husband (Sharlene).  

 

In both of these instances, the frontline staff focused primarily on what was best for the 

patient, ignoring the lengths their care partners went to arrange care in ways that suited their own 

personal needs and family circumstances. There appeared to be an expectation that family 

members were to put the needs, wants, and desires of the patient before themselves in the name 

of good health and best clinical practices which sometimes is at odds with their own well-being. 

As a result of these social expectations that are interwoven into home programs, most family 

members reported feeling obligated to provide care, citing the emotional weight that guilt would 
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place upon them if they chose not to do so. Most felt they had a responsibility to provide or 

arrange care and wanted to do what was best for their loved one even if it came at a great 

personal cost to themselves. By assuming responsibility for the provision of care, many care 

partners accepted the ideological underpinnings of responsibilization; that health care is an 

individual responsibility and something they have to do because the person in question is family. 

Contending with the Responsibility for a Loved One’s Care 

 When dialysis is brought into the family home, the family much like the patient must 

adjust to this new way of life. Not only do families have to reckon with the disease and its 

personal consequences on their loved one, but their presence in the home and close relationship 

to the patient is used by home programs as a means to mitigate the risks associated with dialysis. 

For those who become designated care partners, the responsibility is formalized through the 

training process where care partners, much like the patient, must learn a great deal about dialysis 

and its associated equipment. For example, they must learn how to prime the machine for 

treatment, troubleshoot faltering equipment, respond to emergent situations, and perform regular 

maintenance and sanitization. These are all complicated and difficult tasks that were once the 

exclusive responsibility of medically trained personnel. For family members without medical 

backgrounds, it can be extremely intimidating to have to master the necessary skills to perform 

these tasks in a relatively short period of training and then execute them consistently when the 

patient is sent home. Care partners can be easily confused and threatened by the complex nature 

of dialysis equipment and many described living with the constant fear of an accident. Thus, the 

transition from the hospital to the home can be experienced by both the patient and their family 

members as a shift from what Arras and Neveloff-Dubler (1994) call technological overload 

within a clinical setting to technological isolation at home. For example:  
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In the hospital patients and their families are surrounded by an intensely high-tech 

environment, including highly-skilled support staff that are always just a call bell away. 

The patient not only receives treatment but… a highly routinized schedule of diagnostic 

tests that closely, accurately, and constantly monitors the patient’s status. At home… 

patients and their families can feel cut-off or even abandoned [by the medical staff in 

their program] (Arras & Neveloff-Dubler, 1994, p. 21). 

 

As a result, the transition from the hospital to the home can be an overwhelming and isolating 

experience for the entire family.               

To intensify the emotional dynamics at play, families must rely on their own instincts and 

resources to evaluate situations that are often informed by their own guess work rather than 

diagnostic data that would be available in a clinical setting (Arras & Neveloff-Dubler, 1994). 

This was highlighted by Eric who described how he and his care partner work through issues that 

arise during treatment: 

There’s no one available 24/7 that I could call up and say, “Hey, I just got this alarm, I’ve 

never seen before, what do I do about it?” That’s just me and Madison now having that 

discussion in the middle of the night. I mean at the worst you just come off and you don’t 

give your blood back in case it’s contaminated or there’s air in the circuit. If it’s safe then 

you give your blood back and then just discontinue your treatment. So instead of getting 

like an eight-hour treatment I might get a two-hour treatment. Just depends on when in 

the night the problem happens. 

 

Although Eric has over ten years of experience at home and is comfortable responding to issues 

during treatment, in his description above, there are multiple points at which his judgements or 

assessments of alarms and contaminated blood could lead to errors that could have serious 

consequences. To intensify the situation, Eric noted he and Madison did not have medically 

trained staff to assist in those moments. While this is not the case in all programs, most patients 

and their care partners reported having to wait for frontline staff to respond to their calls, 

especially in the wee hours of the night which led to high levels of stress and anxiety.  

 In addition to mitigating the risks that accompany treatment at home, individual family 

members – particularly those who step into the role of the care partner – regularly confront 
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internal struggles bearing on their identity and social roles within the family unit. For example, 

care partners may wish to maintain and foster an exclusively loving, nurturing, and comforting 

relationship with the patient (Arras & Neveloff-Dubler, 1994). They may perceive their role 

within the family to be one of protection from harm and emotional support. However, in their 

role as care partners they sometimes have to inflict pain and suffering (e.g. cannulation) on their 

own family members that may conflict with this role. As a care partner, they must act more like 

nurses than spouses, parents, or children. Thus, the intensity and content of the care work 

required may leave some care partners questioning their identity and new roles within the family. 

 In addition to changes in familial roles and relationships, some care partners reported 

feeling like they were on dialysis too: “I felt trapped and tied down, I always had to plan my day 

around his dialysis and I wasn’t even the patient” (Susan). Another care partner shared the same 

sentiment:  

The first night was a complete nightmare. Alarms were going off, and I’m sure we were 

missing a bunch of steps. It was so stressful because you don’t want to start pushing this 

and that cuz that’s my wife hooked up to this thing. I had to leave the room and go 

downstairs. I just kept thinking, “Oh my God, I can’t believe I have to do this for the rest 

of my life” (Max).  

 

 

Coping with Conflict 

Due to the morbidity of ESRD and the demands of RRT, patients often experience drastic 

changes in their physical and mental health that are often devastating for both themselves 

and their families (Green et al., 2018). Add to this the pressure placed upon the patient and their 

family to perform dialysis, mitigate its risks, readjust life plans and daily routines – the 

likelihood of conflict is inevitable even in the most prepared and supportive environments. In 

fact, many care partners felt like they had to mediate the patient’s emotions and perform a lot of 

emotional labour when they were having “bad days:”  
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Back when we were in-centre, he would come home from the hospital feeling like crap 

and be miserable. Honestly, because he was miserable down at the hospital, a lot of the 

time I’d come downtown to sit with him. So, I was exhausted, because now I’m spending 

three nights a week down there, just trying to keep spirits up and stuff (Madison). 

 

Some patients, like Craig, were well aware that their frustrations with their poor health 

 

and regimen of treatment impacted their relationships with their family: 

Some people feel that their off days85 are their best days and some people feel their off 

days are their worst days. And I think I felt that my off days were pretty good, so I tried 

to squeeze in other things that I wanted to do, not necessarily things that we wanted to do 

as a family. So, it was a very self-centred time I think, because I was worried about me 

more than I was worried about anything else. It was a very, very difficult time. You don’t 

feel like yourself. You’re just not the same person. 

 

Craig also shared how his decline in physical health was interpreted in ways that led to 

misunderstandings about his character and commitment to his family: 

You know there are things that are important to your physical well-being, but people 

don’t necessarily see that for what it is. All they see is dad smiling or not smiling. You 

know, is dad eating? Is he sitting at the dinner table for dinner rather than, you know, 

laying in a Lazy Boy or in his bed.  

 

Other patients like Joe, felt their decline in physical health was a legitimate reason to put their 

needs before those of their family members: “The treatment takes a lot out of you. So, I decided 

to withdraw from my old routines and let the chips fall where they may and I’ve been getting 

away with it because I’m sick.” 

The previous examples demonstrate an interesting dynamic where patients were given 

greater space to lash out and withdraw, while their family members were careful to express their 

struggles and the impact of the disease and its treatment on their own mental, emotional, and 

physical health. The reluctance of care partners to point out instances of conflict during our 

interviews provides some insight into the obligatory nature of caregiving within families. While 

some denied conflict emerged during the transition phase, they did express great emotion when 

 
85 The days between in-centre treatment. 
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discussing the losses they have experienced as result of their loved one’s care needs. For 

example, Pooja will do anything she can to help her son, but finds it difficult and feels she has 

given up a lot to become his care partner: 

There was a lot of weight on me. Like the moment we started training, I was single mom. 

I had no help because my husband pass away. I had no life because I was mostly involved 

with Ranjit. I wasn’t taking good care of my daughter because a lot of the work was on 

me. I couldn’t have job. All I did was take care of him. 

 

Pooja suffers mostly from the fact that she had to sacrifice so much to meet her son’s needs but 

now that he is older and has taken over his own care, she feels pushed to the side and 

unappreciated. When she expressed how she felt about this and the sacrifices she has made over 

the course of his childhood, her son did not receive it well. With the hope of gaining some 

expression of gratitude and appreciation for the work she had done, Pooja was met with conflict: 

I know it’s very hard for him, but sometimes I yell at him, because it’s hard for me too! 

He said, “Well, what do you think, I have good life? Who wants to be hooked up to the 

machine? Set-up the machine, this and that, like all the hours it takes.” Then I feel bad 

and don’t say anything. [Laughter]. 

 

On the flipside, Pauline described how her husband would make her feel guilty for the care he 

provided: “He always wants me to thank him – which I do! But if it were him, it would be 

expected of me and no thanks required.”  

Conflict over care work was quite common; however, some participants encountered 

conflict over the use of space and the reorganization of the household, as one nurse explained: 

I have a gentleman that lives in an apartment and he’s on the main floor. Everything’s 

concrete so we only have one option to go through a particular wall because we have to 

be beside a source of water like the bathroom or the kitchen. So, they have to switch 

bedrooms for now and have to do a lot of reorganizing. There was almost a domestic 

when I was there assessing the home and I was wondering if this was a good idea because 

his wife has had to give up a lot. You know, they’re only three minutes from the hospital 

and she does it because she knows he will be more independent and get better results. She 

did it for her husband, but it’s tremendous, it truly is, what she has given up (Kathy).  

 

Another patient reported similar conflicts over the use of space in her home:  
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My supplies are usually piled in the hallway upstairs after they’re delivered and one day 

my husband came from work and tripped over a box. He started kicking the boxes and 

cursing. I felt bad, like it was my fault (Pauline). 

 

Other families reported incidents of conflict over the encroachment of treatment on their 

daily routines and sleep patterns. The machine is large, projects light, and sets off alarm bells and 

white noise. This is disruptive to partners who share a bed with the patient:  

I can’t sleep, that dam thing is so loud and bright, it wakes me up at least four times a 

night. I always feel tired, but because he’s hooked up, he’s more in-tune with it and 

sleeps through it (Karla). 

 

To avoid disruption to sleep, some couples decided to have separate bedrooms so their 

partner could get a good night sleep. While this solved one problem, for some it led to a loss of 

intimacy in their relationship: 

The friggin machine is going on all night man! So, it’s unfair to have these constant 

interruptions and it just makes sense for my wife to go next door. I must say it was a big 

adjustment but it only caused minimal conflict at this stage in our marriage. I could see it 

possibly becoming a major issue for younger couples though (Joe).  

 

For other couples, it certainly was a source of conflict as one patient explains: “First of all when 

you get sick you don’t feel like yourself anyways. Your sex life goes to hell. So, sleeping in 

separate rooms, well it adds to the problem” (Craig).  

For couples who continued to share a bed, all of the wires and tubing posed challenges to 

their efforts to be sexually intimate but some were creative and found alternative means to share 

intimate moments: “For us, I mean, obviously you can’t like spoon as much or whatever while 

he’s on dialysis, but I don’t think it’s that big of a deal” (Madison). Other couples simply waited 

until their nights off to be intimate especially those who were single and were not comfortable 

sharing their treatment with their partner: 

If I had a boyfriend, I would take a night off to engage in those activities. I seriously 

would not want to sleep – sleep as in sleep with a partner. I would never do it. If I got 

into a relationship, I would have separate bedrooms because I don’t know how any guy 
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could cope with this crap. Especially if you had a guy that was still working, he wouldn’t 

get quality sleep with that thing running (Kate).  

 

Although some patients rejected the idea of being intimate while they were on their 

dialysis machine, some embraced it but were worried about their privacy as one doctor explains: 

In the past we used to have remote night time monitoring. So, whatever the patient saw 

on the machine in terms of alarms, vitals etc., we could see too, and then alert them or 

dispatch emergency responders if they failed to respond to an alarm. So, at clinic one day 

a patient said, “Hey did you notice anything out of the ordinary with my vitals last 

night?” I said, “No.” He said, “Oh well I got lucky and thought you would be 

able to tell from my blood pressure readings” (George).  

 

Overall, it appears that most patients encountered a period of adjustment but also went to great 

lengths to make alternate arrangements to maintain their intimacy with family members.  

Seeing is Believing  

 When a rock hits water and creates a ripple effect, eventually the shockwave dissipates 

and the waters calm. In a similar fashion, after the initial shock wore off, patients and their 

families reportedly adjusted to treatment and established new routines. In fact, many patients 

described moments of epiphany where all of the promises of improved health came to fruition: 

You know it’s funny because they did promise that you would feel better and I think they 

undersold that. What they were saying, I know, I can’t really put it into perspective other 

than I was sitting in clinic and a woman was explaining how she’d been on nocturnal 

dialysis for a couple of years, and she goes: “I was downstairs in the laundry room and 

the phone rang and I ran upstairs and answered the phone. I haven’t been able to run up 

those stairs for about five years.” So, she was showing the other side of the coin, yeah, 

your blood work’s gonna be good but we feel differently. I really think that the normalcy 

that comes from being well dialyzed is demonstrated by all home patients. I don’t think 

that from a psychosocial standpoint, I might have survived had I stayed in-centre. I think 

in-centre wears you down. I was beginning to feel I’m working so hard, yet it doesn’t 

seem to be working. And with nocturnal, I did work hard at it. I wanted to be good at it, 

but the results were evident right away. You know increased energy and the way I felt, 

and my ability to do things outside of dialysis. It felt like the fog had been lifted (Craig). 

 

Those around the patient also began to notice improvements in their general demeanour: 

 In my role as a patient advocate, I once interviewed a body builder and this guy was built 
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like Arnold Schwarzenegger. So, he had a huge body mass. Regular conventional dialysis 

for a man with a body mass like his was useless. He was always toxic! When I 

interviewed him, his wife answered every question and he barely got his chin off his 

chest. Three months after he went home, I bumped into him at clinic and he was like a 

different guy. He had actually gone back to training, he was feeling so well. That was my 

proof that people can change. You know there’s a study that has been done that says that 

cognitive skills and the amount of dialysis you get have a direct correlation, but you can 

see it in this guy and he’s a single patient (Craig). 

 

These moments were significant turning points especially for those who had rocky 

transitions to home therapy. Most of the patients who reported feeling better upon 

commencement of their treatment at home were those who had previously undergone treatment 

in-centre and could feel the immediate difference in the clinical benefits of home therapy.86 

However, for those who enter renal care through a home-first strategy there is no comparison in 

treatment. Their first experience with dialysis is in the home setting and while biologically easier 

on the body, there is no reference point to gage the benefits when the spectrum of comparison is 

between no dialysis and home therapy. This very important distinction is significant in getting 

patients to stay on home therapy because they generally do not feel better, because their new 

normal is worse than before starting treatment. Add to that all the work and upheaval that 

accompanies dialysis in the home setting, and for some, it is just too much. In fact, most patients 

I interviewed reported knowing someone who withdrew from home therapy because they could 

not see the upside or feel the benefits of the extra work involved.  

 For most patients who did start to physically feel better, they reported a reduction in 

family conflict because it allowed their families to see what they were going through, and that 

they were improving. For many family members, the physical improvements to the patient’s 

health were very significant because it allowed them to reconcile the sacrifices and investments 

 
86 It is important to remember that when training, patients are not dialyzing for the full six to eight hours, so it is not 

until they actually arrive home that they can feel the difference in their treatment. 
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they had made in their loved one’s care. Seeing their family member not only survive but thrive 

was an important turning point for many families and their commitment to home therapy:  

About a year and half after we started on nocturnal, my wife and I went to our very first 

speaking engagement. I did a little clinical thing and Diane did a little social thing and 

she coined the phrase, “Craig returned to the man he used to be.” I still steal that line 

every time I talk about kidney disease because we all think that we’re doing the very best 

we can all the time and yet when someone else points out that somehow, you’ve evolved, 

that you’re back to your old self, it makes you feel so much better!  

 

Reverberating through all of the patient interviews was a longing to be understood, a 

longing for their families and friends to understand the internal hardships and daily challenges 

they faced as dialysis patients. By having the treatment at home, it gave patients the opportunity 

to show their families things their words could not convey. It allowed for a wall to be broken and 

a decompartmentalization of their dialysis life from their family life. 

In addition to a greater understanding of the hardships patients face, home therapy allows 

the family to have uninhibited access to their loved one. For those who underwent treatment in-

centre, their loved one was often away from home for prolonged periods of time. Their presence 

was missed and when they were home, they often were not present as Craig explains:  

If you’re working and you’re on in-centre, your life revolves around getting to work or 

getting to dialysis. If you gotta be in the centre by 5:30 pm, you’re off the machine by 

10:00 pm, and if you gotta be at the office at 8:00 in morning, what are you gonna do? 

You’re gonna blow your family off, you’re gonna go to bed. Then on your off days you 

don’t feel well so you lay around and rest. 

 

Even though Craig was physically present in the home, he was not socially or 

emotionally present with his family. This really impacted his familial relationships and by the 

time he transitioned home, his family was on the verge of collapse and he feared his decision to 

enroll in home therapy might cause it all to come crashing down: 

I had alienated my wife quite significantly when I was first diagnosed. Men are strange. 

You just start to get a sense that you’re not the man you used to be so you decide that 

you’re gonna go prove that you are with another girl and just screw it up. It was a big 
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learning curve, but fortunately I came to my senses and my wife forgave me over time. I 

think what happened when I came home was really a firming up and confirmation that we 

were gonna work together to manage this illness. My poor daughter who had never seen 

her father – I can tell some horrible stories about myself. I took my daughter to a ringette 

tournament and she came out of the dressing room to talk to me and all of her little 

friends were behind her and as she stepped away from me, one of the girls said to her, 

“Who’s that man you’re talking to?” And she goes, “That’s my dad.” And the girl goes, 

“Whoa, you have a dad?” And I thought, I better spend more time at the rink.  

 

In Craig’s case, the transition to home therapy provided him with the opportunity to heal 

his familial relationships because his family finally had a glimpse into his new reality. When he 

started in-centre therapy in the early 1990s, cell phones were not really common, so he would be 

gone at treatment for hours on end and have very little communication with his family:  

If I was late getting on treatment or my fistula wouldn’t clot, I’d call to say I’d be late. 

My wife would question me and not believe me because I had separated my dialysis life 

from my family life to the point where she had no idea that such things could happen. All 

my wife and kids really knew was that “Dad was just away from home.” 

 

When Craig made the decision to bring dialysis home, his wife could see where he was 

and what he was doing, but also understand the physical, emotional, and mental toll that his 

disease and treatment took on him. Over time they started healing their marriage simply because 

he was physically there and had the opportunity to converse and emotionally engage. This was 

particularly important to improving his relationship with his daughter: 

If I hadn’t brought the machine home in the year she started high school, I wouldn’t 

know who she is today. Every night when I was setting up the machine, my daughter 

would help me and we talked, watched T.V., and we had our time together. So, I got 

really involved with her, that otherwise would not have happened if I was in-centre. 

 

In her role as a care partner, Pooja described a similar experience with her family. Being 

a single mother, she often left her daughter with family and friends so she could care for her son. 

It was not uncommon to just drop everything and tend to her son, which often meant her 

daughter was left longing for her mother. When her son transitioned to home therapy, she 

described how her relationship with her daughter improved: 
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When my son came home, my daughter was here all the time. I could put her to bed, I 

wasn’t gone for so many hours. Simple things like cook her dinner, I could do now. 

When she grow up, she start to help get the machine ready. We taught her some things 

about machine, so she could help if something go wrong.  

 

The transition to home therapy allowed the family dynamics and caregiving arrangements to 

change. By including her daughter in the day-to-day tasks of her son’s care, she was now part of 

their “thing.” That inclusion and the ability to prioritize her daughter’s needs helped a lot 

because as Pooja admits, “she needed me too.” Overall, the transition to home helped to counter 

any resentment her daughter might have developed towards her and her brother. 

Part Two: Doing Dialysis  

It takes a Village  

 Ontario Health, through the ORN, grants regional programs the discretionary powers to 

formulate policies regarding care partner mandates. For programs that implement such policies, 

the mandatory requirement of a care partner implies that some of the responsibility for the 

patient’s care will be taken on by at least one member of the household. While there are 

legitimate health and safety justifications for care partner mandates, one cannot ignore the 

significant amount of work that is being downloaded to the patient and their families. Regardless 

of the mandatory status of care partners within a home program, some patients may want and 

need help from their families in order to cope with the demands of their treatment. Both of these 

calls for help have the potential to increase the demands on family members and their role in the 

provision of renal care.  

 The convenience to undergo treatment at home offers many benefits to the patient and 

their family. Freedom from the rigidity of in-centre scheduling and the need to travel for 

treatment are highly attractive to families who have previously supported a patient on an in-

centre regimen of care. As attractive as home therapy may be, we need to be mindful and take 
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seriously the limits of what can or should be expected from patients and their families. We need 

to be critical of the framing of health care at home as a “labour of love,” as it puts forth the 

expectation that families are ready, willing, and able to provide care to their loved one (Arras & 

Neveloff-Dubler, 1994). When families fail to meet these expectations or patients do not feel 

“loved enough” to be in a position to receive that care, it impacts how they select a modality of 

treatment and/or arrange their care at home. For example, many patients within this study did not 

want to ask a family member to become their care partner as they considered it to be a “big” and 

“difficult” thing to do. This is evident as Joe describes why he decided to manage his care alone:  

My wife is an artistic person, so she doesn’t learn technology very well. She’s very 

caring in other ways but the medical part isn’t her thing and it would have been a big 

challenge for her.  

 

As Joe’s statement demonstrates, regardless of the love and admiration between them, he 

perceived a limit to what he could ask, but also receive from his wife in terms of his care. 

Although he framed this limitation in terms of knowledge and skill, other patients considered 

asking for help to be too much in terms of workload. For example, Ranjit took over all aspects of 

his care from his mother as he recognized she had devoted a lot of her time and energy to support 

his care throughout his childhood. When he turned 18 her workload increased as he was forced 

to transition to an adult program and his mother lost many of the formal supports, she was given 

within their pediatric program. Ranjit’s recognition of his mother’s increased workload is 

significant because it demonstrates the physical limits of what individuals and households as a 

whole can take on, and that their capacity to provide care is not endlessly elastic (Luxton & 

Corman, 2007). The expectation that his mother would pick-up the slack that was downloaded 

upon his transfer to an adult program is indicative of the ORN’s home-first strategy which aims 

to transfer responsibility for the provision of care to the home. The fact that Ranjit had to step-up 
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and take on some of this work indicates the limits to what his mother could do, as well as what 

he was willing to ask and accept from her.  

Apart from the difficulty of learning how to operate high-tech dialysis equipment and 

mitigate any potential risks that may arise during treatment, there is still the sheer magnitude of 

the care required. While this varies from patient-to-patient, the work can be significant and, in 

some cases, overwhelming to both patients and their families. For some, the primary source of 

difficulty may not come from dealing with the daily medical procedures but grappling with the 

lifelong commitment to the work involved. For many families it is a struggle to provide long-

term care for those who need it and the high-tech dimensions of dialysis exacerbate what is 

already a devastating and stressful situation for the entire family. 

Contrasting with the policies of the ORN that encourage partnerships with family 

members, my findings suggest that the participants’ experiences of home renal care were shaped 

first and foremost by their strong desire to retain a sense of independence and to avoid placing 

too many demands on their family. Most patients bought into the neoliberal discourse of personal 

responsibility for health care and accepted that they were individually responsible for their own 

care.87 They also tended to attribute their success on home therapy to their own actions and 

attributes of their personal character. By holding themselves accountable and denying the social 

context of their experiences, they were “doing neoliberalism” (Luxton, 2006b), by enacting the 

practices of responsibilization.  

Although some patients felt they were in control and made individual choices to shape 

the course of their care, others found themselves in situations where they had to make decisions 

or ask for help based on their circumstances. When patients and their families were locked into a 

 
87 For example, performing their own treatment, and/or arranging formal care services. 
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relationship that neither party wished for, certain obligations and expectations emerged. As the 

data shows, most of the participants held deep assumptions about caregiving obligations and 

responsibilities among nuclear family members that were reinforced in a wider societal context, 

particularly within the ORN’s policy framework of the home-first strategy. As a result, many 

families felt obligated to provide care and patients felt constrained by their lack of choices. 

 As treatment was brought home, most of the patients that wanted to remain independent 

and keep their families out of their care, reported a gradual transition of their family member(s) 

into a caregiving role. Some family members had taken on aspects of the patient’s care 

organically as part of their relationship or bonds of love (e.g. marriage, parental obligation): 

I think we developed a bit of a team thing. My wife got to the point where she could set 

up the machine for me. If I was out late, I could call and say, “Listen I’m gonna be an 

hour late, why don’t you fire the machine up and put the lines on for me.” She could do 

that part for me, I’d really only have to come in the house, get cleaned up, put my needles 

in, and dialyze (Craig).  

 

Others did not get as technically involved but helped with machine maintenance and sanitization 

as Joe explains: “My wife helps me clean up after treatment and helps with the weekly cleaning 

of the machine.” 

In contrast, some caregivers reported not necessarily wanting to provide care, but as 

dialysis became part of the natural rhythm and routine of their daily lives, they just started 

pitching in: “He never really wanted me to do anything, but I just sort of saw what he was doing 

and was like, ‘Let me get you this or that. Can I do this to save you more time?’” (Susan).  

As the previous statements reveal, families are eventually transformed into informal 

caregivers when one of their members requires extra care to go about their daily life. In this case, 

most informal care partners were spouses who had taken on the role as part of their marital 
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duties.88 When asked why they chose to become a care partner (formal and informal), several 

spouses pointed to their belief in their marriage vows. While marriage vows can vary across 

cultures and religions, most include a promise to care for one another and many participants held 

to that promise. While some were content and even happy, they could provide care for their 

partner, others felt entrapped by their partner’s illness and the obligatory nature of marriage to 

see it through. These feelings resulted in some partners performing care work because they felt 

obligated to do so just for the sake of the marriage.  

On the flip side, this sense of obligation became a source of anxiety for some patients 

who feared their illness and subsequent treatment would be a “deal breaker” for their spouses, as 

Kate explains:  

I have become acquaintances with another patient I met in clinic and she told me that her 

husband cheats on her ever since she started dialysis. She is mad at him but won’t leave 

him because she doesn’t think anyone else would want her. As a single woman on 

dialysis, is this the type of shit I have to look forward to? 

 

Pauline had not experienced infidelity in her marriage, but recognizing that she no longer 

had the same interest and ability to be intimate, she feared her partner would be unfaithful. 

Despite being unhappy about the prospect of infidelity, she vowed to forgive her partner for fear 

that no one else would want her: “Under normal circumstances I would leave him, but who is 

going to want all of this. If he was sorry, I would just stay with him.” 

 The fear of not being able to find someone was echoed by patients who were single at the 

time of our interview and wondered about their prospects of ever finding love: “I have been sick 

since I was young so I have never had a serious girlfriend. I mean who’s gonna want this?” 

(Ranjit). Some patients, however, viewed home therapy and not necessarily their illness as a 

 
88 Informal care partners typically refer to family members that assist a patient with their treatment as a result of 

informal training from the patient. Due to the fact that they were not trained by frontline staff, they are not officially 

recognized by the program as the official care partner. 
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barrier to finding love and forming a relationship. In fact, it was the basis for some patients to 

reject home therapy: 

A nurse had asked me to speak with two young male patients about home therapy. She 

described them as being in the dating phase of life and they viewed having the machine in 

their house as kind of a deal-breaker. If you’re dating someone and you’re bringing them 

home for the first time and there’s this machine in your bedroom or living room, now you 

have to explain that you have kidney disease and you’re on dialysis. Like there’s no 

hiding it at that point. So, these patients didn’t wanna have their medical life and their 

personal life interact because they thought it would impact their love life. 

 

As evident in Eric’s example above, home therapy changes the dynamics of dating and 

requires the patient to approach relationships in ways that they may not have in the past, as Kate 

explains: 

I have dated a bit since I have been on nocturnal but I mean it’s hard to find. In general 

dating is hard at my age, but now I have this serious thing I would obviously have to 

disclose. I wouldn’t let a guy go on to believe that I was gonna go to Mexico for six 

months of the year or something like that. I can afford it, but the logistics are just too 

difficult. 

 

 With the fear of caregiving being a hindrance to forming and maintaining committed 

relationships, some of the participants framed their expectations of caregiving and obligations to 

provide care for others based on their prior contributions and investments in familial 

relationships. For example, Vince felt it was his duty to help his mother when she fell ill as she 

took care of him and supported his treatment his entire life. On the flipside, Joe felt his monetary 

contributions through his role as the primary breadwinner provided his family with a “good life” 

and thought that it was their turn to “step-up” for him. These examples suggest that reciprocity is 

a major factor in shaping care arrangements within the family. They also help one to understand 

the importance of the dynamics of pre-existing social relationships and how they shape the 

obligations and expectations of patients and their family members when RRT is brought home.  
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Networks of Support 

The concerns patients expressed for the well-being of their family dissipated by the time 

they transitioned home, but did not completely fade away. For some patients their concerns 

lingered and they tried to avoid burdening their family with their care. One of the most common 

methods of mitigating the risk of family burden was the creation and/or use of existing networks 

of support. Although they varied in composition and size, all of the participants formed networks 

of support that included formal and informal care arrangements89. 

 With the focus on patients and their families, it is easy to forget or discount the role of 

formal services in supporting care at home. When a patient requires assistance, they can call their 

primary care nurse who continues to manage the patient’s care once they transition to the home 

and are often the first point of contact for all of the services related to their care.90 For many 

patients, their nurses are a vital branch in their networks of support and they often form 

meaningful and emotionally supportive relationships with them. This is captured by Eric as he 

describes his relationship with his primary care nurse: 

When you spend four to five hours, three to five times every week in a dialysis clinic, the 

nurses become your social network. Some of my first nurses at [the hospital] have been 

my friends for more than 20 years. Like the nurse that trained me, I’m still very close 

with her. Her and her husband even came to our wedding and all that stuff. 

 

Eric’s relationship with his nurse may appear to be an anomaly when compared with general 

health care practices and formal medical relations of care; however, these types of relationships 

were common amongst the participants. Many reported having a close bond with their nurse that 

was more reflective of a friendship than a formal patient-provider care arrangement.  

 
89 Formal care arrangements typically refer to paid health care professionals who provide medicalized care for the 

patient. Informal care arrangements typically refer to the medical and non-medical care that family and friends 

provide for the patient.  
90 Nephrologist, dietitian, technicians, and social worker. 
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 Rejecting the formal/informal dichotomy where health care professionals only provide 

medicalized care and informal caregivers provide emotional support (Barken, 2017), the data 

suggests formal care providers sometimes take responsibility for the patient’s emotional needs 

that are typically met by family or friends. In a similar fashion, families take on traditionally 

formal roles by administering treatments. This was highlighted by Pauline as she described how 

her nurse was able to sympathize and deliver the emotional support she needed:  

My husband never quite got why it was so hard for me to get my needles in. He always 

thought maybe I was doing it wrong, so he called the nurse in. She came on her own time 

because she actually lives close by. She didn’t show me anything new, all she did was rub 

my back, tell me to take deep breaths, and take my time. She knew it hurt [cannulation] 

and just gave me the emotional support and understanding my husband never could and it 

made such a difference for me.  

 

With the experience that comes from administering treatment, nurses have a unique perspective 

that allows them to know what patients emotionally and psychologically need to persevere in 

their treatment at home.  

 It is evident from the data that home renal patients, their families, and formal care 

providers are all involved in what Barken (2017) calls “convoys of care.” Barken builds upon 

Kahn and Antonucci’s (1980):  

convoy model of social relations, which suggests that convoys, or dynamic networks of 

personal relationships, are mechanisms for distributing and exchanging social support. A 

convoy of care includes all the people, including formal and family/friend carers, who 

provide an individual with health care, socio-emotional support, monitoring, advocacy, 

and help with activities of daily living (as cited in Barken, 2017, p. 83).  

 

Some patients constructed convoys of care to support their care needs and to mitigate the 

risks associated with their treatment. Others, however, constructed them to protect their families 

and the integrity of their relationships. Some patients did not want their treatment and its 

demands to creep into their intimate relationships. Many participants attempted to use their 

convoys of care as much as possible to complement or to serve as an alternative to their care 
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partners and/or immediate family members. For example, Eric had a rolodex of family and 

friends whom he trained and could call upon to free up his wife and give her a break. In a similar 

fashion, convoys were constructed by caregivers to help them provide care for others when they 

were occupied with the patient’s care. For example, Pooja constructed a convoy to care for her 

daughter when she was consumed with her son’s treatment. 

 To reconcile their care needs and concerns about burdening others, the patients within 

this study carefully made choices about when, where, and from whom within the convoy they 

received care. In doing so, they were able to maintain a sense of autonomy and independence 

even as they received support from family and friends within the convoy. Similar to the findings 

in existing literature (Barken, 2017; Boeije & Van Doorne-Huiskes, 2003; Gordon, 2001), the 

socioeconomic status of the patient and/or their family was central in constructing the 

composition of the convoys they had access to. For example, the participants who were able to 

successfully coordinate their care and draw on multiple sources of support – both formal and 

informal, public and private, paid and unpaid – occupied privileged social locations and were 

able to use their financial resources to find and/or pay for additional support. Others who were 

from less privileged backgrounds or low-income groups often had no choice but to rely on 

family and friends more than they might have liked to, but were careful to garner support from 

those outside of their immediate household as a way to avoid over burdening their immediate 

family members with their care.  

 Although all of the participants constructed some sort of a convoy with varying mixtures 

of formal and informal care, it is important to point out that the economic resources of the patient 

and/or their family, while critical to the formation of the convoy, do not necessarily dictate the 

quality of the care nor the satisfaction of the patient. For example, Joe had all of the financial 
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resources necessary to completely cover his care needs without ever enlisting his family, but it 

did not change the fact that he wanted his family to be involved in some aspects of his care, 

particularly when it came to emotional support: 

I was jealous of other people that went for training with partners that literally became 

their nurses. I mean, there were some amazing models I saw in the clinic, but I knew that 

wasn’t going to be my possibility. My wife was always around in the house, but she was 

never really part of the dynamics. 

 

As Joe’s comments reveal, there is a fine line between not wanting to burden the family with the 

medical tasks involved with dialysis and wanting their emotional support.  

 In contrast to those with the financial resources or wide circles of family and friends to 

draw upon, some patients constructed convoys of care that were composed primarily of publicly 

paid health care professionals. For example, Lana lacked the financial resources and familial 

networks of support to carry out her own treatment while raising her children alone. As a result, 

she had to rely more heavily on formal supports and the close relationships she formed with her 

renal care team. For example, it was her nurses and nephrologist who secured a stable home for 

her and her children in a community housing complex where the waitlist exceeded years. They 

also helped her secure government benefits so that she could leave her job and still support her 

children financially. As Lana explains, they also went as far as pooling their own personal 

income to purchase Christmas presents for her children one year: 

This clinic save me, like they helped me so much. I’m telling you! Even when I had no 

money, everybody, like nurses, doctors, they put money together and give me an 

envelope of money so I can have Christmas with my kids. I really appreciate them 

because like it’s not just medical, like they were so supportive. Everybody in clinic 

welcome you like family, so I count clinic as a second home. 

 

Regardless of the configuration, for some patients being situated at the heart of the 

convoy and being the centre upon which all care revolved left them with an overwhelming sense 

of gratitude that motivated them to give back. For example, Lana often volunteered to do 
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recruitment work for her regional program. Others who were more financially equipped were 

able to offer loved one’s monetary gifts to alleviate feelings of dependency and guilt as Ranjit 

explains: “I feel bad that mom helps me so much, so I pay some of her bills.” Giving back 

allowed patients to feel more independent and like a contributing member of their convoy. 

Overall, RRT within the home setting requires teamwork as it truly takes a village to 

accomplish this work. As the participants report, the work involved is far more elaborate and 

complex than what is communicated in the ORN’s recruitment literature as well as by those on 

the frontlines. Therefore, patients must engage, construct, and rely on various networks of 

support in order to successfully dialyze at home and thrive on this form of treatment. 

Reproductive Resilience  

In spite of medical advancements and new technologies like HNHD that have been 

revolutionary in their capacity to extend the life of a renal patient, ESRD continues to be a 

deteriorating condition without a cure (Kierans, 2005). In the absence of a cure, HNHD has been 

positioned as the “next best thing” to a kidney transplant. As a result, HNHD is framed as a 

transitional therapy by the ORN that follows a linear progression towards a calculated outcome. 

This has served to construct transplantation as the “final round” in a fight that only ends when 

the patient metaphorically retires from fighting or gets “knocked out” by the disease. The idea 

that transplant will offer some finality is inaccurate and misleading as one nurse describes: “It’s a 

treatment, not a cure! I wish that was clearer to patients” (Isabel). The constant risk or more 

appropriately, the inevitability of failure is yet another form of trauma that patients and their 

families must contend with as Eric explains: 

My nurses and I had a goodbye party on what was to be my last day of dialysis. I was 

devastated when my father’s donated kidney failed less than 48 hours after transplant. We 

tried again with a kidney from my cousin a few years later and it failed before I left the 

operating room. Until they can find a way to transplant me, this is it for me.  
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With transplantation positioned as the ultimate goal within a context where they are rare 

and not guaranteed to all those who may want one, many patients were attracted to HNHD 

precisely because it was offered as the next best thing to a transplant. Some patients even 

reported that HNHD was better than a transplant because it eliminated the likelihood of failure 

that can occur during the transplant process and had less consequences if it failed.91  

The fear of failure in all its forms was a common concern amongst the participants. 

However, there was a significant portion of patients who specifically feared the emotional fallout 

of having to return to dialysis in the event their transplant failed: “If I went through all the hoops 

to get a transplant and it failed that would be a real piss off. To go away and then have to come 

back to it, is not something I want to do” (Joe).  

Despite having to endure the treatments and the physical sensations that come with it, 

none of the participants were interested in having a transplant at the time of our interview. What 

was particularly remarkable is that a transplant was the ultimate goal for their care partners. If 

one had to surmise as to why there was a divergence of goals, the data reveals that the goals were 

rooted in bodily sensations and emotional responses to those sensations. For example, many care 

partners reported a great sense of sadness and even anger at having to watch their loved one 

suffer not only from the disease but the daily infliction of pain that comes with self-cannulation. 

The patient, however, can reconcile this pain and the restrictions on their daily lives because it 

offers them some stability in contrast to the risks that transplant failure might pose to their 

mortality. Without the lived experience of doing dialysis, well intentioned care partners and 

family members have difficulty understanding why patients would not want to take the chance in 

 
91 The development of comorbidities is more likely after a transplant due to immune suppressant drugs. Although 

failure is possible on HNHD, it is perceived to be a lower risk by the participants.  
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order to gain greater freedoms: “I tell my mom all the time I want to give her my kidney. I can’t 

watch her do this anymore, what kind of life is this? I don’t want her to suffer” (Tina).  

Patients, however, had very different perspectives. Having undergone three transplants in 

his life, Vince explains why he is wary of another one: 

If I get another one, there’s a good chance it will fail. I’ve had three and each time my 

immune suppressant drugs have to increase. I will literally have no immune system and I 

could get something else. I’m fine with this. I have been doing it now over 20 years with 

very little issue. If I did do a transplant, it would not be for me, it would be for my family.  

 

Like Vince, James was wary of a transplant and was only willing to do it when he was older and 

closer to death to avoid the trauma of failure: 

I am 50 now. Transplants only last about 10 years. If I’m lucky, I’ll be 60 when it fails. 

At 60, I’m not gonna go back on dialysis and do all this work. If I get a transplant and it 

fails, I’m just gonna die. So, I don’t wanna to do it now because I’m not ready to die.   

 

Whatever the trajectory of treatment, the reality remains that there is no cure and no freedom 

from treatment of any kind. As a result, renal “patients are always positioned and motivated by 

what is to come and what has been: the unpredictability of the future and the fears of returning to 

the past” (Kierans, 2005, p. 351). 

 To cope with the reality of there being no end to treatment, patients must grapple with the 

nature of their disease and the demands of their treatment all within the biomedical context of the 

ORN’s survivor-thriver narrative. According to Frank (1995), stories of illness are commonly 

structured around culturally available ideal types that facilitate the packaging and presentation of 

our experiences of illness as well as our expectations. In this sense, the ORN’s survivor-thriver 

narrative operates through modern medicine’s quest for a resolution, but it is complicated by the 

reality that there is no cure in this case. As such, the function of the survivor-thriver narrative is 

to orient patients towards treatment interventions that are organized around specific outcomes 
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and “endings” (Frank, 1995). In this case, home-based care where the patient’s health stabilizes 

to a point where they can thrive: be independent, productive citizens who participate in daily life. 

 Embedded in the ORN’s survivor-thriver narrative is the expectation that patients will 

embrace HNHD as a means of restoring a sense of normalcy in their lives. For example, the 

survivor-thriver narrative tells the neat and tidy story of a patient who falls ill, their world turns 

upside down, they enroll in home therapy, and after a period of adjustment all is well as they 

thrive from the benefits of this modality of treatment. The experiences of the participants, 

however, contradicted this narrative and progression of events. This is not to suggest that some 

patients were not thriving (many were), but to acknowledge that their experiences were different 

than those laid out in the narrative. Instead, their daily lives were dominated by repeated 

episodes of physical pain and discomfort, as well as unpredictability and uncertainty.  

In addition, most patients were fully aware of their own personal transformations after 

their diagnosis and enrollment in home therapy. All of the participants declared they were no 

longer the person they once were, and felt their “old life” was gone. While many had varying 

degrees of approval of their new self, what is clear from the data is that their personal accounts 

of being a renal patient articulate multidirectional stories rather than linear progressions towards 

climatic happy endings. Instead, as the patients recounted their battles with ESRD and their 

transition to home therapy, I sensed the painfully profound lack of an ending that is brought to 

bear by the reality that there is no cure (Kierans, 2005). As Joe points out, “there’s people living 

for 30, 40 years [on dialysis],” and this changes the dynamics of how one mentally copes on a 

day-to-day basis. The daily grind of home therapy, its consistent side effects, and the 

inevitability of transplant failure, intensified the emotional and mental struggles that characterize 
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their battles. Despite the many benefits HNHD offers patients and their families, for all of the 

participants, it denies a resolution and is yet another round in an endless fight (Kierans, 2005).  

Evidently, ESRD is characterized by its capacity to alter the present as well as the future. 

Despite having their treatment front and centre in their daily lives, most of the patients I 

interviewed do not view themselves as “sick” and/or dying. This is particularly ironic given that 

dialysis is a form of life support and without it, patients will die. What is unique about dialysis 

particularly HNHD, is that it has the ability to return patients to a “stable” state of health so that 

they are not always in a permanent state of illness in a way that a patient on a ventilator may be 

for example. Instead, what is seemingly permanent for the renal patient is the persistence of 

rupture and change (Kierans, 2005). However, because most patients do not view themselves as 

sick, they tend to associate this persistence of rupture and change to their treatment and not 

necessarily their disease.  

The disruptions that ESRD and dialysis impose upon daily life often leave patients 

feeling like they have little control over their lives. Although the participants have the autonomy 

and freedom to dialyze when and for how long they want, they have very little choice over when 

they visit a hospital for check-ups or to deal with complications. It is a challenge for many 

patients to arrange and juggle the demands of routine clinic visits, supply deliveries, and machine 

maintenance to minimize their absence from employment or other daily activities. For many 

patients and their families, the biggest hurdle to overcome upon enrollment is adjusting to the 

unpredictability of the disease and its response to treatment. This was captured by one patient 

who likened home dialysis to riding a wooden rollercoaster: 

If you have ever ridden a wooden coaster more than once you know what to expect, but 

sometimes it’s a bit faster, you bounce around more. And that is because the conditions 

are different for every ride although track is the same. That is what dialysis is like. One 

day everything is good, then your needle falls out during treatment and you bleed 
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everywhere. Or you miscalculate your weight, take out too much fluid, and you’re getting 

cramps and feeling dizzy. I mean its routine, but man can it be different (Vince).  

 

Recognizing the unpredictability that exists with ESRD and its treatment, patients have to 

reconcile and accept the reality that their success on home therapy depends upon their ability to 

expect the unexpected and be ready to respond: “Life on dialysis is always full of uncertainty. I 

don’t know what tomorrow will bring, but I just persevere, I continue to move forward, and I 

deal with each challenge as it arises” (Eric). While these challenges are not specific to HNHD,92 

being at home and having the support of family helped some patients persevere:  

Believe me, it’s not all rosy, you don’t go in the room every night and the machine’s 

always perfect and your arm’s always perfect, and your attitude’s always perfect. There’s 

issues! And so, some nights are not as good as others. But now you’ve got a partner who 

is there sharing it with you. And we got through it as a family (Craig). 

 

Constructing the “Right” Mindset 

 

 As the participants describe the impact of their illness, transition to home therapy, and 

everyday experiences of performing their own treatment, it becomes clear that the linear stages 

of treatment and specified outcomes of care constructed by the ORN through the survivor-thriver 

narrative are not realized by most patients. The unpredictability and uncertainties of renal disease 

combined with the unexpected emotional, psychological, and social outcomes of home-based 

care, contribute to these differences in experience with the survivor-thriver narrative and its lack 

of acknowledgement of the mindset that patients must have to actually thrive at home.  

The biggest challenge that most of the participants faced were psychological in nature. 

Although the ability to gain the necessary knowledge and skillset are vital to performing RRT at 

home, many participants attributed their long-term ability to commit and continue with treatment 

to a particular mindset. As one patient so strikingly said: “It never ends until it ends” (Pauline). 

 
92 In-centre patients must contend with these challenges too. 
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To reconcile the reality that the care work involved with one’s daily reproduction is until “the 

end” is a significant and ongoing battle for most patients. As such, most reported that they had to 

take it one day at a time and focus on the task and challenges in front of them: 

If I sat there and was like, “oh my God, tomorrow I gotta do this, or next month I got that 

test or whatever, I’d lose my mind! I had to stay in the moment and just focus on getting 

through the treatment, get through the night, and little-by-little you adjust (Joe). 

  

As patients spoke about having the “right” mindset for home therapy, they did so in ways 

that suggested this mindset was individually constructed. However, I would argue that this 

mindset is collectively built. Although home dialysis is marketed as a form of self-care, my 

findings demonstrate the opposite. Collective self-help, cooperation, and the development of 

informal social networks (Rose & Lentzos, 2017) or convoys of care demonstrate the formation 

of collective resilience. For example, many patients reported suffering from anxiety and 

depression during their transition to home therapy, with some patients experiencing symptoms 

that were so intense that they wanted to quit. The common factor for conquering the emotional 

and psychological fallout of their transition to home therapy for most, if not all of the 

participants, was their family. Like fighters in the ring who get knocked down, their families 

were there in their corner encouraging them and helping them to get up and fight another round. 

What was an incredible source of worry prior to enrollment was an incredible source of strength 

and perseverance once they got home: 

Quite frankly I thought I was protecting my family from kidney disease by keeping it 

private. But it doesn’t take you long to realize that when you get home, that people at 

home love you a lot more than the people at dialysis do. 

 

Many patients shared Craig’s sentiments and the use of “we” was a prominent way to describe 

treatment within the context of the family home. For example, many care partners made 

statements which suggest that treatment was a shared responsibility and not one the patient  
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shouldered alone: “we dialyze at night;” “we have many appointments;” “we don’t think 

transplant is an option for us.” 93 

 For patients who lived alone, did not have supportive family members, or simply were 

more independent in their care, the inevitability of the disease “winning” was dealt with by being 

active in their treatment. For this group of patients, they really seemed to have bought into the 

survivor-thriver narrative and wanted to be active in their treatment. Thus, the need to do 

something, to not go down without a fight, was a central component of the mindset that many 

patients described in their interviews: 

I was determined to not just be passive in this process even though they couldn’t do 

anything to stop my kidneys from failing. So, I hooked-up with a medical herbalist and 

she said, “You work with me and you will never have to see a dialysis machine.” 

[Laughter]. I was ready to buy in because I had nothing to lose. So, for $500 a month she 

wrote down my symptoms and she would make a compound. And I would take this stuff 

and then I would go back next month. I gotta say I felt better, but my lab results were 

getting worse. I wasn’t experiencing any debilitating symptoms that really got me 

worried and I have to attribute that to her to some degree. But over two and a half  

years, it just got to the point where my kidney function was ready for dialysis. But I 

really bought into this natural stuff at the time, I had to! (Joe).  

 

Although home patients know their efforts are not improving their condition and simply 

propping them up from round-to-round in a fight where they know the outcome is fixed. Being 

active in their care helped them cope with the reality of their illness and distract them from their 

mortality. As they physically started to feel the benefits of the treatment, many felt a sense of 

accomplishment, a sense that they had won a round. They were optimistic about the rounds that 

lay ahead because they had witnessed their ability to fight and to keep moving forward even 

when they were knocked down or backed into a corner.  

 
93 This was most common amongst spouses, although parent-child duos use the language of “we” to describe their 

care arrangements. Children of parents who dialyze at home but are not their care partner, tend to distance 

themselves from their parents’ treatment by using phrases like “dad’s treatment.” Although they may help their        

parents, their care work is not viewed as a personal responsibility or as part of their identity in the way that it 

appears to have for spouses or parents who act as care partners. 
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Part Three: Seeking Support   

From the stories that were shared during the course of this study, it is clear that there are 

limits to what can be expected from patients and their families. Although some of the 

participants had adjusted well to home therapy and built intricate networks of support, there were 

strong calls for additional support. The type of support needed and wanted, however, was 

different for each group of participants. Patients reported an immense desire to be understood, to 

have another person validate and exchange their experiences and thus longed for comradery with 

other home patients.  

The isolation of the home environment can be a very lonely place. While the home has 

many benefits, there is a loss of contact with the people who know what it is like to be a renal 

patient, who know one’s pain and the work it takes to survive and thrive on this regimen of 

treatment. It is from this group that patients were searching and longing to belong: 

Dialysis becomes your social circle when you are in-centre. One of the things that people 

think about when they think they’re gonna dialyze at home is, “I will have no friends, 

because all of my friends are at dialysis.” And so, people get a little bit of the social fear 

that they’re gonna be isolated. You know, your beer buddies don’t understand the way 

your dialysis buddies understand. So really the best support group on the planet is in the 

waiting room while you’re waiting to go into dialysis. If you listen to the conversations, 

it’s everybody sharing about what’s going on in their dialysis life. Everybody talks to 

everybody. They know everybody, they know who is missing. It all happens in the 

waiting room. But once you go home, it’s just you and your immediate partners. 

 

Like Craig, many patients experienced a loss of comradery when they transitioned home 

and expressed a desire to recreate the same dynamic with other home patients: 

I’ve been asking the hospital, like we know there’s other home patients. We see them at 

the hospital but we don’t know how they’re living at home or what their situation is like. 

All I want is to know somebody that’s like me. Right now, we have a patient faculty 

advisory council that happens once a month at the hospital, and we just kinda talk about 

the patient experience and we have a nephrology person sitting at the table. But I feel like 

that’s more in-centre talk, cuz it kinda improves the hospital itself, it doesn’t do anything 

for home patients. I wish there was one just for home care, just home dialysis patients to 

meet and talk (Ranjit).   
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Although there are some opportunities to meet within the hospital, Ranjit longed for a connection 

with other home patients outside of a clinical setting: 

When I was at [the children’s hospital], we used to have dialysis camp and I went for like 

five years in a row. That was better than these group meetings with doctors and 

everything cuz you saw kids your age from all over Canada coming to this camp. And for 

me it was just like, “Holy, there’s other kids.” You talk to them, get their e-mails. It was a 

good experience. But being in a chair, talking to somebody in the clinic versus being 

outdoors by the water, campsite, and stuff, it’s a different vibe. You’re more of a normal 

kid, nothing’s holding you back. When you’re sitting in the clinic talking, you have a line 

coming out. Blood flowing in and out of yourself – It’s just that whole mind thing again. 

 

Overall, most patients wanted a forum to find and connect with other home patients and 

felt it was something that was lacking in their home programs:  

As human beings, we come from a tribal background, it’s like DNA. Yet in the modern 

world the individual is the paradigm. The individual is the basic unit and its bullshit! It’s 

part of what’s causing anxiety and alienation and stress to go off the charts, so anything 

you can do to bring back smaller group interaction is huge. I mean it would be amazing, 

just simple sharing without judgement. But they don’t have anything like that (Joe).   

 

 Like patients, care partners also expressed a desire for additional support but their wants 

and needs differed from patients due to the fact that their role was often to absorb the care work 

that both the hospital and the patient offload. As a result, many reported wanting more help with 

the work of dialysis itself: “Once a month, somebody should come and help us clean. Just check 

on us, help us with small things.” Madison shared Pooja’s sentiment and simply wanted help so 

she could have a night off: “Even if somebody comes and hooks him up and takes him off. That 

would give me a night of sleep.”  

It is evident that the vast amount of work, its long-term nature, and the uncertainty of 

their loved one’s health took a great toll on many care partners. At the present time, mental and 

emotional support through social work and psychiatry are used in some programs to address the 

mental health needs of the patients. This support is not standardized across the province and the 

type, amount, and duration of support patients receive vary from program-to-program. What 
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appears to be standard, however, is that renal programs do not offer resources for care partners, 

although all of the care partners that were interviewed wanted this support to help them cope 

with the mental and emotional demands of their caregiving. While some programs offer respite 

care94 to help alleviate caregiver burden, it is often for short intervals of time and does not 

address their emotional or mental health needs or reduce the demand for their care. Instead, it 

simply changes the tasks involved in caregiving. For example, when the patient returns in-centre, 

care partners may still have to transport them to treatment or worry about the greater risks of 

crashing because the dialysis prescription is now changing.95  

Unlike patients who could potentially meet their peers while they are training or 

attending clinic, care partners had a harder time finding someone to understand their unique 

experience as Madison explains: 

I kind of internalize a lot. I’m just not good at reaching out. Like I just don’t know other 

people like me and I don’t want to burden people with something they don’t know about. 

I mean people can’t understand, it’s such a very unique situation that we live in. People 

tell me all the time, “Oh, it will get better.” No, it won’t!  

 

The importance of having someone that understood the specific challenges of home 

therapy and could validate their decisions as a caregiver was crucial to many care partners as 

Pooja explains:  

I think it would’ve been helpful when we go home to know somebody who was going 

through same thing and we could talk. But my son was the first one to go home, so like 

when we train for home, we didn’t know what to do, where to go.  

 

Some care partners, however, only wanted to connect with others if they had similar experiences:  

The program doesn’t really offer any resources for care partners specifically, like 

counselling, or support groups. At least I don’t think they do, but I’m not one that begs 

for a lot of support. But there have been times where I’m like, “Oh my gosh, like can 

there not be somebody else that’s in this situation that I could talk to?” If there was, I 

would talk to them but I’m pretty particular. Like if it’s somebody I can’t relate to, like 

 
94 The patient can return in-centre for short periods of time to give themselves or their care partner a break.  
95 Four hours, three times a week versus eight hours, six times a week.  
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an 80-year-old who has different struggles as a caregiver, then I can’t really relate to that 

and I’m not one that’s gonna sit in a room and give a woe is me story and wanna hear 

somebody else’s. So, if I knew of somebody that was in my situation, that I could lean on 

for support, absolutely that would be great, but it’s just not there (Madison).  

 

 Overall, there was a sense that both patients and their families felt alone. Although both 

groups had each other, their experiences as well as their source of sadness and/or disconnection 

was different. Each group wanted their own social circle of understanding and believed that peer 

support would help them feel less alone, give them validation, but most importantly the 

emotional support they desperately wanted and needed.  

 Although the role of the ORN is to accommodate the health care needs of patients, and 

arguably mental and emotional well-being are part and parcel to that. The current medical model 

in Ontario under which the ORN operates is mandated to address medical needs that are 

“necessary,” that is, those that are acute and of a biological and physical nature. As such, it is not 

the ORN’s responsibility to respond to these specific calls for support. However, ORP II 

recognized that peer support can offer benefits to the patient, while also reducing attrition and 

enhancing enrollment. Thus, the ORN has piloted an online support forum where patients can 

access videotaped messages of patients talking about their experiences. As well intentioned as 

this resource may be, it is accessed individually, often in isolation. It does not offer the 

opportunity for exchanges between patients or care partners, nor does it provide a platform to 

meet new people and form relationships. The videos as well as the website’s written content are 

carefully vetted by clinical experts and policymakers (ORN, n.d.h). The stories are primarily 

positive and may not reflect the everyday struggles that participants want to discuss or vent 

about. Furthermore, they do not address the specific needs and wants that the patients and their 

care partners have described above as they lack the vital component of human interaction. 
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Conclusion  

Based on the data, most renal programs provide training and ample information about the 

biological and technological processes involved with dialysis. To be properly informed about 

home-based care, however, there is a vast amount of knowledge – some of which is anecdotal – 

that patients must know: the likely stresses and strains of providing care; the likelihood of having 

to forgo work and other pursuits outside of the home; the impact of visiting technicians and 

health care providers on family privacy; the familial impact of reconfiguring and repurposing 

household space to provide care; and the out-of-pocket costs (Arras & Neveloff-Dubler, 1994). 

This is not to suggest that recruitment literature and informed consent conversations should 

dwell disproportionally on the possible and probable burdens of providing RRT in the patient’s 

home, but there should be a balanced presentation of both the benefits and burdens of this 

modality of treatment that extend beyond the biological processes of the body. As it stands now 

in the ORN’s four pathways to care, patients are the only party to partake in these discussions. It 

is not until they have made a modality decision that the family is required to be part of the 

discussion and in this instance, only at the patient’s discretion. While patient autonomy is 

important to maintain, especially when it comes to self-care, the data has demonstrated that 

HNHD is designed to incorporate and depend on the caregiving practices of a care partner. As 

such, the ORN must expand the conversation to include the family earlier in the process, as it is 

the family and one member in particular, who enters care with the patient. 

Caught in policy debates regarding the renal climate of crisis, patients and their families 

often struggle with the responsibility to respond to the immediacy of their needs over a long 

period of time, within the context of a system that is overwhelmed and currently in-flux (Martin-

Matthews, 2015). The practices, procedures, rules, and regulations forged by the ORN and 

implemented by regional programs, enter the most intimate and private areas of the patient and 
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their family’s personal space. Therefore, it is important that both patients and their families are 

aware of the socioeconomic and emotional impact of hospitalizing the home and what that could 

mean for the daily reproduction of the patient and the entire household unit. 
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Chapter Seven: It’s a Full-Time Job: Productivity, Care Work, and the 

Division of Household Labour 

The ORN’s roll-out of the home-first strategy in ORP II demonstrates the Ontario 

government’s deployment of neoliberal policy objectives that emphasize individual over 

collective responsibility for the provision of renal care. Through the construction of home-based 

models of care that are meant to divert new patients and transition existing ones from 

institutionally-based models of care; patients and their families are tasked with a significant 

amount of work. This work lightens the workloads of frontline health care workers within 

clinical settings, helps to expand the capacity of existing renal care systems by freeing up chairs 

in-centre, and reduces the state’s costs associated with their treatment.  

In spite of the clear governmental downloading of costs and care work to the household 

level, proponents of HNHD have devoted little attention to the out-of-pocket costs or the work 

patients and their families incur. As a result, the ORN’s “win-win” framing of home therapy only 

provides evidence to support one side of the equation. As it stands, the ORN’s “win-win” 

framework depicts a smooth and efficient exchange of labour that allows complying patients to 

gain greater freedoms and health benefits. It fails, however, to address and make visible the costs 

and countless hours of invisible work that go into producing and reproducing the “thriving home 

dialysis patient” that illustrates the majority of the ORN’s recruitment literature and videos. This 

chapter attempts to highlight this work by examining the shift in service provision from the 

hospital to the home and the economic implications of this exchange. It begins with a discussion 

of the out-of-pocket costs patients and their families incur and the labour they must perform as a 

result of their enrollment in home therapy. The chapter then examines how dialysis work 

reshapes the division of labour within the household and the roles of various family members.   
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The Cost of Renal Care  

Ontario has declared dialysis to be a medically necessary form of care and fully covers 

the cost of treatment through OHIP. However, “the provision of life-sustaining chronic dialysis 

is extraordinarily resource intense in a patient population with poor overall health outcomes” 

(Komenda & Sood, 2009, p.198). As a result, issues related to costs, “health care policy, and the 

practice of specific health care providers… interact in a complex fashion [and dictate] how 

dialysis is to be delivered,” (Komenda & Sood, 2009, p.198) sometimes irrespective of medical 

data which indicate the necessary parameters of patients’ care needs. 

According to Hodge (2015), time is the most significant determinant of dialysis efficacy 

as it replaces the function of a human kidney which constantly operates while healthy. The 

typical regimen of three, four-hour in-centre sessions per week, does not reflect a medical model 

based on optimal health outcomes, but one that provides minimal care that is responsive to the 

capacity and cost challenges that exist within the health care system. As a result, only 42% of 

patients who undergo in-centre regimens of care, survive five years after commencing treatment 

(Gravitz, 2023; Krahn et al., 2019). In order to address the inadequacies of in-centre care, Dr. 

Robert Uldall at the Wellesley Hospital in Toronto, Ontario developed the HNHD model to 

improve the health outcomes of patients by increasing both the time and frequency of dialysis 

through a home-based model of care (Pierratos, 1999a). The success of the model demonstrated 

the superiority of home-based care due to the time and frequency of treatment which today 

results in a five-year survival rate of 80% (Krahn et al., 2019). While this model was based 

purely on medical data, policymakers saw the system-wide potential to use this model to offset 

costs while providing optimal care. From a policy perspective, the transition to home therapy is 

regarded as a “win-win” for all involved parties. 
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Cost to the Health Care System 

 On the governmental side of the equation, home-based renal care presents many 

opportunities to enhance the capacity of the current health care system and offers significant 

reductions in the costs associated with renal care. The biggest difference between in-centre and 

home-based care is the time and frequency of treatment. In the home-based model of care, 

patients dialyze more frequently and for a longer duration of time, consuming more supplies and 

energy, yet there are several sources of data96 that claim home dialysis is significantly cheaper 

than institutionally provided care. Many of these studies are specific to one location and are 

difficult to interpret and compare as labour, utility, and supply costs vary. Despite these 

limitations in the data, the Ontario Auditor General’s 2019 report estimates that the mean direct 

health care cost for a dialysis patient in a hospital or clinical setting in the first year of treatment 

is $140,000 (Lysyk, 2019) compared to $84,189 for home dialysis (Krahn et al., 2019).97 

Although there is considerable variability in analytic approaches and their results, it is generally 

accepted across all sources of data that when patients self-dialyze at home, the costs borne by 

their renal program are reduced due to lower staffing and overhead costs (Nickel et al., 2017). By 

transferring the location and the social actors performing the treatment, patients and their 

families absorb many of the governmental costs associated with their care.  

In addition to the direct costs of dialysis, many renal patients are unable to participate in 

paid work due to their illness and demands of treatment. As a result, they extract a high 

percentage of non-medical governmental resources in the form of employment insurance and 

disability payments. As patients enroll in home-based care and dialyze more frequently, the 

 
96 Governmental, non-profit, and academic. 
97 In subsequent years the estimated cost is $64,214 for in-centre care and $39,236 for home HD. The difference in 

cost reflects access surgeries and in the case of home-based care, the cost of the dialysis machine and home 

renovations which are non-factors after a patient is set-up at home (Beaudry et al., 2018; Kitzler & Chun, 2023). 
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medical data indicates that they often return to an improved state of health which might enable 

them to return to “normal” daily activities such as paid work (Hodge, 2015). From the 

perspective of policymakers, it appears that home-based care has multiple advantages for both 

the patient and the governments that fund their care. However, what is missing from data is the 

actual costs that are transferred to the patient and an account of the work they absorb.   

Cost to the Patient 

In the case of home-based care, OHIP covers the cost of home renovations related to the 

installation of dialysis equipment, the dialysis machine, monthly supplies and their delivery as 

well as technical support, maintenance, and repairs. Despite this extensive coverage, there is still 

an economic burden placed upon patients and their families related to the daily performance of 

their treatment at home. These expenses are rarely examined or discussed by the ORN or other 

sources of data. As a result, the costs borne to the patient and their families are largely unknown 

and not accounted for in provincial costing measures. Instead, the reduction in governmental 

costs remains the focal point of inquiry and limits the financial data that supports the ORN’s 

win-win framework. This is because the financial data available only represents estimated 

savings related to a patient’s withdrawal from in-centre care and does not account for the total 

cost of caring for a renal patient at home. As it stands, provincial costing models exclude vital 

expenses that patients incur such as home utilities, transportation, and caregiver costs (Beaudry 

et al., 2018). As a result of these exclusions, the ORN’s win-win framework overlooks how out-

of-pocket expenses can pressure patients and their families to reconfigure their productive and 

reproductive labour to mediate these costs.  

 The downloading of labour and utility costs to the patient is advantageous to the ORN 

because they help to offset the staffing expenses and operating costs of in-centre care. To some 
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extent, the patient incurred expense of paying for water and electricity is offset by being spared 

the time and expense associated with travel to and from in-centre care three days per week, 

which is estimated to cost the patient between $1,400 and $2,500 per year (Nickel et al., 2017; 

Lysyk, 2019). Despite the convenience of not having to travel in-centre and cover transportation 

costs, an Edmonton-based study estimates that home dialysis patients incur $420 to $1,269 per 

year in extra utility costs alone (Nickel et al., 2017),98 with HNHD patients on the higher end of 

the spectrum due to the high frequency and long duration of their dialysis prescription. While at 

first glance it may appear that the trade-off in costs is reduced for the patient, they still have to 

travel in-centre for training, check-ups, and issues with their treatment. For patients, particularly 

those whose travel costs are minimal, the added expenses raise the question of equity within the 

renal patient population.  

 In some cases, the out-of-pocket costs of home-based care may be a legitimate barrier to 

its uptake, particularly for patients on a fixed income. The ORN has recognized this barrier and 

attempted to address it through the creation of the Home Utility Grant (HUG), which it rolled out 

in 2017 (Lysyk, 2019). The grant is intended to offset the patient’s utility costs when conducting 

their treatment at home. Each payment is customized to cover the cost of a patient’s prescription 

and is calculated based on a number of factors including the average electricity costs across the 

province, each patient’s municipal water rate, and the proportion of time the patient is on dialysis 

during the reimbursement period (ORN, 2018e). Patients must register for the grant through their 

home program and once approved, they are reimbursed for their out-of-pocket utility costs 

biannually (ORN, 2023a). Although the creation of the HUG is a step in the right direction, its 

 
98 There is substantial variability in the annual cost of utilities across Canada and across the province of Ontario. For 

example, a patient in rural Ontario on an unmetered well may incur much less than a person living in Toronto paying 

municipal water rates for the exact same prescription. Likewise, the person living in Toronto may pay much less in 

terms of travel to and from in-centre care due to the proximity to clinical settings and the options of public transit.  
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biannual payments can make it difficult for patients and their families to manage the increased 

costs on a month-to-month basis which has led to some criticism of the program:  

We ask our patients if they want to enroll in that program, but to be honest from the first 

cheques that we know were distributed, there’s great variability. The highest amount to 

go back I believe was $1,500 and the least amount was $300. It’s not explicitly clear how 

the government is calculating these amounts, but we think it has to do with water delivery 

in our area. There is a great variability and some communities are more expensive. We 

have a lot of patients actually on their own well so they don’t have to pay for water, they 

just have to pay for waste. But overall, in my opinion, they’re throwing nickels and dimes 

at people to pay for things that are hundreds, if not thousands, of dollars. From what I 

have seen and heard from patients is that their utilities have doubled. And so, it’s not 

uncommon for a water bill to be over $200 a month where it used to be a $100. Giving 

somebody $400 a year to cover that is not gonna cut it. So, if a patient is having trouble 

paying their bills each month there are no other resources for them within our program to 

help with that. We could tell them, maybe you could reduce your treatments at home, but 

you’d still have to come in-centre for the extra runs that you’re missing. But then you got 

the cost of gas and parking on top of the utilities (Kathy). 

 

Although the HUG is still in its early stages and has issues in terms of the financial 

support it is able to offer to patients, prior to its inception, patients and their families were left to 

mediate the out-of-pocket utility costs on their own. For some patients this led to a significant 

amount of work, as Kate explains: 

It costs a lot to do home dialysis. I was lucky where I live because we were unmetered 

but unfortunately my municipality switched to metered watering just when I started this 

whole thing. When I got my first bill I was like, “Oh my God!” So, I did write to them 

[the municipality]. I had researched it and I found a dialysis patient who was a lawyer in 

Ottawa. He had written to the municipality and they gave him a reduction in water. So, I 

provided the amount of water consumption the machine would use, the amount of time I 

was doing it, the literature from this lawyer, and I made my request with a cover letter. I 

was lucky and the municipality reduced my bill significantly, but if I didn’t do all this 

work, I would’ve had to foot the bill myself.  

 

 Besides utilities, there are many costs that are not mediated by the ORN and require the 

patient to put in a significant amount of work to get settled. For example, all home programs in 

Ontario cover the initial cost of home renovations to install dialysis equipment; however, if a 

home’s infrastructure is unsuitable or additional renovations need to be completed to 
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accommodate the hook up of dialysis equipment, patients have to cover those expenses.99 In 

addition, the day-to-day operation of dialysis equipment produces a large amount of medical 

waste and depending on the municipality, this can lead to extra expenses, as Pauline describes: 

I know this isn’t a huge expense, but if you consider the time and effort I have to put into 

getting rid of the medical waste I use, it’s actually quite significant. So, each treatment I 

use two jugs of solution that are the size of those large vinegar bottles [3-4L]. 12 of those 

per week go in my blue box for recycling but with 12 jugs, my blue box fills up and I 

used those clear recycling bags which my municipality has told me are not allowed. So, I 

have to take a string and tie them up if I want them picked up at the curb, otherwise I 

have to drive to the dump and pay to dump them! 

 

Similar to Pauline, Lana’s home ownership status led to additional out-of-pocket expenses:  

I live in [community housing] and the landlord said no to the modifications that I need to 

set up dialysis. But doctor spoke to my case worker and explain I need this treatment to 

live and landlord agreed, but he want me to buy special home insurance. They wanted me 

to get insurance for like five million! I said to the hospital, “that house not even worth 

$200,000” [Laughter]. The landlord wanted protection in case something happened, like 

water leak or something, but based on the townhouse where I live, most I could get 

coverage for was like one million. Plus, I don’t have the money to pay for five million 

policy, I cannot afford that. So, the hospital really helped me with the landlord and got 

him to agree to the one million coverage, but it was still more expensive than what I pay 

before and I had to pay that by myself. 

 

 Despite the attempts by the ORN to reimburse some of the out-of-pocket costs that 

patients incur, there are many costs that are not accounted for within their reimbursement models 

and it is up to the patient and their families to mediate these costs. This mediation results in a 

significant amount of work on part of the patient which raises considerable questions about 

equity within home renal programs. For example, privileged patients may simply be able to 

cover the extra expenses without any impact on their financial well-being or significant time and 

effort on their part. However, some patients like Pauline and Lana (quoted above) may spend 

countless hours negotiating with various organizations and municipalities to mediate the cost of 

 
99 For example, a patient may have to move to a more suitable home and cover the cost of moving. In less extreme 

cases, some homes may require retrofitting to meet the needs of the dialysis equipment and the patient would have 

to cover those costs (i.e., installation of water purification system; upgrading electrical panels, etc.). 
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their care without a coordinated response or standard of support. In fact, many patients reported 

that they had to rely on the kindness and compassion of various social actors within multiple 

governmental offices to grant their requests for financial assistance. While these patients were 

successful, outside of the HUG, the ORN has not mandated a coordinated response concerning 

many of the cost’s patients incur. This has meant government and non-governmental officials 

can determine whether a patient receives financial assistance and if so, how much, and this raises 

serious equity issues amongst home dialysis patients.  

Work Realities of Patients and their Families  

 The movement of dialysis to the home is framed by the ORN as an empowering choice; 

one that allows the patient to control and organize their treatment according to the rhythms of 

their daily lives. As a form of social reproduction, RRT must be integrated into the household’s 

existing reproductive workloads. The essential nature of RRT to support human life has meant 

that there is a significant exchange of work from frontline health care workers to the patient and 

their families. In fact, all of the participants within this study view home dialysis as a “full-time 

job” although at the policy level and within some of their social circles, the work involved is 

often rendered invisible. Part of the invisibility stems from the societal understanding of “what 

counts as work” (Star & Strauss, 1999, p.12 as cited in Bruni et al., 2019). For example, some 

knowledge and skills are immediately recognized as formal work while others are neglected or 

relegated to the background. “In other words, what counts as work is a matter of [location], 

categories, definitions, expectations, and cultural assumptions” (Bruni et al., 2019, p. 2).  

 In the particular case of renal care, the visibility of the work itself does not negate the 

time and effort patients and their families devote to their care once it is transferred to the home. 

It also does not nullify the amount of labour required to carry out this work or the governmental 



284 

 

costs that are reduced through this exchange of labour. It does, however, help to obscure the 

governmental downloading that is built into home renal programs which allow governmental 

bodies like the ORN to exploit the relational aspects of the labour involved in home-based 

dialysis. For example, when a nurse administers dialysis to a patient in a clinical setting, that 

exchange of labour is formally recognized as work and is compensated with pay. However, when 

a spouse or parent administers the same treatment within the confines of a private household, it is 

not recognized as work because it is necessary to keep the patient alive and is “rooted in the 

intense and important relationships of the family” and is thus viewed as a “labour of love” 

(Luxton, 1980, p. 11). By changing the location and the social actors performing the tasks at 

hand, the work remains the same but the social meanings and values attached to the labour 

transform, causing the work to become less visible and its skill diminished by those who 

download it and those who do it. This is evident in how Ranjit described his work as a home 

dialysis patient: 

I just felt like, the way I was doing it, I should be a nurse. [Laughter]. Without even doing 

the schooling and stuff, I’m doing what the nurses do, just on my own though. If nursing 

is this easy, I should have done it. [Laughter]. I’m already half way there just with doing 

my own dialysis and its pretty easy.  

 

Although Ranjit views his dialysis work as “easy,” his statement must be brought into 

context. As a dialysis patient for more than 28 years, he has a vast amount of on the-job-training 

that has made his work appear “easy” in the present moment. What the above excerpt fails to 

convey is that in the early stages of his transition to home therapy, Ranjit’s mother performed all 

of his dialysis work and he slowly transitioned by taking on one task at a time over a period of 

two years. This slow transition represents not only his initial trepidations about the complexity of 

his high-tech care, but the level of skill required to complete the tasks in a safe and efficient 
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manner. Statements like the one above, have the propensity to erase the training, time, effort, and 

skill it takes to complete this work contributing to its invisibility and recognition as “real work.”  

Dialysis Work 

 Prior to their transition to home therapy, patients had to work hard to manage their 

disease. Adherence to new lifestyle habits and medication regimens were the first tasks assigned 

to most patients upon their diagnosis. Once dialysis became a reality, they had to adjust their 

employment obligations, educational activities, family and social responsibilities to an in-centre 

schedule of treatment. Due to the fact that in-centre regimens of treatment provide low clearance 

rates, most patients had to comply with fluid intake restrictions and a special diet. This led to the 

development of various coping strategies for thirst control such as eating ice cubes, keeping track 

of the amount of urine they excreted, and rejecting invitations to social events where food and 

drink restrictions might be uncomfortable (Roberti et al., 2022).  

 Table 2: Dialysis Work 

 

Once at home, the nature of these tasks changed and the volume of work intensified as 

patients slowly moved away from coping with their symptoms to administering and managing 

their treatment. In fact, most participants described their treatment as “dialysis work” and 

divided it into three separate categories: 1) treatment; 2) maintenance; and 3) administrative (see 

Dialysis Work  

Treatment 

 

  

 

6-8 weeks of initial training; new equipment training; perform 6, 8-hour treatments 

per week; respond to emergent situations; attend monthly clinic appointments; draw 

blood samples and prepare for testing. 

  
 

Maintenance 

  

Maintain equipment and perform routine cleaning and sanitization; trouble shoot 

equipment issues and report problems to home program; dispose of medical waste. 

  

Administrative 

 

  

 
Chart treatments and report to primary care nurse; coordinate the manpower 

necessary to carry out treatment; order, stock, and manage supply inventory; inquire 

and apply for HUG; arrange treatment during travel; prepare financial reports for 

assistance. 
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Table 2). Although each home program includes extensive training sessions that outline how 

dialysis work should be carried out, most of the participants reported alterations to these 

directives. Most patients acknowledged the rules and regulations set by their home programs and 

the consequences for not adhering to them, but for practical reasons chose to refashion the work 

to suit their own physical circumstances and household dynamics. For example, Joe had to do his 

treatments during the day as his training took place during waking hours and it was not until he 

arrived home and tried to dialyze while using his CPAP machine that he realized a nocturnal 

regimen of care was not practical. In Joe’s case, the switch to daytime runs had a significant 

impact on his day-to-day activities as many of his waking hours were now spent dialyzing. 

Although Joe’s refashioning of the treatment portion of his dialysis work is an extreme example, 

Eric found that the maintenance and administrative tasks involved with his dialysis work made 

home therapy incompatible with his standard hours of employment. In Eric’s case, he had to 

make changes to program protocols to mediate this conflict:  

Aside from having to do the treatment six nights a week, a tech has to come to do 

bacterial testing to make sure there’s no mold or mildew. So that’s once a month and they 

come for a couple hours. Then there’s deliveries once a month and they give you a 

window, like when you’re getting something from The Brick, so they either come 

between 9:00 am and 12:00 pm or 1:00 pm and 4:00 pm. Then there’s another tech that 

comes and changes the carbon tank and that’s once every two months. Then you have to 

go into clinic and you get an appointment kind of between 1:00 pm and 3:00 pm in the 

afternoon and that’s once a month. And I said to them, “I have 15 vacation days and you 

just gave me 18 days of stuff and that doesn’t even include a single dialysis.” So, to solve 

this, I just gave the techs a key to the house. So, I mean there’s a certain element of 

vulnerability there, like I’m basically giving keys to complete strangers. But I can’t take 

time off work every time someone has to come into my house, because it would impact 

how I use my vacation days and then I would never be able to take actual vacation.  

 

Eric also pointed out how formal support for treatment is restricted to a 9-to-5 schedule in his 

home program, meaning there is no one available at night when the majority of patients are 

dialyzing nocturnally. This has meant that patients must abandon their treatments and wait until 
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morning for assistance. If the problem is severe enough, it often requires him to go in-centre for 

treatment which causes him to miss work.  

As reflected in Eric’s experience, there are formal supports available to help patients 

complete some of the work that is assigned to them; however, these supports are not always  

organized in a user-friendly way. As a result, the participants within this study reported spending 

a significant amount of time waiting for health care workers to respond to their calls for help or 

to provide services in their home (i.e. machine maintenance). Many patients and their care 

partners found this work to be overwhelming on their own and often had to rely on other 

members of the family to devote time to these tasks or to be present in the case of house calls. 

Organizing and Dividing Dialysis Work: Formal and Informal Networks of Support 

 Perhaps one of the biggest tasks that lay before patients and their families is how the 

three categories of dialysis work are to be organized and assigned within the family household. 

In order to do this, patients not only need technical knowledge and specific skills, they also need 

to build a support network to carry out their work and this ultimately involves the coordination 

and division of tasks between formal and informal supports. Patients, family members, friends, 

volunteers, paid personal support workers, technicians, and frontline health care professionals all 

contribute in some way to a renal patient’s care at home. Deciding which tasks can be carried out 

by family members, which require a professional (i.e., nurse), and which can be delegated to 

other formal providers (i.e., PSW or cleaning service) requires a vast amount of work on part of 

the patient and/or their care partners (Bruni et al., 2019). As a result, the organization of dialysis 

work and the coordination of health care services to ensure its completion within the family 

household, appears to be “homemade” (Bruni et al., 2019) and distinct to each patient and their 

family. As demonstrated by most of the participants, “it is the ‘homemade’ nature of certain 
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interventions and/or practical solutions that ensures the coordination [of a patient’s network of 

care] and its capacity [to meet their renal care needs.] On the one hand, this is inevitable because 

the” standardization of formal supports within home renal programs often do not match the 

spectrum of patient needs or their household resources (Bruni et al., 2019, p.9). On the other 

hand, it represents the ever-increasing skills required of patients and their families not only to 

carry out high-tech medical tasks, but to manage and coordinate all aspects of one’s care between 

formal and informal networks of support (Bruni et al., 2019).  

Assigning and Dividing Dialysis Work within the Family 

 Once a division of responsibility is established between formal and informal care 

providers, patients must then assign and divide labour designated for the family within the 

context of their household. This task often involves a significant reworking of the division of 

productive and reproductive labour processes within the family household which impacts 

household rhythms and the roles of family members.  

Despite the impact on the entire household, most of the ORN’s home therapy literature 

focuses on the patient and their “self-care” efforts. Such a referral is problematic as it downplays 

the labour that family members perform and the importance of social conditions within 

households that make such divisions necessary. In order to self-manage their care, most of the 

patients in this study had to rely on family members to carry out tasks related to their treatment, 

challenging such ideals and raising questions about how renal therapy is actually accomplished 

at the household level. In fact, the patient’s capacity to meet the demands imposed by their home 

renal programs often depends on their family’s support, skills, and economic resources. The 

majority of patients do not do dialysis work in isolation from their family members. Care 
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partners and other family members are often involved in at least one of the categories of dialysis 

work as one frontline health care professional explains:  

Even if they do not sign up to be a designated care partner, family members actually do a 

lot of the work for the patient. For example, some patients do their treatment on their 

own, but their spouse may order their supplies and clean their machine. So, without this 

help, most of our patients just simply wouldn’t be able to do it on their own (Kathy).  

 

To further contradict the “self-care” model that the ORN puts forth, most home programs 

will not allow a patient to enroll in home therapy without a designated care partner and/or a 

responsible adult present in the home. This requirement in-and-of-itself establishes the role of the 

family in the performance of dialysis work, even if it comes in the form of supervision. As a 

result, dialysis work affects the family as a whole, but does so in different ways as the tasks and 

the social implications of the tasks are not the same for the patient, their care partners, or other 

family members. For example, most of the participants, whether it was a patient or care partner, 

used the term “we” to describe how dialysis work was carried out within the context of their 

household, suggesting that it was a collaborative effort. However, many care partners identified 

situations where they acted on behalf of the patient to ensure their well-being, but this often 

meant they had to manage dialysis work in a manner that took into account the declared or 

implied preferences of the patient: 

My son was only eight, so because I was parent/guardian, it was my decision to enroll 

him in the program. The doctors came and we talk in front him and explain everything. 

And even though it would be easier for me to not have to go to hospital all the time, I still 

ask him if this is what he want to do. If he say no, I probably stay at hospital.  

 

In the above excerpt, Pooja tries her best to respect her son’s preferences even if it is not 

in her best interest or conducive to how she would like to complete her share of his dialysis 

work. However, as her son got older, took over the majority of his care, and had the legal 

authority to direct his care, Pooja found it difficult to relinquish her role as the manger and sole 
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provider of his care. Irrespective of her son’s wishes, Pooja would contact her son’s doctors and 

primary care nurse to check on his lab reports, or to report his noncompliance with treatment and 

maintenance of dialysis equipment. Despite the new division of dialysis work within their family 

household, Pooja felt her actions were an enactment of care, as she felt she was doing what was 

best for her son even if it went against his wishes to do so.  

 By examining the inter-relational rather than the individual aspects of dialysis work, the 

data reveals that one member of the family often takes on the primary role or manager 

designation to conduct and/or assign dialysis work. In cases where the patient is independent in 

the performance of their treatment, care partners and other members of the family tended to stand 

back and let them take the lead in directing the work that needed to be completed. However, over 

time, and when patients experienced complications that impacted their ability to carry out their 

work, designated care partners and other family members who had not been actively involved in 

managing the patient’s care, tended to assume more responsibility as Craig explains: 

At first, I didn’t want to involve my family in my treatment, but once I got home my wife 

got more involved and I even trained her on how set up the machine and without her help, 

I would’ve had to give up my coaching career. 

 

Like Craig, most of the patients who entered training independently, later trained their 

family members to complete some of their dialysis work so that they could continue with their 

daily activities. In Vince’s case, his wife performs all of the maintenance and administrative 

tasks associated with his care. As the main breadwinner, Vince’s wife’s wages were not 

sufficient to financially support the family. Rather than reduce the family’s main source of 

income by having Vince withdraw from his employment, his wife transitioned to part-time work 

and underwent training so that she could perform all of Vince’s maintenance and administrative 

tasks without it impacting his employment or significantly reducing the household income.  
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 As evident in both Craig and Vince’s experiences, the responsibility for dialysis work is 

not only distributed amongst family members differently over time, but the content and extent of 

the work involved differed considerably from one family to the next. Although various reasons 

were offered by the participants to explain why and how dialysis work was divided within the 

family, many of the patients chose to assign dialysis work to a specific member of the family 

based on their personality or perceived ability to carry out specific tasks. For example, Joe felt 

his wife was not capable of acquiring the technical skills necessary to assist with his treatment or 

machine maintenance and decided she not attend formal training at all. As Joe arrived home and 

was faced with the realization of the maintenance and administrative tasks involved with his 

treatment, his personal preference to complete his dialysis work by himself was too much and he 

had to relinquish control and have faith that his wife could acquire the necessary skills to 

complete the work. These experiences demonstrate that pre-existing family hierarchies, divisions 

of labour, and relationship dynamics shape how, when, and to whom dialysis work is assigned 

within the household.  

The data also reveals that age and gender played a role in who took on dialysis work 

within the family. In line with another study of home-based chronic care (Mazanderani et al., 

2019), older people and children were perceived by patients as being less capable of dialysis 

work both practically and emotionally. For example, Lana had both adult and minor children 

living with her and felt all of them were not emotionally strong enough to help her complete her 

dialysis work. As a result, she kept her health status and treatment as private as possible from 

them which led to her complete withdrawal from paid work as she did not have the capacity to 

meet her employment obligations, care for her children, and complete her dialysis work. Similar 

to Lana, Kate felt her elderly mother was not capable of participating in her dialysis work 
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irrespective of her mental and physical fitness to do so. Despite her mother’s offer to be more 

involved in her care, Kate would only allow her mother to call for help if she encountered an 

issue during her treatment, which meant she had to complete all of her dialysis work on her own.  

 In terms of gender, existing research has shown that women often take on the primary 

responsibility for managing care work within the family (Armstrong & Armstrong, 2004; 

Coltrane, 2000; Lewis, 2001; Luxton, 2010). Similar patterns were found in the data, with female 

family members more likely to become designated care partners and actively share the dialysis 

work of the patient. Given that there were more male patients (n=4) than female (n=2) and the 

dataset was relatively small, general conclusions cannot be drawn about the extent to which 

gender influences who takes on and manages dialysis work in families. However, given the 

highly gendered nature of informal care work, it seems highly likely that gender played a role in 

the division of dialysis work amongst the participants in this study (Mazanderani et al., 2019).  

For example, female family members often rallied around male patients coordinating and 

carrying out their dialysis work or took on other forms of work within the family to enable male 

patients to complete their own care. For example, when Craig was forced out of his workplace 

due to the physical effects of treatment on his body, his wife feared they would not be able to 

financially survive given the additional costs that home therapy added to the household budget. 

To alleviate the financial strain, she re-entered the labour market which altered their work roles 

within the family: 

Because of my dialysis, the responsibilities in our family kinda shifted a little bit. I used 

to joke with my friends that Diane went back to work to keep in the style to which I’d 

grown accustom. So really, I had to hold up my end of the bargain. And my end of the 

bargain was to have a hot meal at the end of the day ready to go. I am the domestic 

engineer in my house now. I do all the cooking, and all the cleaning, and all the washing 

up. I actually can’t remember a time when I didn’t do the laundry if I was asked to do it. 

When I was working full-time, Diane would say on a Saturday morning, “Oh we gotta do 

laundry, you wanna do it?” And I would do it, but now I do it as a matter of course. And 
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you know, cleaning the house and the bathrooms and things like that, I just do that stuff 

because she was out working every day and what am I, a slug? I gotta do something.  

 

When the patient in question was female, however, they were expected to maintain their 

reproductive duties in the home and services to others. Although Kate had her own health 

challenges, her mother still expected her to carry out her day-to-day household tasks which 

intensified the workload Kate had to carry once she brought her treatment home: 

My 90-year-old mother lives with me now and even though she is still pretty capable, she 

has the expectation that her needs are met and this puts more work on me. Somebody said 

to me, “Oh you know, you can serve her Michelina’s [frozen dinners] or something like 

that.” I said, “I’d be wearing it!” I said, “She doesn’t eat stuff like that.” She wants a 

piece of meat from scratch, cooked with vegetables and potatoes. Not something out of a 

flipping box, or bag, or whatever. I mean if I ever presented one of those to her, she’d 

lose it. She will not eat stuff like that. Absolutely, will not! And because I retired early to 

do dialysis at home, she thinks I have the time and energy to do it, and expects it. 

 

From these excerpts it is possible to note how the insertion of dialysis work into the 

household division of labour contributed to practices of informal caregiving that easily reflected 

gendered expectations. However, the choices made by various family members to take on 

dialysis work and reorganize and redistribute productive and reproductive work amongst its 

members, also reveals how care work is linked to more general assessments of the family’s 

history, household dynamics, and attempts of family members to preserve pre-existing social ties 

and standards of living (Bruni et al., 2019). It is also evident from these excerpts that the 

responsibility to manage and carry out dialysis work, impacted familial relationships and 

redefined the roles of members of the family.   

Familial Impact: Dialysis Work as a “Third Shift” 

 Many care partners expressed great love and compassion for the patient whom they 

provided care, but were extremely clear that their care constituted work. Many described their 

dialysis work as a time-consuming and challenging full-time job. While patients were able to 
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reconcile the work and accept it given the threat to their mortality, the sheer amount of work and 

imposition upon daily life was much more difficult for care partners, especially those who took 

on the responsibility reluctantly or without a full understanding of its scope. For example, many 

care partners (and patients) felt misled when it came to the content of their dialysis work. Many 

understood and accepted the treatment portion upon enrollment, but were stunned by the 

administrative and maintenance tasks once they got home. As a result, many described the latter 

as a never-ending “chore” or “inconvenience.”  

 For care partners who were already engaged in paid and unpaid work (their first and 

second shifts), their dialysis work became a third shift (Hochschild, 1990). One of the major 

themes that emerged from the data was a sense that care partners and assisting family members 

must always be “on duty” to manage dialysis work. They must constantly monitor the health of 

the patient due to a lack of curative options. As such, the threat to the patient’s mortality and the 

perpetual need for treatment left many care partners with a sense of obligation to be present and 

complete dialysis work. This often involved an active commitment to learn about and to do 

dialysis, particularly preparing the machine for treatment, responding to problems during 

treatment, monitoring and responding to emergent situations, ordering and maintaining supplies, 

cleaning and disinfecting equipment, and making alternative arrangements when they could not 

be personally present (Hoang et al., 2018).  

Aside from dialysis specific tasks, the diminished health of the patient has often meant 

family members must also provide personal care services (e.g., bathing and cooking), take on 

more household chores, provide or assist with transportation, and other forms of basic medical 

care (e.g., administer medications, cleaning and dressing access wounds). For many care partners 

and family members this meant planning their daily routines and social events in accordance to 
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dialysis prescriptions. For example, Madison’s social life revolved around Eric’s (her husband) 

treatment and whenever she wanted to plan something she always checked with him first to 

rearrange his dialysis schedule. When a change in schedule is not possible or would prolong 

treatment in an impractical way, Eric comprised a rolodex of people he personally trained that 

could come sit with him in Madison’s absence. Eric’s on-call approach to caregiving not only 

considered the burden placed upon Madison to be available for dialysis work, but it also entailed 

work on Eric’s part to compensate for her absence.  

The coordination and negotiation of care requires a great deal of patience and compassion 

on part of both the patient and their care partners. Understanding the demands that dialysis work 

places upon each group is essential in maintaining intimate relationships within the family. Being 

there for the patient and giving them encouragement when they feel distressed is a central part of 

dialysis work and while many care partners quantified this emotional labour as work, some 

patients rarely recognize it as such. For example, Eric goes to great lengths to acknowledge and 

minimize the amount of dialysis work Madison encounters at home, but he still has difficulty 

recognizing the emotional labour she performs when he is hospitalized and she visits him to 

provide care. Through the course of her work as Eric’s care partner, Madison perfected the skill 

of pulling Eric’s needles from his fistula. While in hospital, trained nurses are perfectly capable 

of performing this work, but Eric prefers Madison to complete this task because he knows “it 

will be done right,” easing his stress and making him feel more comfortable with his care. As a 

result, what might be a break for Madison requires extra time, effort, and emotional labour as the 

practice of removing his needles is more about his emotional well-being than his physical needs.  

Caregiver Burden and Burnout 

Home therapy offers exceptional flexibility to the patient to dialyze when and for how 
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long they see fit. While that same flexibility can be extended to care partners, many care partners 

felt like they did not have much control over when treatment took place and often took direction 

from the patient, planning their daily activities around their schedule and preferences. Based on 

the sample of care partners who were all women, there seemed to be a linkage between their 

sense of duty to the patient and cultural gender expectations which prescribe that women must 

put their family’s needs before their own. This distinction in gender expectations is relevant to 

the division of dialysis work and the ability of certain members of a family to decline a share in 

the labour. According to Boeije and Van Doorne-Huiskes (2003), differences in male and female 

social values, norms, and assumptions are central in shaping caregiving practices in familial 

contexts. In their study of spouses who provide chronic care, the authors found that when women 

give care, they act in line with societal expectations, but when men give care, their actions are 

often perceived both internally and externally as something special that deserves attention and 

reward. The authors claim that this difference implies a certain range of options that exist for 

men that are not available to women. The option of not taking an active role in one’s care causes 

“fewer feelings of guilt and entails less emotional cost for men,” while women who opt-out of 

care often pay a high emotional price because of cultural pressures that imply they be constantly 

available to provide this work (Boeije & Van Doorne-Huiskes, 2003, p. 240). This is evident in 

the data as all of the female care partners reported feeling like they were responsible for taking 

care of their loved ones and experienced feelings of guilt when they could not provide care: 

There was a lot of weight on me because I was mostly involved with Ranjit doing his 

dialysis, but I wasn’t taking care of my daughter at that time. I felt guilty because she 

always have to go with family while I take care of him. I felt I wasn’t good mom to her. 

 

Much like Pooja, Madison experienced overwhelming feelings of guilt when she was not present 

during her husband’s treatment: 
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When Eric came home, to be honest, I felt a little more tied to the house for sure. I mean 

his mom would come up or somebody would come up and cover for me when I wasn’t 

here, but I still felt horrendously guilty when they did. His mom lives [an hour away] and 

she’d drive out just to sit with him. I mean she never put any of that on us and was happy 

to do it, but I felt so guilty. I felt like I should be the one that should be there. 

 

Like Madison, many spouses, some who were not trained as formal care partners, felt like 

their lives had to revolve around when their partners dialyzed: 

“What time are you dialyzing today?” That’s the first question of every morning and then 

she makes calculations as to what she can do. So, it’s always an adjustment to make sure 

that I’m not by myself. Very rarely am I there for the whole treatment by myself. So, 

she’ll be in the room when I start, because cannulating is still very emotionally 

challenging for me. Then once I’m all connected and good, even though she’s not with 

me in the room, she’s still there in the house if I need her.  

 

While Joe recognizes that his wife must now plan her days around his treatment, they have yet to 

build a contingency plan that would relieve his wife of her duties and most of his thoughts about 

constructing one, focus on his emotional needs more so than relieving his wife of her duties: 

As I was sitting there pondering, you know my time on the machine, I thought it would 

be great if I can have a list of people I could invite to sit with me. Cause you’re gonna 

meet them, you know, in the afternoon at a coffee shop and spend an hour together, so 

why can’t I invite them over and they sit there and I sit here. 

 

It is evident from these excerpts that care partners and intimate family members are conscripted 

into familial care duties that affect their quality of life, relationships with the patient and other 

family members, as well as their perceptions of their roles within the family.  

The patient and care partner data provides an insider view of the overwhelming and 

demanding nature of home therapy, with many participants in the sample emphasizing the 

tremendous strain of providing informal care work at home. While it is important to provide a 

balanced view of dialysis work that includes the positive outcomes of home therapy, for many 

care partners, the sheer intensity and longevity of the work often overpowered their own benefits 

of engaging in this work. Many care partners and frontline health care workers spoke openly 
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about the psychological, social, and physical challenges family members face in the course of 

their dialysis work. Care partners emphasized the emotional weight of the long hours and the 

stress of having to respond to emergent situations that led to a deterioration in their own physical 

and mental health which intensified the labour they were tasked with.  

 Despite the challenges care partners faced, many were adamant that they would do 

anything for their loved one on dialysis. This devotion, however, does not negate that some find 

dialysis work to be a time-consuming and challenging responsibility, especially when the work 

takes place in a context where the patient’s needs are the focal point of the labour involved and 

the issues and struggles of those providing care are secondary or not acknowledged at all. 

Although many frontline health care professionals recognize the burden care partners and other 

family members face, home programs are designed to cater to the patient’s needs and not their 

caregivers who complete a significant share of dialysis work and without whom, home therapy 

would not be possible. Therefore, the ORN’s picture-perfect image of the home and the family 

who lives there, is often out of focus. Even in the most loving and supportive environments, the 

burdens of care can at times be overwhelming. In some cases, family members classify their 

work as opportunities for reciprocity and gratitude to the patient, as was the case in Joe’s family: 

I was the main breadwinner, so I was given some free cards to not do some stuff. Since I 

brought dialysis home, the children and my wife have taken over some of my old duties 

around the house. And I mean they are happy to do it because they wanna help me and 

give back to me for taking care of them all these years, you know.  

 

Others, however, have come to see their lives reduced not so much by choice but by the 

circumstances they were in, and no longer saw themselves as parents, spouses, or children, but as 

nurses or personal support workers: 

All I did was take care of my son. We were together all the time, but I’m doing like a 

nurse, hooking him up and cleaning machine. I have no life of my own. My husband pass 

away, I am single mom, but I couldn’t work because I have to take care of my son. I 
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didn’t have any social life at all, like I didn’t go anywhere. Even my daughter, I couldn’t 

enroll her in activities. My son because he's sick, the hospital send him to camp and 

activities, but nothing for the siblings, so it was hard on the whole family (Pooja).  

 

In both of the above excerpts, one can see that the social dynamics within the family are 

both resources to draw upon, but can also be limiting and demanding. “The maintenance of 

homes and families in-and-of-themselves require work” (Mattingly et al., 2011, p.367), some of 

which needs to be renegotiated and reallocated when dialysis work is added to the mix. As a 

result, the social intricacies of doing dialysis work at home requires ongoing coordination and 

careful cultivation of social relationships within the family (Mattingly et al., 2011).  

Being Productive 

 The physical, emotional, and psychological strains that dialysis presents to the patient and 

their care partners often has divergent implications and meanings for each party. On the one 

hand, care partners view dialysis work as a second or third shift and rarely view their endeavours 

as individually rewarding. While many care partners valued the elimination of travel and the 

patient’s improved state of health, they still felt dialysis consumed a large portion of their time 

and effort. For patients, however, dialysis work took on new meanings and provided positive 

personal rewards that extended beyond the physical benefits of HNHD treatment. As noted in the 

previous chapter, patients suffered greatly from the emotional and psychological reality that 

there is no cure for their disease and that their dialysis work was a full-time job that offered no 

chance for retirement. However, it was through the all-consuming work of dialysis that patients 

found hope about their future. Carrying out their dialysis work gave them a purpose and a 

distraction from the reality of their circumstances, as Joe describes: 

Years before I had my kidney issues, I took my dad to a neurologist because he was 

having issues buttoning shirts and stuff and the doctor had run some tests and came in to 

the appointment and said to him, “Well mister, you’ve got ALS. We don’t know anything 

about how it’s caused, we don’t know anything about its treatment. Go home and have a 
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good life.” [Laughter]. I remember walking out of there with my father and going “What 

the fuck just happened!” So having gone through that, I was determined to not just be 

passive in this process even though they couldn’t do anything to stop my kidneys from 

failing. Learning about dialysis and doing it myself helped me to not feel helpless. So 

even though I was terrified of the needling, I signed up for training. The first session, 

when they went to put the needles in, I totally freaked, but after the needles went in and 

were taped and covered, I relaxed and even walked out saying, “Holy shit! I survived, it’s 

doable!” That changed my entire outlook, because now I’m doing a healing program, 

instead of sitting around waiting for things to just deteriorate.  

 

Like Joe, Craig also found meaning in his dialysis work that changed his outlook on his disease 

and his ability to engage in daily life: 

When I was in-centre, I got very depressed because I was working so hard, yet it didn’t 

seem to be working. When I came home, I worked just as hard at it. I wanted to be good 

at it. Plus, when I started home therapy it was all new and exciting, you felt like you were 

breaking some new ground and contributing to make a difference in the lives of others.  

 

As evident in the above excerpts, some patients experience the work of managing their 

dialysis as something positive. Contrary to most state practices of downloading and 

responsibilization, many of the patients perceived the ORN’s home-first strategy as empowering. 

They had a sense that they were in control of their lives and could transfer the skills they had 

acquired through their training and day-to-day experience of doing dialysis work to other 

members of their family and those on the frontlines of their care.  

 Despite the stresses and demands of dialysis work, many patients took pride in their work 

and the knowledge it gave them. This confidence and mastery of dialysis work allowed patients 

to feel like they were part of their professional health care team and not simply a recipient of 

their care. Through the course of their dialysis work, patients record vital information about their 

treatment and often direct the doctor’s attention to particular information (e.g., irregularities in 

vitals, development of new symptoms or side effects). Through practical experience and 

continuous and close interaction with frontline health care professionals, the ability of patients to 

perform the tasks of professionally trained health workers demonstrates a relative overlap 
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between professional and lay knowledge (Bruni et al., 2019). Although patients are very much 

active in this exchange of knowledge and their contributions help to support the chronic care 

infrastructure in the province, many patients felt they were privileged to be part of their home 

renal programs. This sense of privilege motivated patients to give back to their programs by 

lending their acquired knowledge and labour to volunteer efforts100.  

 Most of the participants, ironically overwhelmed by their dialysis work to the point where 

they left paid employment, embarked on vast volunteer careers as patient advocates, mentoring 

other dialysis patients and conducting recruitment work for their home programs: 

It’s a bit funny because I got pushed out my workplace because they underestimated my 

ability to do my job, but then I had a fantastic volunteer career. I got to be on the board of 

[both a government and charitable organization]. I did all sorts of neat things speaking 

about my kidney life. I’m the only guy that can turn a disability into a job! I even hooked 

up with [the dialysis supply company]. I worked with them very closely and was on 

contract for a couple of years when they were introducing the new dialysis machine that I 

was using. So, I spoke at the international sales conference in the United States; 750 sales 

reps in the room. You know, it was like you were a celebrity. They flew me down to 

Florida. I played golf every day that I was there, spoke, got back on the plane, I was out 

of there. It was like a dream. But there was lots to do and even now that I’m retired 

because of my illness, I got more on my plate than I’ve ever had. 

 

Although not all patients volunteer to the same extent as Craig, all of the participants had 

volunteered their time to either counsel new home patients as they transitioned to home therapy, 

speak at recruitment sessions, or sit on patient advisory councils within their home programs, at 

the provincial level, and/or charitable organizations.  

 The volunteer efforts of patients and their care partners represent a form of “healthwork” 

that is found in the critical health literature that denotes the active and purposeful work that 

people do to look after their health (Goldenberg, 2010). While healthwork tends to focus on 

personal care practices such as taking medicine and engaging in lifestyle changes, the volunteer 

 
100 While some patients found the process of becoming an expert in their care as an empowering process with many 

benefits, some found this process and the work involved to be overwhelming and limiting.  
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work that patients do for their home programs, the ORN, and charitable organizations, represent 

a form of healthwork that not only provides them with individual rewards, but helps to expand 

and support the home-first strategy of the ORN.  

Taking Time Off  

Given the nature of ESRD it is not possible for patients to take a break from treatment. 

As a result, leisure time requires a significant amount of time and economic resources. 

Throughout Canada, OHIP insured renal patients have access to dialysis treatment in any 

province at no additional cost. For patients who want to travel outside of the country, OHIP will 

reimburse their costs of treatment up to a maximum of $210 Canadian dollars per treatment, with 

no limit set on the number of treatments for which they can submit a claim (ORN, 2023b). While 

the $210 per treatment is a welcomed benefit, the cost of dialysis treatment varies greatly from 

one location to the next and this presents significant limitations on where and when patients can 

travel abroad, as one patient explained: 

When you travel, OHIP will give you $200 a day to do treatments, but treatments outside 

the country cost ya $350 so you gotta put in the extra $150 bucks. So, these costs now 

become a part of going on a holiday, you know, you gotta account for $150 a day as if it 

was part of your hotel plan or something (Joe). 

 

Due to the cost of treatment abroad, travel became an unrealistic option for many patients who 

had previously enjoyed such a luxury: 

 The downside is the travelling. I barely do any travelling with it. It’s just as a patient, 

wherever you’re going, you always gotta arrange something. Like I did travel a couple of 

times to California. It was affordable, but I was trying to make a trip to Mexico and it was 

too expensive for me, I couldn’t do it. So OHIP covers up to $200 per treatment but 

Mexico cost me almost $800 per treatment. California was only $400. So, it’s a big jump, 

and I’m like, is it even worth it? The treatment costs more than the trip! (Jatin). 

 

 In addition to the cost of dialysis abroad, there are also considerable risks to consider as 

 

standards of care change as does the dialysis prescription. As a result, the risks of crashing  
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intensify and dietary restrictions must be implemented at a time when patients would typically  

 

indulge.101 Also, problems like flight delays and cancellations can lead to serious health risks and  

 

unexpected hospital bills: 

 

We were flying somewhere for vacation and we had to plan it so that I dialyze the night 

before we leave, because it’s a long flight with a connection. Plus, I’m going to an in-

centre facility that is pre-booked to start a day after I arrive. If we miss our connecting 

flight or something gets delayed it becomes a bit scary and I may have to go to the closest 

hospital and get a nice bill (Eric). 

 

 In addition to the costs and potential risks, many patients found that going on vacation 

was a lot of work that required a significant amount of time and research on their part to arrange:  

Two years ago, I went to Disney World but it was little bit hard procedure because you 

have to obey and call this company first. You call them, you tell them what place you’re 

staying and where you going, and then they find you a place to do dialysis. I waited so 

long for them to get back to me, I have to actually move the date to travel because like 

it’s already coming up and they don’t find clinic for me to do dialysis. I was just gonna 

use [the supply company] that delivers my equipment to the house but that company is 

very expensive. It’s like $700 per treatment and even with OHIP I gotta pay $500 a day 

and wait for OHIP to pay me back (Lana).  

 

Although vacations are optional and patients can decide whether they want to do the 

work, take the risk, and incur the cost, travel is sometimes essential to maintaining family 

relationships or work obligations. Thus, the logistics of having to arrange dialysis can impact a 

patient’s ability to travel, as Lana explains: 

I got a call that my grandmother was dying and I wanted to go back home [Europe] to see 

her before she pass. But my family lives in small village. So, if I wanna do dialysis I have 

to go to big city which is three hours to travel. Three hours going there and three hours go 

back. So, I cannot do that because I don’t have a car there. Even if I rent a car, I’m the 

one that have to drive and after dialysis I’m gonna be so tired. Plus, if I’m driving three 

hours there, three hours back, four hours treatment, what’s the point of the trip? I couldn’t 

go and I get frustrated because my grandmother passed away and I couldn’t say goodbye. 

 

 
101 Most HNHD patients when they travel reduce their six-day, eight-hour treatments to an in-centre regimen of care 

of three sessions each lasting four hours. 
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While Lana was not able to make the logistics work, Eric found success arranging his 

dialysis which otherwise would have ended with him having to decline a major job promotion: 

My boss asked me if I would take on the responsibility of managing a team in another 

province which required me to travel frequently and for prolonged periods. He was fully 

aware of my medical situation when he offered it to me and I said to him, “I can’t say yes 

until I figure out if I can even do the medical stuff.” I mean you can’t just show up at a 

hospital, like you have to pre-plan all that stuff. So, I literally Googled [name of the city] 

nephrologist. Got a whole list of doctors and their e-mails, and someone had director 

beside their name. So, I sent an e-mail to this person and basically explained the situation 

of how I needed to do dialysis when I was there. I didn’t even know if she was gonna 

write back to me, but she got back to me within two hours. She said, “I think this is 

amazing that this patient’s working and we wanna facilitate this as best we can.” She 

copied the nephrologist that was in charge of the dialysis unit and also the head nurse and 

said, “Please do what you can to make this work.” And so, basically, I just have a 

standing chart at [the hospital] and whenever I need to go there, I just give them like a 

week’s notice and say, “Hey I’ll be there next week, I need to dialyze either Tuesday or 

Wednesday in the evening” and they accommodate it.  

 

Despite varying levels of success in arranging dialysis while travelling, some patients like 

Joe, have preferred to take travel off the table completely: 

I went away once since I’d been on dialysis. Last winter we went to Florida. Usually, we 

go for a month and half at a time. So, this time we said let’s try three weeks and set up all 

the treatments with the clinics. And they were very good, the clinics were excellent. And 

I didn’t particularly care about the costs but I found I wasn’t getting enough treatment. 

Doing conventional is just 12 hours, I do 20 hours at home and after a week, I really felt 

sick because the toxins just build up. And so, I came home feeling rather sick and, in my 

mind, I threw travel out the window. And you know, when I talk to other kidney people, 

the lack of possibility for travel, or the difficulty in travel, is one of their biggest concerns 

about dialysis and this is why.  

 

When the work of a dialysis patient is raised, it is rare that travel would come to mind as 

one of the areas where patients and their care partners must exert a lot of time and effort. 

Evidently, dialysis work is a round-the-clock, full-time job that must be coordinated and carried 

out even while one is on vacation. This not only intensifies the labour of a dialysis patient and 

their family, but the lack of separation from dialysis work intensifies the physical, emotional, and 

psychological challenges of the disease and its treatment.  
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Conclusion 

 Promoting the use of home dialysis is a major strategic decision for the ORN that is 

supported by a number of initiatives collectively known as the “home first strategy” in ORP II. 

With limited home and community supports, however, the uptake and retention of home dialysis 

patients remains low (Lysyk, 2019). Part of this has to do with the sheer amount of work that is 

downloaded to the household level. Without greater integration of formal and informal networks 

of support, particularly for care partners, families are more likely to bear an unequal share of 

dialysis work and are more likely to choose in-centre care which jeopardizes the capacity of the 

system and the quality of patient care.  
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Chapter Eight: Conclusions and Recommendations 

Key sources of knowledge on home-based renal care originate from various stakeholders 

(i.e. frontline health professionals, hospital administrators, policymakers) who outline the 

clinical, social, and economic superiority of this modality of care. While these stakeholders 

provide important perspectives, their voices form the dominant narrative that drives the 

construction of home renal programs within Ontario and often neglect the voices of the very 

people who are enrolled in them. To date, there are few research studies within the existing 

literature that explore the experiences of home dialysis patients. It is even more rare to come 

across studies that examine the experiences of their family members. This dissertation sought to 

fill this gap in the literature by putting patients and their families front and centre in the research, 

allowing them to share their experiences and perspectives in their own words. In doing so, my 

research is able to provide an understanding of why patients and their families choose to take on 

the responsibility for their RRT and identifies the socioeconomic outcomes of that decision.  

Taking into account the vast amount of work and responsibility that accompanies one’s 

enrollment in home therapy, it is remarkable that such little attention has been paid to the 

experiences of patients and their families. The findings of my research as compiled in the 

previous chapters, provide a forum for patients and their families to define and quantify their 

labour and to describe the effects these responsibilities have on their daily lives, and more 

broadly their families. In this final chapter, I summarize how the lived experiences of patients 

and their families contribute to our knowledge of home renal care, but also how they help us to 

understand the responsibilizing practices that the state enacts to both develop home dialysis 

programs and to reorient who is responsible for the provision of renal care in the province. To 

clearly outline the major findings, contributions, and recommendations that this dissertation 

brings forward, I have divided this final chapter into four sections. The first provides a summary 
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of its key findings and highlights my arguments informed by the previous chapters. The second 

section provides a discussion of the contributions and implications of my research, particularly 

how it pertains to the existing literature on responsibilizing governmental practices. In the third 

section, I discuss the limitations of my research and in the fourth and final section, I offer 

recommendations in three key areas: social policy, home dialysis programs, and future research. 

Key Findings and Contributions to Existing Research  

This dissertation came to fruition through the desire to understand why home dialysis 

patients choose to perform their own treatment within the confines of their homes and how they 

accomplish this work on a day-to-day basis. On the surface it appears that such a question has a 

singular answer, however, in thinking about home dialysis and the people that do it, a 

multiplicity of questions rose to the surface and guided my investigation. Three questions 

ultimately served as a point of entry into the broader social, political, and economic issues 

surrounding ESRD and its treatment with home dialysis: who participates, who benefits, and 

who is left out (Braedley & Luxton, 2010). While these are important questions, they are much 

too broad for a topic as complex as home renal therapy. The best way to address these questions 

and provide some preliminary answers to a topic that is largely unexplored within the existing 

literature was to design a case study. My main objective in doing so was to highlight the complex 

and invisible aspects of home therapy and to give voice to those who perform their own care or 

that of a loved one. These voices are few and far between within the existing literature but are 

vital to understanding home dialysis programs, and the neoliberal practices of responsibilization 

that transition patients to home-based care.  

In accordance with these objectives, three research questions were designed to investigate 

how patients are recommended as candidates for home therapy and how they enter their 
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respective programs. The first research question concerned the macro processes of 

responsibilization asked how neoliberal restructuring of health care shaped who is responsible 

for the provision of treatment for ESRD? The second question, focusing more on the micro 

strategies and coping mechanisms of patients and their families once care is transferred to the 

home asked, how patients and their families responded to this new modality of treatment and 

their corresponding shift in responsibility? The final research question sought to explore the 

social factors that play a role in shaping the socioeconomic outcomes for patients and their 

families and asked, what are the specific socioeconomic outcomes for patients and their families? 

The responses to these questions are summarized in the key findings outlined below.  

Patient Productivity and the Neoliberal Restructuring of Renal Care  

If one were to talk to some of the early pioneers of home therapy, they would 

immediately know that their intention was to enhance the lives of patients by providing a more 

optimal form of care. As research clearly demonstrates, HNHD serves that purpose. However, it 

is important to make clear that the clinical drive to develop home therapy comes from a place of 

pure intentions to improve the health of patients and to minimize the impact of RRT on their 

daily lives. The contemporary designs of home-first strategies and policies deviate from these 

early objectives and focus more intently on the socioeconomic risks that ESRD and its treatment 

present to the health care system, and by extension, the welfare state. While there is a genuine 

desire among those on the frontlines of care to enable a healthier population of renal patients, the 

development of home dialysis programs has been co-opted and reframed within neoliberal policy 

terms as a cost-cutting methodology. At the heart of this shift in practice, is the ideological 

underpinnings of neoliberalism that suggest health care is an individual and familial issue and 

not one the state should be responsible for. Thus, framing the ORN’s home-first approach to 
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renal care as a “win-win” strategy that helps patients as well as the governments that fund their 

care – the state is able to embark on a journey that reduces the systematic pressures on in-centre 

clinics and reduce the costs in those spaces.  

While the goals of ORPII are clear in that they want more patients home so that they can 

free up space in-centre and reduce the expenditures spent on disability payments by enabling 

patients to (re)enter paid work, my data actually reports the opposite. In addressing my second 

research question of “how” patients respond to this new modality of treatment, I found that the 

majority of the patients and care partners within this study are no longer participating in paid 

work. Many of the participants reported working while they were undergoing in-centre care, but 

left upon their transition to home care. Many cited the shear amount of dialysis work they had to 

do as the main reason for their departure from paid work. While most patients had good financial 

resources and could afford to leave their jobs and survive on savings, other sources of household 

income, and/or disability payments from both public and private sources, it is possible a lower 

socioeconomic demographic might reflect the objectives of ORP II in terms of active 

participation in paid work. The informal interviews I conducted with home patients, reveal that 

about half of them were participating in paid work in some capacity (i.e. full-time, part-time, 

causal labour).102 Whether their financial circumstances were the driving force for their 

participation in paid work, is largely unknown (demographic information related to income was 

not recorded from this group of participants), but their work histories could shed more light on 

whether the objectives of home dialysis programs actually come to fruition.  

 

 
102 Four out of the eight patients were participating in paid work at the time of our interview. 
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Tiering of Renal Care  

In terms of home program policy, there are specific requirements that a patient must meet 

in order to be eligible for home therapy. While the majority of these requirements pertain to the 

clinical fitness of a patient, there are also socioeconomic factors that can act as a barrier to some 

patients being admitted into a home program. While many will agree that safety in an 

environment where medically trained staff are not present is the utmost of importance and thus 

clinical eligibility requirements should remain in place; lack of income and home ownership 

should not be deciding factors in whether one should have access to quality medical care. In fact, 

such requirements stand in opposition to the Canada Health Act, specifically the principles of 

universality and accessibility.  

The fact that only some patients with a specific residential status and household income 

are eligible for home therapy suggests that home dialysis programs do not adhere to the principle 

of universality which states that: “all residents of a province or territory must be entitled to 

publicly funded health services on uniform terms and conditions” (Health Canada, 2015, p.4). 

This is a glaring issue with the admittance into these programs, however, to avoid challenges and 

perhaps the revocation of funding, socioeconomic eligibility criteria are not explicitly listed in 

home program literature. Instead, patients are assessed and denied as candidates through the 

practice of home assessments and are not directly told they have been denied on the basis of 

socioeconomic factors, according to those on the frontlines. However, if a patient is interested in 

home therapy but does not have a home, programs are often open about this eligibility 

requirement as a reason for one’s denial.  

Unfortunately, the scenario noted above provides a perfect example of how the tiering of 

renal care occurs in both policy and practice, as the very fact that it is called “home” dialysis 
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immediately eliminates all of those who are unhoused, who do not have stable shelter, or rental 

approval to make the appropriate modifications to household infrastructure. While the argument 

can certainly be made that the nature of dialysis regrettably would require a home due to the 

equipment and energy requirements to power it, home programs are not being intentionally 

exclusionary, but nonetheless, the outcome is that they are by design.103 This is problematic 

within a health care system built upon the principles contained in the Canada Health Act. In such 

a system, when one presents for medical care, they are to be assessed and treated using the best 

practices available regardless of their socioeconomic status. For example, if two individuals 

arrive at the emergency department with a broken arm, they are both expected to receive x-rays, 

have a cast applied, and prescribed medication for pain and inflammation. It does not matter that 

one is a high earning CEO and the other an unhoused individual; treatment must be the same. 

The problem with the rollout of the home-first strategy in Ontario is that those who enroll in 

HNHD programs, receive better treatment than those who undergo care in-centre. There is no 

comparable provision of in-centre care. Patients seeking care in-centre are subject to CHD 

regimens of care as nocturnal HD is not widely available within institutional settings.104 This has 

meant those without a home or who do not meet the socioeconomic criteria to enroll in HNHD, 

 
103 It is important to note that while it may appear that home therapy is exclusionary to those who are unhoused or 

have unstable living arrangements, it is also a result of the design of the treatment itself. The large equipment, the 

power and water necessary to run it, make it impossible for such a group of patients to participate. Unlike other 

diseases like diabetes and cancer where those who are unhoused can be provided with portable supplies (i.e. needles, 

prescription drugs, monitors, etc.), the importability and energy requirements of the equipment, contribute to the 

accessibility issues for vulnerable populations, regardless of the state policies in place or the opinions and 

assessments of frontline professionals. 
104 At the time of writing only a few regional programs offered in-centre nocturnal dialysis. While they share the 

same name, there is a difference in the regimen of treatment that position home nocturnal dialysis as the optimal 

version. For example, the few centres that offered this option did so on a conventional regimen of treatment where 

patients would attend the hospital at night and sleep through their six-to-eight-hour treatment, three nights per week. 

While this model enhances the length of treatment and minimizes the symptoms of crashing due to the lower pump 

speed, home patients still have three additional days of treatment which can significantly impact their clinical 

outcomes and the dietary freedoms they have. Also, only two programs offer this option because it requires longer 

care parameters for each patient and thus more nursing resources to monitor the patients (ORN, n.d. f).  
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have no comparable option to access clinically superior care which also stands in opposition to 

the principle of accessibility. The Canada Health Act states that “all residents must have 

reasonable access to insured health services, without financial or other barriers” (Health Canada, 

2015, p.4). Without an in-centre option to receive comparable nocturnal HD, it is clear the tiering 

of renal care needs to be addressed if the principles of the Canada Health Act are to be upheld.  

The recruitment and eligibility criteria for existing programs highlight socioeconomic 

barriers to this optimal form of treatment. These barriers present a challenge to the universality 

and accessibility of these programs to all patients who suffer from ESRD. Thus, HNHD is a 

means for the state to make patients and their families self-responsible for their health care needs 

and independent from the health care system and, by extension, the welfare state. These are all 

hallmarks of neoliberalism that can be observed in other areas of social welfare policy. Although 

the Canada Health Act prohibits means-testing within the realm of health care, the way in which 

home programs are currently constructed has opened the door for means-testing to occur 

resulting in a tiering of renal care.  

There are certainly consequences associated with the tiering of renal care. The exclusivity 

of the existing programs has meant those who participate in home therapy gain more autonomy 

and freedom in addition to better health outcomes and quality of life. While it is acknowledged 

that patients are given the choice of modality and thus are empowered to choose their treatment 

plan, the illusion of choice is brought to the forefront as the eligibility criteria, the home 

assessment, the training and skills assessment, and the compliance requirements indicate that 

choice often lies with frontline health care professionals with the expert authority to grant or 

deny the choices of the patient. While there are no official guidelines upon which this tiering of 

renal care is to occur, in the everyday practices of renal clinics, patients’ self-care capabilities are 
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being assessed and they are directed and nudged to make choices based on the assessments of 

frontline professionals. Such practices are resulting in a system where those who meet the 

requirements of home therapy are directed on a pathway to superior care while those who do not, 

are directed in-centre to receive suboptimal care.  

The tiering of renal care observed through this research study brings to light yet another 

major finding that is currently lacking within the renal care system in Ontario – the lack of 

intermediary treatment options between the hospital and the home. As it stands, patients can only 

choose between the hospital/satellite clinic or their home – between a strictly regimented 

institution that can easily meet all their treatment needs, and the fragile comforts of home, where 

the constant and enduring demands of treatment can overwhelm and exhaust the entire family 

(Arras & Neveloff-Dubler, 1994). In the case of RRT, there may not be a practical solution for 

an intermediary option, given the equipment and requisite skills required to operate it, but 

another option might go a long way to opening up the accessibility and universality issues within 

the current framework of renal care in the province.  

The findings of my research contribute to a wider understanding of the home patient 

population and the treatment accessibility issues that exist within the current system. When we 

consider the survival rates and greater ability to engage in life’s activities with the improved 

health that accompanies HNHD treatment, the barriers identified within this study serve as point 

of entry into making programs more accessible to a wider range of patients and their families. It 

also provides an avenue for future research which should focus on how treatment options are 

presented and the choices of patients facilitated. I will return to how this can be accomplished in 

the Recommendations section.  
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Responsibilization 

 The application of neoliberal policy objectives within the health care system has 

fundamentally shifted how renal care is provided within the province. Under neoliberalism, 

health has been framed as an individual responsibility and moral obligation which has created 

new expectations in relation to the management of ESRD (Polzer & Power, 2016). These 

ideological transformations have resulted in the reduction of the state’s role in providing RRT 

that has been downloaded to the household level via the construction of home-based models of 

care. However, the transfer of RRT from the hospital to the home and corresponding care work 

from frontline professionals to patients and their families does not happen in a vacuum. Such 

exchanges of responsibility rely on carefully cultivated processes and practices of 

responsibilization. While the theoretical orientations of responsibilization are well documented 

in contemporary literature, very few studies examine the real-life implementation of the process 

and its effect on peoples lived experience. There is very little discussion of how the subjects of 

responsibilizing projects respond to such practices and take on the responsibility for which the 

state seeks to download.  

In general, the contemporary literature on responsibilization extensively describes a top-

down process that transfers responsibilities from those governing to those being governed (Birk, 

2018). At first glance, the process of responsibilization embedded in the home-first strategy 

appears to be a top-down process where the responsibility for RRT is downloaded from public 

hospitals to private households, leaving patients and their families to manage ESRD and carry 

out the work associated with its treatment. By examining the final outcome and not the process 

through which the transfer of care is accomplished, or the processes through which patients stay 

accountable and committed to their responsibilities, contemporary understandings of neoliberal 
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projects of patient responsibilization fail to conceptualize the various forms of resistance or 

multidirectional flows of power (Birk, 2018) that occur along the way. By tracing the patient’s 

journey to becoming a home dialysis patient, my research reveals that there are limits to 

responsibilization and a two-way exchange of power that contradicts some of the existing 

literature. This was discovered by examining how power operated at various points in the 

patients’ transition to home therapy, revealing key moments and exchanges of power that 

demonstrated responsibilization is not just a process with a beginning and end point, but also an 

ongoing social practice. 

When patients are faced with the diagnosis of ESRD and have to choose a modality of 

treatment, home program coordinators hold all the power to grant access to home therapy. 

However, once patients are approved to go home, patients gain power because resources have 

been invested in their treatment at home and there is great economic incentive to see the patient 

through the threshold (usually three years) to ensure their transition is economically beneficial to 

the program.105 Once home, patients acquire a vast amount of knowledge about their disease, its 

treatment, and their dialysis equipment, which means they can bend the rules and make certain 

demands. In an effort to thwart attrition to in-centre care, frontline health professionals often 

meet those demands and/or take on some of the work that they were supposed to task the patient 

with. This pendulum like exchange of power is only visible when I looked beyond the outcome 

of the process of responsibilization and examined the various stages of the transition of 

responsibility through the patient’s lived experience. 

 
105 HNHD treatment is more expensive than CHD in the first three years of treatment due to the cost of home set-up 

(Beaudry et al., 2018; Komenda et al., 2012). If a patient returns in-centre during that period of time, the economic 

incentive of the transition is lost. 
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 As vitally important as it is to view all stages of the process, it is even more important to 

apply an intersectional theoretical lens to make sense of what is observed. For example, feminist 

political economy views this exchange of power as a top-down process or straight downloading 

of work. However, programs often had to upload and restructure work in ways that lightened the 

patient’s workload so that they would not quit the program, suggesting that there needs to be a 

constant negotiation and renegotiation of the terms of service provision among the social actors 

involved. Therefore, as the relations of care change over time, the roles and obligations of the 

parties involved may shift with it. As a result, relations of power are not necessarily static over 

time, allowing one party to assign and the other to absorb responsibility.  

By looking at the exchanges of power through a governmentality lens it is possible to see 

that power operates in multidirectional flows between patients, their families, and frontline 

health care professionals. At times, it appears that responsibility is always distributed by 

authorities within home programs as they often hold the upper hand when the choices of patients 

are examined. While it is acknowledged that patients are given the choice of modality and have 

the power to decide whether they want to enroll in home therapy or not, the illusion of choice is 

brought to the forefront as the eligibility criteria, the home assessment, the training/skills 

assessment, and the program compliance rules indicate that the choice ultimately lies with 

frontline health care professionals with the authority to grant or deny patient choice. While 

frontline professionals are the gatekeepers of home therapy, most do not grant or deny the wishes 

of the patient on the principles of responsibilization. In fact, each and every frontline health 

professional I encountered in the course of my study, actively worked against the principals of 

responsibilization and went above and beyond – even “breaking the rules” to ensure their 

patients received the best care possible. This often involved providing unpaid work, working 
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additional hours, and meeting patients outside of the hospital setting. Some of the practices, 

while completely vital to patient well-being and success in their programs, were against hospital 

policies and put the livelihood of frontline professionals at risk. In spite of the risks, those on the 

frontlines demonstrated genuine care for their patients and believed so much in the clinical 

benefits of HNHD that they did everything they could to help patients succeed in home therapy.  

Most frontline professionals who participated in this study were mindful of the neoliberal 

restructuring of health care and actively worked within the system to push-back against it. 

Whether it was refusing to take part in pilot projects or manipulating the system to get what was 

best for the patient, these frontline professionals truly see the benefits of HNHD and strived to 

make it as accessible as possible to all patients who wanted to enroll. Thus, it is important to 

highlight the thoughtful and compassionate nature of frontline professionals and to draw a 

distinction between their actions as workers on the job and their mandated orders as civil 

servants. It is clear that the push to send patients home creates pressures on health care workers 

to enforce the objectives of the state that might be at odds with their clinical opinions and 

assessment of a patient’s care needs.  

Although there is also pressure placed upon the patient to assume responsibility for their 

RRT, patients can resist these pressures as they maintain the discretionary power to continue 

with home therapy or to return in-centre. Thus, in spite of their discretionary “gatekeeping” 

powers, those on the frontlines must frequently expand and contract their labour inasmuch as 

patients do to accomplish the ORN’s objective of downloading RRT to patients and their 

families. Many frontline health professionals recognize the enormous responsibility that patients 

and their families are tasked with and willingly take on some of their work in order to ensure 

their well-being and to thwart attrition to in-centre care. 
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RRT as a Form of Social Reproduction  

In the previous section, I laid out the theoretical contributions that my research findings 

offer to the field as it pertains to neoliberal responsibilization and its understanding as a two-way 

distribution of power that both the state and the citizenry have access to. However, here I would 

like to draw attention to the methodology that led to those discoveries. First and foremost, the 

discovery begins with the understanding that in the most primitive sense, RRT is a form of social 

reproduction. Without the performance of this reproductive labour nothing else becomes possible 

for the patient. Thus, the essential nature of the work has meant households must integrate and 

accommodate this labour within their existing reproductive workloads.  

When employed as an analytical tool, social reproduction is vital to understanding how 

the RRT of one member of the family shifts and rearranges the reproductive processes of the 

entire household. It allows one to observe and understand the effects of neoliberalism on every 

day life by highlighting how practices of responsibilization are accepted, rejected, and resisted 

within the course of daily practice. It is here, through the experiences of the patients and their 

specific responses to the responsibilities embedded in home dialysis programs that I uncovered 

these nuanced and conflicting understandings of how responsibilization is accomplished. 

 In analyzing the data, I was particularly struck by the practices of frontline health care 

professionals who seemingly engaged in practices that ran counter to the neoliberal objectives of 

home programs that seek to download the work involved with RRT to the patient. Many nurses 

provided unpaid care work, doctors ignored compliance rules, and program administrators 

provided funds for out-of-pocket expenses, all in an effort to “keep patients happy.” At times 

patients appeared to have a lot of agency to dictate the conditions upon which they carry out their 

work and to direct the actions of frontline health professionals. This, however, puzzled me. I 
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could not explain or make sense of this within my existing framework of feminist political 

economy, as it often views such practices as hierarchical, top-down exchanges and that was 

contrary to what was occurring or represented within the data I collected. Without a clear answer 

from feminist political economy, I went back to the data to ask why and how patients have such 

agency to direct the actions of frontline health professionals in an exchange of labour that is 

thought to be assigned from above and unequally shared amongst the parties involved in its 

exchange. My grounded approach to home renal care provided me with two answers from the 

data: 1) knowledge; and 2) repetition.  

With respect to knowledge, home patients are thoroughly trained to perform their 

treatment, but in the course of doing so, they learn a lot about the health care system and their 

place within it. This knowledge enables greater freedoms in the context of their treatment, but 

also affords them opportunities to resist and make demands in order to carry out their 

reproductive labour. Therefore, to understand these negotiations and practices of frontline health 

care professionals who must also expand and contract their labour in order for home dialysis 

programs to be successful in their objectives, I turned to the work of Foucault as the data 

provided the notion that knowledge is power and the lens of governmentality would be useful in 

understanding the dynamics at play. 

 With respect to repetition, it is not enough that patients are trained to perform their 

treatment, they must also demonstrate their knowledge by performing RRT in a safe and efficient 

manner. Due to the fact that RRT is a form of reproductive labour, by virtue of carrying out this 

work on a day-to-day basis, patients not only prove their competency, but they also demonstrate 

their responsible citizenship to those on the frontlines of their care. By following the rules and 

discipling their bodies through the routine and reliable performance of their RRT at home, 
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patients demonstrated they were responsible patients/citizens which enabled greater agency and 

freedom within the confines of their program. For example, some doctors and nurses allowed 

patients to skip treatment and to relax their record keeping without reprimand because they have 

effectively demonstrated they are responsible and their actions are not in opposition to the 

overall responsibilizing objectives of the neoliberal state. 

 Therefore, the process through which I arrived at the answer is equally important to the 

theoretical contributions they make. Without triangulating the data with my theoretical and 

methodological frameworks, I would not have been able to understand what the patients and 

their families were really telling me about home therapy, neoliberal responsibilization, and their 

roles within these processes. Collectively social reproduction, governmentality, and grounded 

theory provided an understanding that independently could not have been gained by the singular 

use of these theoretical and methodological tools. As academics there is a tendency to give 

primacy to certain theoretical orientations, but in doing so there is a chance we will overlook or 

misinterpret key themes and their impact on the phenomena we seek to understand. As 

demonstrated within this dissertation, it is important to holistically approach phenomena for 

which little is known and to be true to our subjects and our methodology as they often provide 

the answers we seek to find.  

Contributions and Implications of the Key Findings 

The key findings outlined in the previous section adds to the body of literature on home 

renal care by providing a new and unique perspective that is derived directly from the 

experiences of patients and their families. By documenting their journey to becoming home 

patients as well as highlighting their everyday experiences performing dialysis at home, a greater 

understanding of the structural barriers to home therapy is possible. By revealing the major 
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social forces that constrain enrollment into home dialysis programs, my research also highlights 

the pressures and tensions that arise from the responsibility to provide RRT outside of clinical 

settings and the purview of medically trained professionals. Such findings suggest why patient 

enrollment in home-based care may not be the best socioeconomic option for the patient and/or 

their family. It is here where this study can assist in advancing the dialogue between health care 

stakeholders to increase the effective management of ESRD and increase the level of satisfaction 

and quality of life of home dialysis patients and their families.  

By identifying the tiering of renal care, my research points to the importance of breaking 

down barriers that lead to such divergent paths of care on the basis of socioeconomic factors. 

Furthermore, by identifying the socioeconomic outcomes of home therapy, my research further 

enhances the potential to even the playing field amongst home dialysis patients. It is important to 

recognize that while home dialysis programs are standardized across the province, they send 

patients to home environments that vary greatly in terms of the socioeconomic resources 

available for treatment.  

In addition, this research study focused on the experiences of families who live with a 

patient and take part in their care. While the ORN’s focus tends to be centred on the patient, they 

do rely heavily on the process of familialization106 to ensure that patient responsibilization is 

accomplished. The fact that most home programs require a care partner or a “responsible adult” 

to be present during treatment at home, indicates that the state is relying upon the family to 

enable practices of responsibilization. By mandating the involvement of the family through the 

requirement of a care partner or responsible adult, home programs actively link the process of 

 
106 Describes the process whereby the state transitions from the provider of service to the facilitator of service and 

aids the family in taking care of their own (Broadie, 1996a, as cited in Fudge & Crossman, 2002). Through this 

process the family essentially becomes the primary source for social welfare.  



322 

 

familialization with responsibilization, creating a new set of responsibilities for the familial unit 

as whole. In light of this finding, my research demonstrates a new framework of responsibility 

wherein access to good quality renal care increasingly rests upon the active participation of 

individuals and their familial units.  

The service provision of RRT in the home and the required involvement of family 

members made a significant difference in the care experiences of patients. While many reported 

their family as the key to their enduring success at home, it is important to be mindful that 

familial dynamics like household resources are heterogenous, and not all families welcome the 

responsibility or willingly partake in such arrangements of care. Therefore, understanding how 

patients and their families felt about RRT being incorporated into their households and their daily 

reproduction processes is essential to understanding the supports they might need and the 

alternative options they might desire.  

Limitations and Challenges 

In spite of the contributions this dissertation makes, there are limitations. Most of these 

limitations are related to its design which affected my ability to recruit participants. First and 

foremost, gaining access to specific sites and populations was a constant struggle and involved a 

series of delays. I often had to revise and expand my recruitment strategies and adjust my 

timeline to allow for organizational reviews and approvals. This was the most significant barrier 

to recruitment, as the isolation of patients within their homes and the confidential nature of 

health care kept them hidden and difficult to access. As a result, my initial goal to conduct twenty 

interviews (ten patients and ten care partners) was not practical.  

Stipulating the number of participants required in a qualitative study prior to entering the 

field is often a guessing game, especially when the phenomenon under study is relatively new 
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and no prior research has been conducted. When I entered the field, I was faced with the 

realization that the HNHD population was much smaller than anticipated as the vast majority of 

“home” patients do PD, followed by HHD. Part of this trend has to do with the fact that many 

dialysis programs that provide home therapy, do not offer HNHD as an option. Of the home 

programs that do offer HNHD, only a handful of patients do it. As a result, I was only able to 

interview six patients from various programs across the GTA and central Ontario and met with an 

additional eight during clinic. Through these interviews and informal conversations, I was able to 

reach a sufficient level of saturation with respect to my central research questions.  

With respect to the care partners, however, the sample size was more of an issue. During 

the course of interviews and various rounds of recruitment, I discovered that many patients do 

not have an official care partner. This is because some home programs no longer require a care 

partner as part of their eligibility criteria and allow independent dialysis. This meant the 

population from which potential recruits could be drawn was significantly smaller than what I 

originally anticipated. This discovery meant I could forgo the official classification and simply 

interview those who reside within the home of patients, but that presented a new set of 

challenges that would significantly change the dynamics of the research. For example, most of 

the participants performed independent dialysis, but were allowed to do so because they had a 

“responsible adult” present in their homes.  

Those who performed independent dialysis often described family members (e.g. 

spouses, children) as “helpers.” These “helpers” provided various forms of care that ranged from 

minimal assistance with treatment (e.g. providing emotional support, being an extra set of hands, 

cleaning equipment) to performing the functions of a care partner without official designation 

(i.e. trained and approved by the program). I was left with the decision to include these “helpers” 
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or to move forward with a smaller population. Due to the fact that I was ultimately interested in 

the responsibility placed upon care partners, specifically in regards to the labour they perform, I 

opted to maintain exclusivity to official care partners, that is, those who are formally trained and 

recognized by the home program. The obligations and expectations while similar to those 

experienced by “helpers” are, in my view, different when officially recognized as such. As 

voluntary as it may be, when one consents to being a care partner they agree to undertake and 

adhere to a specific set of responsibilities and that is quite different from one who “helps out,” 

even if the content of work is the same. In addition, the official designation of a care partner is 

often relevant to the patient’s eligibility for HNHD treatment. If a patient is not deemed eligible 

to perform their treatment themselves, or a care partner is a mandatory requirement, should a 

situation arise where the care partner is no longer available, willing, and/or capable, the patient 

can be removed from the program.  

The challenges that arose from the decision to stay the course with official care partners 

was compounded by the fact that the potential pool of HNHD patients in Ontario is relatively 

small, making care partners by default particularly difficult to find. Case studies generally 

encounter issues related to sample size and in this case, I was only able to interview two care 

partners. Of the two care partners one was a parent who has dialyzed their child for over twenty 

years. Their own experience and knowledge of others was very informative. The other care 

partner was involved in advocacy work, her partner sat on many committees and was very active 

in the renal community, and because of this, she was able to share experiences beyond her own. 

These two care partners combined with the multiple informal conversations that took place 

during recruitment sessions, helped to generate a clearer picture of the everyday realities of care 

partners and mitigate issues related to the small sample. 
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Recommendations  

The key findings of this dissertation point to several recommendations concerning the 

need for changes to existing social policy and home program design and practice. 

Tiering of Renal Care  

The tiering of renal care that has come to fruition through the development of home 

dialysis programs must be addressed if universal and accessible renal care is to be maintained 

within the province. One way in which this can be accomplished is through policy measures that 

would help address the affordable housing shortage. This is not an easy measure to implement 

and thus in the more immediate span of time, the province should put forth more resources to 

make space available in-centre for patients with precarious housing to enroll in nocturnal dialysis 

within institutional spaces.  

The tiering of renal care can also be addressed by making more financial grants and 

subsidies available to enable those who do have access to housing to dialyze at home. The HUG 

is a step in the right direction, but greater clarity on how costs are reimbursed, or perhaps 

providing upfront funding rather than utilizing reimbursement models would go a long way to 

making these programs more accessible.  

Last but not least, changing rental laws that prohibit landlords from barring household 

modifications to enable life supporting treatments would also help to make home therapy more 

accessible.107 Many patients have been denied or self-excluded themselves as a candidate for 

HNHD because their landlord refused to allow the necessary renovations. Perhaps helping to 

 
107 The Ontario Human Rights Code mandates that landlords have a duty to accommodate tenants with disabilities, 

ensuring they have equal access and enjoyment of their rental housing (Ontario Human Rights Commission, 2024).  

 However, this duty to accommodate extends to the point of "undue hardship" for the landlord, meaning the 

accommodation cannot be implemented if it would cause a serious financial burden, endanger the health or safety of 

other tenants, or is otherwise impossible to implement.  
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reimburse the landlord for any repairs or modifications that fall outside the normal funding 

schedule that home programs cover for installation would be enough to satisfy landlords to allow 

the modifications to homes. Also, helping to cover increased insurance costs for renters would go 

a long way to enhance the affordability of home care and allow patients who want to dialyze at 

home to do so. 

While these recommendations are important steps that need to be taken to avoid a tiering 

of renal care, the ones that discuss treatment options within institutional settings might not be 

accepted by the government agencies that are responsible for the provision of renal care. The 

ORN/Ontario Health are clear in their mandate to reduce the pressures that ESRD and its 

subsequent treatment with dialysis places upon the health care system. This suggests that optimal 

patient care is only at the forefront of their objectives if it reduces pressures on the system and 

lowers governmental costs. Increasing space and extending the working hours or number of 

frontline professionals on the job does not fall within this mandate. However, if one considers the 

expenditures that are lost when patients choose in-centre care due to a lack of home-based 

support or intermediary options – quit home therapy or have to be removed for non-compliance 

and/or safety issues – offering comparable nocturnal options or additional supports within the 

home setting might very well be a more cost effective and user-friendly approach to renal care. 

Supporting Care Partners 

With patients being the focal point of service provision, their needs overshadow their care 

partners. Both patients and care partners identified the pressures and stress that care partners 

endure as a result of their role in the patient’s care. Despite official care partners being 

designated within some programs, none of them offer any resources for care partners. Any 
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assistance that a family may request and receive, must be related to patient care. As a result, care 

partners must find their own resources and form their own networks of support. 

One of the biggest needs that care partners identified was for respite care. In the past, the 

ORN piloted a PSW program with the aim to provide non-eligible patients with a care partner so 

they could dialyze at home. This was a step in the right direction to expand care to patients who 

would otherwise be ineligible for home care. Although the ORN was eager to extend these 

services to patients without a willing or available care partner, they would not extend the use of 

PSWs to alleviate and address care partner burden. Many care partners, however, spoke about the 

need for such services. Many reported significant amounts of stress, depression, and anxiety due 

to the enduring and long-term nature of their role in providing patient care. Expanding the use of 

PSWs to allow care partners to have a partner in care, would go a long way to addressing the 

needs of those who reside in households with a home dialysis patient.  

Supporting Home Dialysis Patients  

One of the most significant takeaways from this research was that patients need and want 

more psychosocial supports. While many of the patients felt fully supported by their programs in 

terms of their physical health, they collectively expressed ongoing struggles with depression and 

anxiety brought forth by their illness. These same aliments were intensified by the responsibility 

to perform their own treatment at home. Bringing mental health treatments, primarily 

psychotherapy into the purview of medically necessary care that is covered by OHIP would go a 

long way to giving patients and their families the psychosocial support they need. 

In addition to addressing mental illness, there was a huge call from both patients and care 

partners to develop forums within home programs for in-person group interaction. Due to the 

fact that patients dialyze in isolation within their homes, they often do not have the ability to 
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connect with other patients. Creating a forum for patients to connect with each other was 

something all of the participants were longing for.   

Future Research  

Most of the data on renal care within the province of Ontario has not been updated since 

2018 when the province stopped collecting data. Given the rising incidence of kidney disease 

and the crisis that looms to support the needs of the population, it is highly problematic that 

policies and programs are continuing to be constructed upon data, in some instances, that are 

decades old (e.g. cost analysis). Thus, many of the policy objectives that concern home renal care 

rest upon outdated data and the current cost-cutting measures continue to be justified without 

substantiating whether such findings are accurate and relevant with respect to contemporary 

conditions. It is highly recommended that future research take up this work, as this data plays a 

central role in constructing the conditions under which home programs operate but also how 

supports are funded and patients reimbursed in the case of the HUG.  

Concluding Thoughts 

The participants of this study have demonstrated that they are fighters in every sense of 

the word. Regardless of the challenges that were thrown their way, they found the resources and 

necessary tools to keep fighting from one round to the next. To say that they are remarkable is an 

understatement, but to suggest that their strength and resilience is a unique personal feature, 

allows the perception of other groups of dialysis patients to fall short. Privilege comes in many 

forms that often extend beyond monetary resources. There were some excellent models of home 

therapy in low-income households that even some of the wealthiest patients would have envied. 

In an effort to actually give patients and their families real choices that allow them to thrive, 

more resources should be provided within programs and state policies to support this optimal 
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form of treatment. This is important not only to enhance the lives of existing patients but is 

essential to avoid a tiering of renal care whereby those with the requisite socioeconomic 

resources have options and access to better quality care, and those who do not are subject to 

treatment options that diminish their chances to really thrive and ultimately survive.  

 Barriers and inequities aside, there also needs to be a greater recognition within home 

programs as well as amongst policymakers at the state level, that people make choices for a 

variety of reasons. While HNHD has been verified as a clinically superior treatment to CHD, 

there are a multiplicity of reasons that position it as a non-ideal choice for some patients who 

might be a candidate. There needs to be a greater recognition that the home environment can be a 

difficult, unfriendly, and even dangerous place to carry out RRT for some patients. I therefore, 

would support the continuation of a home-first strategy rather than a policy that would remove 

the option of in-centre care for those who are eligible candidates for home therapy.  

Fighters often perform at their best when they prepare and engage in matches where they 

are comfortable in their surroundings. Despite the challenges that the health care system is 

facing, patient preference should be supported as much as possible. This is important in life-long 

battles, as many of the participants noted that they were living for the fight because it was the 

only thing they could control. Thus, allowing one the agency to decide how, where, and when 

they will engage in those battles gives them something to fight for. With resilience being the key 

ingredient for many of the participants to be successful and continue with their treatment, to get 

up everyday and lead the charge on the frontlines of their care, they need to feel that their choices 

matter and reflect their preferences and desires to fight on their own terms.  

While I do not have the power to implement the changes I recommended above, my hope 

is that this research can ignite key discussions in home programs across the province and 
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amongst policymakers that mandate their objectives. By offering patients and their families a 

platform to share their perspectives, my hope is that their voices become more prominent within 

this field of study and help to shape the conditions under which home dialysis occurs. I also hope 

their experiences can help to ensure that new patients at the crossroads of their diagnoses have 

the option to make a decision about whether home therapy is the appropriate course of treatment 

for them and their families.  
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Appendix A 

Interview Guide: Patients 

 

Program Specific Questions: Recruitment, Training, and Transition to Home 

I would like to start by asking you some questions about how you first learned about the home 

dialysis program and then became a patient within it.  

1) When were you diagnosed with ESRD? 

 

2) How long have you been on home dialysis treatment? 

 

3) Did you undergo in-centre treatment before starting home dialysis? 

 

• How long? 

 

4) How did you first find out about the home dialysis program? 

 

• Were you interested in becoming a home patient?  

 

• Was it your idea to dialyze at home or did someone else (e.g. care partner, 

health care professional) suggest it? 

 

5) When and how were you notified that you would be a candidate for the program? 

 

• When:  

 

• How: 

 

6) Thinking back to when you first entered the program, can you describe the training process?  

 

• Who took part in the training?  

 

• Who became your care partner? Why? 

 

• Do you feel the training was adequate (e.g. too much, too little, just right)? 

 

7) Did you or your family experience any conflicts or other issues during this process of 

transition and training?  

 

8) Did you or your family experience any financial hardships during this process? 

9) Once you were trained and ready to perform dialysis at home for the first time, could you 

describe your initial experience? 
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10) How would you describe your current experiences in the program?  

 

11) Thinking back to when you first found out about the program, how does your current 

experience within the program compare to the information you were initially given? 

 

12) Home dialysis is quite different from in-centre treatment. How do you feel about the medical 

responsibilities you as a patient (and your care partner) are taking on with this new method of    

treatment? 

 

13) If you experienced any difficulties with the dialysis machine, are there resources or personnel 

you could call upon to help? 

 

• Have you had to call for help?  

 

• What was your experience in calling for help? 

 

Work Related Questions: Employment, Disability, and Unpaid Care Work 

1) What is your current employment status? 

 

2) Has that status changed since you became a home dialysis patient? 

 

3) One of the promoted benefits of the home dialysis program is that it enables patients to 

participate in the workforce (e.g. start, continue or return). Have you experienced any 

barriers to your participation in the workforce? 

 

• What role has home dialysis played? 

 

4) Home dialysis can be very time consuming for patients and their families. Has your    

participation in the program affected any of the following: 

  

a) The time you spend on housework or family-related responsibilities/care work (e.g. 

child or elder care)? 

 

b) The amount of work you perform providing your own care?  

 

c) On a daily basis how much time would you say you spend performing dialysis 

related work (e.g. machine prep, etc.)? Weekly? 

 

5) Have you experienced any additional costs related to your participation in the program? 

 

6) Thinking back to when you were receiving treatment in-centre, are there any differences in: 

 

a) The costs you incur as a patient? 

b) The time and effort you invest in your own care? 
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7) Home dialysis often requires significant modifications to the structure of your home (i.e. 

plumbing, electrical, etc.). Were you required to pay for these modifications? 

 

a) If yes: Did you experience any financial hardship? 

 

b) Are there any financial resources associated with the program that you can draw 

upon should you require assistance? 

 

 

Family Related Questions: Emotional, Psychological, and Financial Impact 

 

1) Home dialysis requires significant modifications to the physical space of the home, which 

some have referred to as “hospitalizing the home.” Can you describe your experience and 

that of your family to the transformation of the home?  

 

2) Did the transition to home dialysis create any conflicts between you and your care partner 

or other household members? 

 

3) Thinking back to when you were not part of the home dialysis program, has the division of 

household work changed since you entered the program?  

 

• If yes: How has it changed? 

 

4) Do you perform the majority of your care work? 

 

• If not: Who does? 

 

5) How much do you rely (e.g. emotionally, financially, physically, etc.) on your care partner?  

 

• Has this affected the amount of care work they perform overall? 

 

6) Has your dialysis partner experienced any change in their employment status as a result of 

your participation in the program? 

 

7) Given that dialysis is performed daily, most often while you sleep, have you experienced 

any change in the following: 

 

a) Sleep patterns and restfulness? 

 

b) Mental health? 

 

c) Intimacy or emotional connection with your partner or other family members? 

 

8) Does the program offer any resources for individual or family counselling? 
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9) Are there any support groups associated with the program that you and/or your family can   

attend? 

 

10) What would you say are some of the benefits of home dialysis for you as a patient?  

 

11) What are some of the benefits for your care partner and/or other household members? 

 

12) What, if any, would you say are some of the negative aspects to home dialysis? 

 

13) Would you recommend home dialysis to other in-centre dialysis patients? Why or why not? 

 

14) We’ve covered a lot of ground with respect to your participation in a home dialysis 

program? Is there anything else that you would like to tell me or think that I should know? 

 

Thank you for your time.  
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Appendix B  

Interview Guide: Care Partners 

 

Program Specific Questions: Recruitment, Training, and Transition to Home 

I would like to start by asking you some questions about how you first learned about the home 

dialysis program and eventually became a part of it with your partner. 

 

1) When was your partner diagnosed with ESRD? 

 

2) How long have they been on home dialysis treatment? 

 

3) Did they receive in-centre treatment? 

 

• If yes: How long did they undergo this treatment before making the transition 

to home dialysis? 

 

4) How did you and your partner first find out about the home dialysis program? 

 

5) When and how were you notified that they would be a candidate for the program? 

 

• When: 

 

• How: 

 

6) Thinking back to when your partner first entered the program, how involved were you in 

the following: 

 

a) The decision to enter the program? 

 

b) Training? 

 

• Do you feel the training was adequate (e.g. too much, too little, just right)? 

 

7) Did you or your family experience any conflicts or other issues during the training 

process or transition to home?  

 

8) Did you or your family experience any financial hardships during the training process or 

transition to home? 

 

9) Once your partner was trained and ready to perform dialysis at home for the first time, 

could you describe that initial experience? 

 

• How did you feel? 
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10) How would you describe your current experiences?  

 

• What is your role as a care partner? 

 

• If they did in-centre first: How does that role compare to when your partner 

was in-centre? 

 

11) Thinking back to when you first found out about the program, how does your current 

experience compare to the information you were initially given? 

 

12) Home dialysis requires that the patient provide their own care. How do you feel about the 

responsibilities you and your partner are taking on with this method of treatment? 

 

13) If your partner ever experienced any difficulties with the dialysis machine, are there 

resources or personnel you could call upon to help? 

 

• Have you had to call for help? 

 

• If yes: What was your experience in calling for help? 

 

Work Related Questions: Employment, Disability, and Unpaid care work 

1) What is your current employment status?  

 

2) Has that status changed since your partner became a home dialysis patient? 

 

3) One of the promoted benefits of the home dialysis is that it enables patients to participate 

in the workforce (e.g. start, continue or return). Has home dialysis impacted your 

partner’s employment? 

 

a) Has home dialysis impacted your employment? 

 

4) Home dialysis can be very time consuming for patients and their families. Has your 

partner’s participation in the program affected any of the following? 

 

a) The time you spend on housework or family-related responsibilities/care work 

(e.g. child or elder care)? 

 

b) The amount of care work you perform with respect to dialysis?  

 

c) On a daily basis how much time would you say you spend performing work related 

to dialysis? Weekly? 

 

5) Have you experienced any additional costs related to your partner’s participation in the 

program? 
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6) Thinking back to when your partner was receiving treatment in-centre, are there any 

differences in: 

 

a) The costs you incur? 

 

b) The time and effort you invest in their care? 

 

7) Home dialysis often requires significant modifications to the structure of your home (i.e. 

plumbing, electrical, etc.). Were you required to pay for these modifications? 

 

a) If yes: Did you experience any financial hardship? 

 

b) Are there any financial resources associated with the program that you can draw 

upon should you require assistance? 

 

Family Related Questions: Emotional, Financial, and Psychological Impact 

1) Home dialysis requires significant modifications to the physical space of the home which 

some have referred to as “hospitalizing the home.” Can you describe your experience and 

that of your family to the transformation of the home?  

 

2) Did the transition to home dialysis create any conflicts between you and your care partner 

or other household members? 

 

3) Thinking back to when your partner was not part of the home dialysis program, has the 

division of household work changed since they entered the program? 

 

• If yes: How has it changed? 

 

4) How much does your care partner rely on you to perform their treatment? 

 

5) Given that dialysis is performed nightly while the patient sleeps, have you experienced 

any change in the following:  

 

a) Sleep patterns and restfulness? 

 

b) Mental health? 

 

c) Intimacy or emotional connection with your partner or other family members?  

 

6) Does the program offer any resources for care partners? 

 

• Counselling? 

 

• Support groups? 
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7) What would you say are some of the benefits of home dialysis for care partners? 

 

8) What, if any, would you say are some of the negative aspects of home dialysis? 

 

9) Would you recommend home dialysis to other in-centre patients and their families?  

 

• Why or why not? 

 

10) We’ve covered a lot of ground with respect to your participation in a home dialysis 

program. Is there anything else that you’d like to tell me or think that I should know? 

 

Thank you for your time.  
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Appendix C  

Interview Guide: Frontline Health Care Professionals  

 

Program Specific Questions: Recruitment, Training, and Transition to Home  

I would like to start by asking you some questions about how the home dialysis program works. 

1) How do patients enter the program? 

 

a) Are all patients who require dialysis eligible for home therapy or are there specific 

criteria one must meet to enter the program? 

 

b) Are patients recruited in-centre, referred by a doctor, or do they “apply” to the 

program? 

 

c) If recruited: Who is responsible for this recruitment?  

 

• Who initiates recruitment (e.g. patient or health care professional)?  

 

• Why are patients recruited (i.e. what are the recruiters looking for)? 

 

2) How is it determined if a patient is eligible for home therapy? Who makes the final 

decision? 

 

3) Due to the modifications that have to be done to the home (e.g. plumbing, electrical), do 

patients have to own their home in order to be eligible? 

 

4) Once patients express interest in home dialysis, what happens next? 

 

a) What are they told about the program?  

 

b) Does someone visit the home to assess its suitability for home therapy? 

 

c) When and how does training take place? 

 

d) Are care partners assessed in any way for their suitability as someone engaged in 

the patient’s care? 

 

e) Are care partners involved in the training process?  

 

5) Once patients are trained, are resources available to help with the transition to home? 

  

• Do staff visit the home to help? 
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Questions Regarding the Role of the Care Partner 

 

1) Are care partners mandatory? 

 

2) How important is the care partner in assessing a patient for the program? 

 

3) What is the care partner’s role in the transition from the centre to the home? 

 

4) What role, if any, does the care partner play in maintaining patient enrollment? 

 

5) There is a new pilot project going on where PSW’s are being used as a care partner for 

those who don’t have one and for whatever reason cannot dialyze themselves. Do you 

think this is a significant move that may open up the prospects for more patients to 

participate in home therapy? 

 

 

Questions Related to the Challenges Patients Face 

 

1) Based on your experience working with the patients and their families, how do you think 

patients feel about assuming the responsibility for their own treatment? 

 

2) Do you feel that it is important for patients to take responsibility for their own treatment?  

 

• Why or why not? 

 

3) Along with the responsibility to perform their own treatment, there is a certain level of 

expectation that patients and care partners will follow instructions and be compliant with 

the program. If a patient is not being compliant with their treatment, can they be removed 

from the program?   

 

• If yes: How does that happen? 

 

4) Have any home dialysis patients quit the program? If yes: 

 

a) Could you explain why? 

 

b) Approximately how often does this happen? 

 

5)  What would you say are the greatest challenges patients face? 

 

6) What would you say are the greatest challenges care partners face? 

 

7) Research has shown that while home dialysis is cheaper for the health care system, 

patients and their families do see an increase in their costs when they dialyze at home 

(e.g. water, electricity, etc.). What do you see as the biggest financial challenge patient’s 

face? 



377 

 

8) What, if any, financial resources are available? 

 

9) Despite the challenges they may face, there are many benefits to home dialysis, what 

would you say are some of the most significant benefits of home dialysis for patients and 

their families? 

 

 

Questions Related to the Health Care System 

1) There seems to be a real push from government agencies like the ORN to transition 

patients from in-centre to home-based dialysis for a variety of reasons. One of the main 

reasons being the lack of resources to keep up with the demands for treatment. Is there 

any pressure to meet specific targets for home dialysis?  

 

• If yes: How does this impact patient care in terms of the modality of 

treatment? 

 

2) What are the most significant barriers to getting more patients on home dialysis, 

specifically HNHD? 

 

3) We’ve covered a lot of ground with respect to home dialysis? Is there anything else that 

you’d like to tell me, or think that I should know? 

 

Thank you for your time.  
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Appendix D 
 

Demographic Questionnaire 

 

*If you choose not to answer a question, please put a line through the question. 

 

1) Age: _________ 

 

 

2) Gender           

 

____Male          ____Trans*         ____Female        ____Non-Conforming 

 

 

3) Ethnicity  

 

____Aboriginal (Inuit, Métis, North American Indian) 

 

____Arab/West Asian (e.g., Armenian, Egyptian, Iranian, Lebanese, Moroccan) 

 

____Black (e.g., African, Haitian, Jamaican, Somali)  

 

____Chinese 

 

____Filipino 

 

____Japanese 

 

____Korean 

 

____Latin American 

 

____South Asian 

 

____South East Asian 

 

____White (Caucasian) 

 

____Other 
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4) Highest Level of Education Completed 

 

____No schooling completed    ____Trade/technical/vocational training 

 

____Elementary school completed   ____Bachelor’s degree 

 

____Some high school, no diploma   ____Master’s degree 

 

____High school graduate, or GED   ____Professional degree 

 

____Some college credit, no degree   ____Doctorate degree 

 

____Some University, no degree 

 

 

5) Household Composition 

 

____Single, never married     

 

____Living with someone     

 

____Married or domestic partnership      

 

____Separated 

 

____Divorced 

 

____Widowed 

 

       

a) Do you have children? ____Yes   ____No  (proceed to 5b) 

  

 

       Children under 18?        ____Yes   ____No 

 

     

         If “Yes”:   How many? ______           Ages: ___________________ 

    

   Do they reside in your home?   ____Yes   ____No 

 

 

       Adult children (over 18)? ____Yes   ____No  

 

        If “Yes”    How many? ______           Ages: ___________________ 

    

   Do they reside in your home?   ____Yes   ____No  
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b) Who lives in your home? (Mark all that apply)                  

 

       ____Parents/In-laws     

 

       ____Siblings     

 

       _____Roommates 

 

       _____Other:  

 

 

________________________________________________________________ 

 

 

 

6) Employment Status? 

 

____Employed for wages:     ____Full-time     ____Part-time      ____Contract   ____Causal 

 

____Self-employed:               ____Full-time     ____Part-time      ____Contract   ____Causal 

 

____Out of work and looking for work 

 

____Out of work but not currently looking for work 

 

____A homemaker 

 

____A student:  ____Full-time     ____Part-time 

 

____Military 

 

____Retired 

 

____Unable to work:  ____Disability/Workers Comp       ____Government Assistance      

 

 

7) Household Income before taxes  

 

____Less than $25,000   ____$75,000 to $99,999 

 

____$25,000 to $34,999   ____$100,000 to $149,999 

 

____$35,000 to $49,999   ____$150,000 to $199,999 

 

____$50,000 to $74,999   ____$200,000 or more 
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Appendix E 

 

Informed Consent Form 
 
Study Name  
 
It’s Your Responsibility: The Socioeconomic Implications of In-Home Care 
 
Researchers 
 
Researcher Name:   Amanda Salerno, Doctoral Candidate  

  Graduate Program in Sociology  
  York University  
 

E-mail Address:       asalerno@yorku.ca  Office phone:      416-736-5013 
 
Purpose of the research 
  
The research project will examine home dialysis from the perspective of the patient and their 
families. The goal is to understand how they cope with the responsibilities of this treatment and 
how they organize their lives when the treatment is transferred from the hospital or clinical 
setting to the home.  
 
What you will be asked to do in the research  
 
Participants will be asked to answer a series of questions related to home dialysis treatment. 
The interviews will take approximately one hour of your time.  

 
Risks and discomforts  
 
There are minimal risks involved with this research project, however, some participants may 
experience some discomfort discussing intimate details of their life with the researcher. If at any 
point a participant feels uncomfortable they can choose to skip specific questions, end the 
interview, or withdraw completely.  
 
Benefits of the research  
 
Understanding how patients and their families live day-to-day with this method of treatment can 
reveal any socioeconomic struggles they may face. The findings can then be used to improve 
existing practices within home dialysis programs and create opportunities for socioeconomic 
interventions that can improve the quality of life for patients and their families beyond the 
biomedical benefits already in place.  

 
Voluntary participation  
 
Your participation in the study is completely voluntary and you may choose to stop participating 
at any time. Your decision not to volunteer will not influence the relationship you may have with 
the researcher or study staff, or the nature of your relationship with York University either now, 
or in the future.  

mailto:asalerno@yorku.ca
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Withdrawal from the study 
 
You can stop participating in the study at any time, for any reason, if you so decide. Your 
decision to stop participating, or to refuse to answer particular questions, will not affect your 
relationship with the researcher, York University, or any other group associated with this project. 
In the event you withdraw from the study, all associated data collected will be immediately 
destroyed wherever possible. 
 
Confidentiality  
 
No identifying information will be used in this research project. All of the audio recordings, 
transcripts and interview notes will be stored on external hard drives that are password 
protected and kept within a securely locked cabinet. The researcher and their supervisory 
committee will only have access to the data which will be kept for two years. After two years the 
audio files will be destroyed and the transcripts will be archived to be used for future research. 
Confidentiality will be provided to the fullest extent possible by law. 
 
Questions about the research? 
 
If you have any questions about the research or your role within the study, please contact 
myself or my supervisor Dr. N. Pupo at npupo@yorku.ca. You can also contact the Sociology 
Graduate Program office at 416-736-5013. 
 
This research has been reviewed and approved by the Human Participants Review Committee, 
York University’s Ethics Review Board and conforms to the standards of the Canadian Tri-
Council Research Ethics guidelines. If you have any questions about this process, or about your 
rights as a participant in the study, you may contact the Senior Manager and Policy Advisor for 
the Office of Research Ethics, 5th Floor, York Research Tower, York University, telephone 416-
736-5914 or e-mail ore@yorku.ca.  
 
Legal rights and signatures: 
 
I, ______________________________________________, consent to participate in “It’s Your 
Responsibility: The Socioeconomic Implications of In-Home Care” conducted by Amanda 
Salerno, Ph.D. Candidate, York University. I have understood the nature of this project and wish 
to participate. I am not waiving any of my legal rights by signing this form. My signature below 
indicates my consent. 
 
 
Signature________________________  Date_________________  
Participant  
 
 
Signature________________________  Date_________________ 
Principal Investigator  

 

 

 

 

 

mailto:npupo@yorku.ca
mailto:ore@yorku.ca
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Appendix F 

 

 

 

 

 

 

I am a doctoral candidate in the Sociology program at York University. For my dissertation I am 

studying the socioeconomic outcomes of home dialysis for patients and their families. 

Specifically, I am interested in how patients and their families have responded to the obligations 

and expectations that accompany the movement of treatment from the hospital or clinical setting 

to the home. The study places the experiences of the patient and their families at the centre of 

analysis, allowing them to contextualize the impact of home treatment on their day-to-day lives.  

 

In order to carry-out this project, I am seeking 10 home dialysis patients that are either currently 

receiving treatment or have received treatment within the last 5 years. I am also seeking 10 care 

partners (spouse, parent, adult child, roommate, or neighbour that act as a primary care giver for 

a home dialysis patient).  

 

Participants will take part in an approximately one-hour interview where they will be asked to 

discuss their transition to home dialysis and their experiences as a patient. For those who are 

being interviewed as care partners, participants can expect to describe their partner’s transition to 

home dialysis and their day-to-day experiences as a care partner. All of the data collected in the 

interviewing process will be kept completely confidential and participants can withdraw at any 

time. Interviews will take place in a location that is convenient for each participant and can be 

conducted by Skype if requested. 

 

If you are interested in participating in this study, would like more information and/or know 

someone who would be a good candidate, please feel free to contact me, Amanda Salerno, by e-

mail at asalerno@yorku.ca. 

 

 

                

Department of Sociology 

2060 Vari Hall 

York University 

4700 Keele Street 

Toronto, Ontario 

M3J 1P3                                         

 

Invitation to participate in a study about the experiences of home dialysis patients and 

their families 

mailto:asalerno@yorku.ca
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Appendix G 

 The Structure of Renal Care in Ontario 

 This appendix provides an overview of the structure of the health care system in Ontario 

and how renal care is organized, funded, and delivered within this system. Part of this analysis 

involves an overview of the major organizations and agencies that are responsible for managing 

renal care and developing home programs and policies. 

The Structure of Canadian Health Care  

 The organization, funding, and delivery of health care services within Canada involves a 

complex collaboration and division of responsibility between the federal and provincial 

government. Instead of having one national plan for health care, each of the 13 provinces and 

territories that comprise the federation of Canada have their own separate systems and insurance 

plans (Blake, 2020; Armstrong et al., 1994; Government of Canada, 2016). As a result, the 

organization and delivery of health care is primarily a provincial responsibility and each 

province has substantial autonomy over how health care services are delivered to its residents.  

 The federal government through Medicare provides the funding for provincial and 

territorial health care services and sets the national standards for health care through the Canada 

Health Act (CHA). As the national legislative framework for the provision of health care 

services, the CHA outlines five principles of care that provincial health insurance plans must 

adhere to in order to receive their full payment under the Canada Health Transfer108 (CHT) from 

the federal government (Government of Canada, 2011). This has meant provincial health plans 

must be publicly administered, comprehensive, universal, portable, and accessible to all residents 

 
108 The Canada Health Transfer is the largest major cash transfer to the provinces and territories. It provides long-

term predictable funding for health care and supports the principles of the Canada Health Act (Government of 

Canada, 2011).  
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(Government of Canada, 2016). These principles, however, only apply to health care services 

that are classified as “medically necessary” under provincial health insurance plans. 

Provincial Health Systems: The Ontario Health Insurance Plan  

 The Ontario Health Insurance Plan (OHIP) is the public health care plan through which 

the province pays for the health care services of its residents (Government of Ontario, 2020a). 

While the province has the autonomy to organize and deliver health services in whatever manner 

it sees fit, it is bound by the principles of the CHA. One of the principles – comprehensiveness – 

requires that provincial insurance plans fund all “medically necessary” care, but it does not 

provide a definition or a process to establish what services fall under this category of care 

(Cattapan, 2020). Instead, the federal government employs the term “insured services” within the 

CHA to refer to medically necessary care which it vaguely identifies as services that are 

provided: 1) by physicians; and 2) within hospitals (Raisa, 2018). Provincial and territorial 

governments are then left to consult with their respective physician colleges and organizations to 

decide what services are “medically necessary” and thus listed within their insurance plans as 

“insured services” (Chowdhury & Chowdhury, 2018). As a result, the health care services that 

are deemed medically necessary vary across Canadian provinces and territories thereby affecting 

services that are publicly provided and accessible to residents across the country. 

 Defining medically necessary care at the provincial level is important for a variety of 

reasons. For one, medical services that are not provided by a physician or outside of a hospital 

are not constitutionally required to be covered by provincial health insurance plans. The 

argument could clearly be made that many medical services that are provided outside of hospitals 

and by non-physicians109 are indeed medically necessary to maintain the health of an individual. 

 
109 A person who provides medical services that is not a physician. These individuals can be licensed or unlicensed.  
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The provision of the service outside of these parameters, however, has allowed provincial 

governments the ability to delist the service and thus abdicate their constitutional responsibility 

under the CHA to not only provide the care, but to fully cover its cost. As a result, health care 

across Canada can be described as a mix of public and private funding where approximately 70% 

of health care services are classified as “medically necessary” and are covered by publicly 

funded insurance plans. The remaining 30% of services that fall outside of this classification are 

paid through private insurance or directly out-of-pocket by individual service users (Chowdhury 

& Chowdhury, 2018).  

 As long as a medical service is deemed medically necessary, the CHA protects it from 

market forces as it must remain fully funded under Medicare and included in the list of 

provincially insured services. Accordingly, “hospital and physician services are treated as public 

goods and their purchase through the… market is prohibited” (Yakerson, 2019, p.261). This 

protection, however, is contingent upon the provision of service within hospitals or by 

physicians. Any shift in this method of delivery can result in the service’s removal from public 

insurance plans regardless of whether it is clinically viewed as a medically necessary form of 

care (Raisa, 2018). To highlight the contradictory relationship between medical necessity and 

insured health care services, the coverage of prescription drugs within Canada is a useful case to 

consider. For example, while in hospital all medications required to treat a patient are fully 

covered by provincial insurance plans. Once a patient is discharged, those medications are no 

longer covered and the cost is transferred to the patient’s private insurance or they pay directly 

out-of-pocket. Despite the fact that those drugs are prescribed by a physician and thus evaluated 

as something that is “medically necessary,” they are not covered by provincial insurance plans 

because of where they are administered to the patient (Chowdhury & Chowdhury, 2018). 
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Through this example, it is clear that what is defined in practice as medically necessary has more 

do with the political will to fund particular forms of care rather than what is actually clinically 

required (Nesrallah, 2013).  

 The contradictory interplay between medical necessity and insured health services has 

been problematic for a variety of reasons, but if one considers the movement towards home-

based care across Canada and particularly within Ontario, one glaring problem becomes clear. 

The linkage of medical necessity to hospitals and physicians presents provincial governments 

with the opportunity to delist various forms of care on the basis of location and status of the 

provider. Although provincial governments have the discretion to define medically necessary 

care and the autonomy to extend coverage to home-based care, they are not constitutionally 

required to (Raisa, 2018). Once care is moved outside of hospitals and away from physicians, 

there are no guidelines as to how provincial governments must fund, deliver, and/or regulate it, 

as the principles of the CHA no longer apply (Lavis & Mattison, 2016). This has meant 

uninsured services are open to market forces, providing an opportunity for the implementation of 

market-oriented practices within the realm of home-based care (Yakerson, 2019).  

 There is currently no policy that promotes the rationing of RRT in Ontario. Dialysis (in 

all its modalities) has been deemed medically necessary and all aspects of the treatment are 

publicly funded by OHIP. As a result, dialysis clinics and physicians cannot charge patients for 

treatment and patients cannot pay extra to see a particular nephrologist or attend a specific clinic 

(Blake, 2020), nor can they “jump the line” and/or pay for a transplant. It is of no surprise that 

conventional dialysis (in-centre) is fully funded as it is typically performed within hospitals, 

under the care of a physician.110 The introduction of home renal therapy presents an interesting 

 
110 Although physicians monitor patient care during their in-centre care rounds, nurses and other health professionals 

actually perform the treatment. 
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case, however, as it appears the provincial government has broken the link between hospitals and 

physicians, focusing specifically on the medical necessity of the service itself not where it is 

delivered or who is providing it. Instead, the provincial government has chosen to extend 

coverage for home renal therapies like HNHD although it is not required to because conventional 

therapy is fully funded by OHIP. 

 Given that conventional therapy exists alongside home-based modalities and patients are 

given a choice between the two, theoretically, home therapies could be opened to privatization. 

This has not happened within Ontario although it is a common practice to charge patients for 

health services that are provided on the basis of convenience and comfort (Armstrong & 

Armstrong, 2010). For example, while in hospital all aspects of your stay are provided such as 

your meals and room. Should you want a private room, you can have one at an extra fee. These 

same market-based principles have not been applied to home-based therapies and it is not clear 

why. While one could presume it has to do with the acute nature of the treatment itself, the 

answer to such a question is perhaps contingent upon a mix of both clinical and political factors.  

 Without a clear definition or standard process for establishing medically necessary care at 

the federal level, provinces are left to individually decide which services are listed and delisted 

from their provincial insurance plans. Information regarding how these decisions are actually 

made is quite limited, however, literature on the provision of medically necessary care has 

offered some clues by identifying how the concept has been applied in provincial practice. For 

example, the legislative framework of the CHA has historically given physicians the autonomy 

to apply their clinical judgment and provide services that they felt patients needed, which were 

then funded because they were provided by a physician or within a hospital (Cattapan, 2020). 

Over time, the meaning of medical necessity became less clinical and more politically based. 
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With the rise of neoliberalism and the corresponding rollback of the welfare state, medically 

necessary care was increasingly dealt with in terms of what was affordable (Cattapan, 2020). 

This led to a greater focus on acute care needs and services that could address them in the most 

efficient and cost-effective manner. 

 According to Charles et al., (1997) the process of determining what services are 

medically necessary and thus should be included in provincial insurance plans has increasingly 

included the expectation that funded health services will be efficient and not increase the burden 

on provincial health care budgets. Within this process, efficiency often assumes effectiveness 

and is generally determined by identifying the most desirable outcomes and the best practices to 

achieve them (Cattapan, 2020). In some cases, particularly those that are acute in nature, 

assessing effectiveness is straightforward. For example, the most desirable outcome for patients 

who are diagnosed with breast cancer is one that removes the cancer from the body utilizing 

various treatments (i.e. surgery, chemotherapy, or radiation) that are clinically proven to be 

effective (Cattapan 2020). However, in the case of chronic illnesses like ESRD where there are 

no cures, effectiveness is often measured in terms of quality of life and the absence of adverse 

events (i.e. access failure and hospitalizations).  

 Despite the fact that quality of life measures are speculative, efficiency models are 

increasingly part of the process of allocating resources for chronic care needs and often influence 

debates around what health care services should be listed in provincial health insurance plans. 

This has meant that before new treatments are funded by the province, their economic efficiency 

must be demonstrated in conjunction with their clinical efficacy. For example, even when a form 

of treatment is deemed medically necessary and effective in terms of clinical outcomes, its 

inclusion in provincial health insurance plans is not guaranteed (Cattapan, 2020). There have 
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been instances where a treatment has been proven to be clinically effective, but was not listed 

within provincial health plans because only a small number of people required it or it was too 

expensive to rollout on a mass scale.111 It is here where the clinical meaning of medical necessity 

departs and political ideology intervenes to establish what services should be funded by the 

province. Within such a framework, services must be recognized as legitimate sites of medical 

practice that provide desirable health outcomes at an affordable cost (Nesrallah, 2013).  

 The framework for listing and delisting services is not static as it changes with the 

political climate of the province. In many provinces across Canada, it has been increasingly 

common for services to be approved or denied funding as political winds blow in favour of 

funding or defunding services (Cattapan, 2020). Therefore, the listing and delisting of health care 

services within provincial health care plans is often influenced by marketing campaigns that 

work to expand or contract the range of provincial insurance coverage. These campaigns are 

driven by a variety of stakeholders (i.e. policymakers, physicians, those in need of care) and 

present the provision of treatment as a relatively urgent matter requiring government action now 

rather than later (Cattapan, 2020).  

 In the case of home renal programs, the majority of the costs are covered by provincial 

insurance plans as expected, given the acute nature of the treatments. What is surprising is that 

many of the start-up costs and support services that accompany treatment within the home setting 

are also provided, even though these types of services (i.e. home renovations, utility costs) would 

typically fall outside of the realm of publicly funded care because they are not “medically 

 
111 Epileptic drug therapy is one example of a clinically proven treatment that was denied coverage due to its cost 

and the small number of people that need it. Mental health services, particularly the provision of psychotherapy has 

also been clinically proven to be effective in treating a number of mental health issues, yet the vast amount of people 

requiring services has been deemed too expensive to rollout on a mass scale and thus has not been fully listed within 

provincial health plans. 
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necessary.” Advocates of home RRT, however, have successfully demonstrated that providing 

these services increases its uptake, prevents future costs, and saves significant amounts of 

money, especially if these programs were to expand and/or transfer the majority of eligible 

patients over to the home care model.112 Therefore, the application of an economic efficiency 

model resulted in these services being listed under OHIP.  

 As it stands, Ontario has recognized the value in extending coverage for home dialysis, 

but as conditions change within the provincial and federal political economy, placing dialysis 

within households outside of the direct care of physicians, opens it up to the possibility of 

becoming delisted. While the likelihood of dialysis itself being delisted is minimal, there is the 

possibility that the non-medical components of home renal care (i.e. renovation costs, utilities, or 

deliveries) may be passed onto the patient to pay through their private insurance or directly out-

of-pocket in the future.  

Provincial Organizations and Agencies  

Ministry of Health and Long-Term Care 

 There are several organizations and agencies that collaborate to provide renal care within 

the province of Ontario. The MOHLTC was the main governing body that was responsible for 

establishing the provincial priorities of the health care system in Ontario when the ORN 

implemented ORPII. It developed legislation, administered funding to all health-related 

organizations and agencies within the province, and implemented policies and standards of care 

(Government of Ontario, 2020b). The Ministry’s work continues, but is now spread over two 

 
112 Home therapy, especially HNHD, improves patient outcomes because it limits prescription drug use and 

enhances quality of life to the point where patients are able to maintain a productive life. This decreases the burden 

of ESRD on welfare expenditures as well as health care because patients are healthier and require less medical 

intervention, primarily hospitalization and direct physician care.  
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separate ministries: Ministry of Health and Ministry of Long-Term Care that work in conjunction 

with Ontario Health (Ontario Health, 2023). 

Local Health Integration Networks  

 Canadian health care has historically been a federal-provincial collaboration where the 

organization and delivery of health care services was centralized to the provinces and territories. 

This meant individual providers (physicians) and local hospitals dealt directly with their 

ministries of health to allocate funds for health care services. However, the large land mass and 

population of the provinces and territories, complicated access to care at the local level which 

left some communities underfunded and serviced. In the mid-1990’s, this began to change with 

the rise of neoliberalism, which sparked the decentralization of health care planning and funding 

from the provinces and territories down to specific regions (Raisa, 2018). Under this new model, 

health care services were organized along regional lines forming their own regional health 

authorities. Depending on the specific province or territory, these regional health authorities are 

responsible for planning, managing, and allocating funding for health care services in their 

defined geographical areas (Raisa, 2018).  

 Ontario was one of last provinces to decentralize care and bring in regional models, but it 

eventually became one of the most decentralized provincial systems in the country. In 2007, 

health care services in Ontario were divided geographically into 14 Local Health Integration 

Networks (LHINs) (Raisa, 2018). LHINs were non-profit crown agencies funded by the 

MOHLTC that are responsible for the provisioning of health care services in their local 

communities (Government of Ontario, 2018a). Although they actively managed health care 

within the province, the provincial government explicitly prohibited them from providing direct 

care to patients and instead mandated them to work with local health providers (hospitals, 
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physicians) and community groups to best determine their regional needs (Lavis & Mattison, 

2016). As a result, the majority of provincial funding for health care services flowed through the 

LHINs rather than coming directly from the MOHLTC. This led to criticism from frontline 

providers who viewed the LHINs as an added level of bureaucracy and waste of health care 

dollars on its administration. Others, however, recognized the value in having a local health 

authority that could plan, fund, and integrate services according to regional needs (Raisa, 2018). 

Ironically, in 2019 the Ontario government led by Doug Ford’s Progressive Conservative party 

enacted the Connecting Care Act (CCA), which would transfer all or part of the assets, liabilities, 

rights, and obligations of the 14 LHINs to a single provincial agency – Ontario Health 

(Government of Ontario, 2023a). As part of the transfer, each LHIN was to “continue to operate 

under a new business name ‘Home and Community Care Support Services’ with a narrowed 

mandate to deliver and arrange patient services for an interim period until these services 

transition into Ontario Health Teams [OHT] or other points of care” (Government of Ontario, 

2023a, para. 4). Although funding streams and a clear shift in responsibility has taken shape with 

the transfer, the new name and business model does not change the services that have been 

historically provided through the LHINs. It also does not change how those services are 

accessed. Thus, on the frontlines of service provision not much, if any, has changed, but with 

more changes on the horizon to again decentralize and transition some of this care to OHTs 

(Government of Ontario, 2023b), its effect on home dialysis programs is yet to be seen.  

Ontario Renal Network   

In line with the shift towards a regional model of health care delivery, Ontario also 

coordinated disease-specific care along the same boundaries as the LHINs and created specific 

agencies to manage them. Cancer was one of the first diseases whose care was organized through 
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an official agency known as Cancer Care Ontario (CCO). CCO is the principal provincial advisor 

that provides health professionals, organizations, and policymakers with the knowledge and tools 

to prevent and treat cancer (Cancer Care Ontario, n.d.). Following in the footsteps of CCO, 

Ontario moved to create an equivalent agency for CKD, and in 2009 established the Ontario 

Renal Network (ORN) as a division of CCO (ORN, n.d.f). 

Prior to the inception of the ORN, renal care had been administered directly by the 

MOHLTC. However, the growth in demand for CKD services was exceeding the capacity of 

some local systems, access to care was fragmented, provincial data on disease prevalence was 

absent, and there were no provincial standards or protocols for the treatment of CKD (ORN, 

n.d.c). As a result, a number of reports (i.e. governmental and clinical) and frontline 

professionals called for a more coordinated and integrated approach that culminated in the 

transfer of oversight and coordination of CKD from the MOHLTC to the ORN (Woodward et 

al., 2015). As an agency of the MOHLTC, the ORN was/is responsible for planning and 

managing the delivery of all CKD services within the province with the exception of transplants 

which are managed by the TGLN. 

 The ORN’s main function was to coordinate and connect a province-wide network of 

regional renal programs that operate within the 14 LHINs across the province. There was at least 

one regional program (some have more) within every LHIN and each one is run by a hospital or 

hospital network (i.e. satellite clinics). These “hub hospitals” were funded by the ORN and are 

responsible for providing frontline renal services to patients (Lysyk, 2019).  

 In addition to disbursing funds for renal services, the ORN worked with regional 

programs to develop province-wide standards and guidelines to support the provision of quality 

care for patients. Historically, there has been a disconnect between the MOHLTC and frontline 
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health professionals specializing in renal care, as the latter was rarely involved in development of 

policies related to CKD. This changed with the establishment of the ORN as the agency opted to 

involve frontline health professionals – and more recently with the development of home renal 

programs – patients and their families in the management and planning of renal care within the 

province (Woodward et al., 2015). This has allowed individual programs to tailor their services 

to meet the regional needs of their patient populations as well as to ensure that those populations 

have access to the same standards of care regardless of where they are located geographically.  

 Even though regional programs and to some extent their patients, collaborate with the 

ORN, they are still subject to its governance and it is the agency that has the final say on how 

CKD services are delivered and funded within the province. In the hierarchy of renal care, the 

ORN may have regulatory powers over regional programs, but they are accountable to the 

MOHLTC and their performance as a government agency is evaluated on how well regional 

programs carryout the policies that they mandate. In 2019, the provincial government began to 

amalgamate the ORN as part of Ontario Health, a single health agency with the mandate to 

oversee health care delivery in the province (ORN, 2020a). With the transfer now complete, the 

ORN’s programs and services remain unchanged, specifically those concerning home dialysis 

(ORN, n.d.f).  

Regional Renal Programs 

 During the rollout of ORP II, there were 27 regional renal programs within Ontario that 

were funded and regulated by the ORN. Each program had their own regional directors and staff 

who provide the frontline care associated with CKD. As mandated by the ORN, that staff must 
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include at least one professional in each of the following positions: nephrologist,113 nurse,114 

social worker,115 pharmacist,116 and dietician117 (Lysyk, 2019).  

 

 

 

 

 

 
113 See Footnote 17. 
114 In addition to administering RRT to patients, dialysis nurses also assess the health status of patients and play an 

active role in coordinating their transition to home treatment (Lysyk, 2019). 
115 Social workers play an active role in CKD management particularly in the transitional phases of treatment. They 

perform assessments, develop and implement interventions to facilitate patient well-being (Lysyk, 2019).  
116 A pharmacist reviews medication and works with the nephrologist to optimize treatment (Lysyk, 2019).  
117 A dietician assesses the nutritional status, reviews medical and diet history, and educates patients and their 

families on their dietary choices (Lysyk, 2019).  


