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Abstract 

This dissertation examined the experiences of Zambian parents of children with developmental 

disabilities (DD) using the Perry (2004) stress model as a theoretical framework. The overall project was 

a sequential mixed methods design, including four distinct studies. Study 1: Semi-structured interviews 

with 15 Zambian mothers were used to explore what themes arose from discussions about factors 

contributing to the experience of raising a child with DD in Zambia. The twenty-five emergent themes 

included barriers to accessing services, challenges obtaining information, and the value of support 

provided by special education teachers and other parents of children with DD. Study 2: Questionnaires 

were administered to 76 Zambian caregivers of children with DD. Univariate analyses and hierarchical 

linear regressions were used to explore which factors were predictive of outcomes. Individuals with 

greater financial need (p = .001) and higher self-efficacy (p < .001) ratings were more likely to endorse 

positive outcomes related to having a child with DD. Participants who reported less financial need (p = 

.004), less frequent use of negative coping styles (p = .030), a greater number of sources of support 

available to them (p = .002), and greater self-efficacy (p = .010) also endorsed higher quality of life 

ratings. Finally, greater financial need (p = .010) and more frequent use of negative coping (p = .001) 

were predictive of poorer mental health. Study 3: The third study examined the relationship between 

executive functions and coping in a subsample of 44 participants from Study 2, using additional 

questionnaire measures. After controlling for parents’ education level and financial need, executive 

function alone accounted for 56% of the variance in active coping, 30% of the variance in support 

coping, and 25% of the variance in negative coping. Study 4: Finally, in order to solicit participant input 

on our interpretations of the results, a focus group was conducted with a subsample of 10 caregivers 

from Study 2. Select results from Studies 1 and 2 were presented to the group and participants were 

able to provide further context to enhance our understanding of the factors contributing to parenting 

stress among Zambian parents of children with DD. Overall this dissertation presents an in-depth 
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examination of the experiences of Zambian mothers of children with DD, and directions for future 

research that may further benefit this population. 
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General Introduction 

Parents of children with developmental disabilities (DD) in low-income countries such as Zambia 

are underrepresented in research despite the impact that having a child with DD can have on a family. 

Research by Tomlinson et al. (2014) suggests that the prevalence of DD is estimated at 10.4/1000 

worldwide with higher rates among lower income countries. For example, in estimates provided by the 

World Health Organization (2011) disability prevalence rates in adults ranged from 11.8% in higher 

income countries to 18.0% in lower income countries. Due to local government and not-for-profit/non-

governmental organization efforts, high infant mortality rates in the developing world have been 

declining; however, the factors that have historically contributed to high infant mortality rates (e.g., 

poverty, malnutrition) are also related to the prevalence of DD in children who survive the first five 

years of life (Black et al., 2003; Grantham-McGreggor et al., 2007; Lawn et al., 2005). Therefore, as a 

result of declining infant mortality rates, and without a significant change in economic, health, and living 

conditions, rates of DD in low-income countries may be increasing. In fact, Mckenzie and colleagues 

(2013) estimate that DD is the largest impairment grouping on the continent of Africa. Despite these 

data, little is known of the impact of caring for a child with DD on parents residing in low-income nations 

such as Zambia.  

Research from various countries suggests that parents of children with DD, including intellectual 

disability, autism spectrum disorder, cerebral palsy, Down syndrome, and genetic disorders, experience 

greater levels of stress than parents of typically developing children (e.g., Cantwell et al., 2014; 

Gallagher et al., 2010; Gupta, 2007). Parenting stress is described by Abidin (1995) as the mismatch 

between the perceived demands of parenting and available resources to meet those demands. This 

increased stress has been shown to have negative impacts on the parents, including poor sleep quality 

(Gallagher et al., 2014), poor physical health (Cantwell et al., 2014), increased risk of depression (Bishop 

et al., 2007), and poor memory for everyday tasks (Lovell et al., 2014), among others.  
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No studies were found comparing levels of parent stress between parents of children with DD 

and parents of typically developing children in Zambia; however, research exploring experiences of 

Zambian parents suggests that parents of children with DD experience unique frustrations that are likely 

to increase their stress. These challenges include a need for more institutional-level support, increased 

rates of poverty, marital strain, and social stigma, among others (Chiluba & Moyo, 2017; Nyoni & 

Serpell, 2012; Mung’omba, 2008; Trani & Loeb, 2012). 

Outcomes of parents of children with DD are not uniform, however, and many parents also 

report positive outcomes, including personal growth and other positive gains, related to having a child 

with DD (Blacher & Baker, 2007; Minnes et al., 2015). Additionally, the resources available for meeting 

these increased demands vary greatly depending on the parent’s individual resources and on the 

supports available through community- and institutional-level systems (Nyoni & Serpell, 2012). 

Promoting positive outcomes in parents is important as they are the primary caregivers and parents 

experiencing a great deal of parent stress will be less effective at caring for their children. Chiluba and 

Moyo (2017) report a trend towards community-based rehabilitation of children with disabilities in 

Zambia. A greater emphasis is now placed on the involvement and responsibility of parents in the 

provision of rehabilitation and healthcare interventions for their children. It is therefore important that 

we consider parent health and well-being as parent stress not only affects them but has the potential to 

affect their capacity to support their children as well. To fully understand the stress experiences of 

Zambian parents of children with developmental disabilities it is important to examine the way 

outcomes of parents are affected by the multitude of variables at play. 

The overall objective of this study was to explore the experiences of urban-dwelling Zambian 

parents who have a child with a developmental disability. Developing a clearer understanding of the 

experiences of Zambian parents of children with DD may help provide direction for intervention and 

allow government agencies, non-profit agencies, clinicians, educators, and service providers understand 
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how to better support these parents. The long-term goals of this project include the provision of 

information that can be used to inform current programs in Zambia, and the development of future 

programs. For example, understanding which factors are associated with negative outcomes can help 

service providers and government agencies identify parents who are at risk for increased parenting 

stress and the negative outcomes associated with parenting stress. These service providers and agencies 

can then allocate time and resources more efficiently to those with the greatest need. Understanding 

which resources and supports are more likely to be associated with positive outcomes can help provide 

direction for more targeted intervention. 

A sequential mixed methods design - in which quantitative and qualitative data are collected at 

different time points - was used to explore this topic. Creswell and Plano Clark (2007) argue that mixed 

methods procedures balance the weaknesses inherent in one method (i.e., quantitative vs. qualitative) 

with the strengths of the other. In mixed methods research designs, quantitative and qualitative data 

can be generated and compared to determine their convergence, differences or combination thereof. 

Mixed methods research designs also provide researchers with the flexibility to use cultural knowledge 

and anecdotal or clinical observations as evidence and allow for the use of qualitative results to aid the 

interpretation of quantitative results, resulting in richer – and hopefully more accurate – interpretations 

(Creswell & Plano Clark, 2006). In using a mixed methods design, my goal was to gain a more 

comprehensive and nuanced view of this under-researched subject area than I would have obtained 

with a single methodological approach.  

In Study 1, a semi-structured interview was used to broadly explore factors contributing to the 

experience of raising a child with DD in Zambia. In Study 2, data obtained from a researcher-

administered questionnaire was used to explore which factors are predictive of positive and/or negative 

outcomes in Zambian parents of children with DD. In Study 3, additional questionnaire data was used to 

more closely examine the relationship between executive functions and coping. Finally, in Study 4, a 



4 
 

focus group was used to solicit participant input on the results of Studies 1 and 2. This final study was 

important to include, as research conducted by Western researchers continues to be informed by 

European Western values, ethics, and norms (Marshall & Batten, 2003). In conducting my dissertation 

research, I was cognizant of the ways that, by being a researcher from a Western institution conducting 

research on a marginalized group, I could be replicating power dynamics that already exist between 

high-income and low-income nations. I have experience as a woman of Zambian descent; however, I do 

not have experience as a parent, let alone as a parent raising a child with DD. I have also largely been 

educated outside of Zambia (from high school/secondary school onwards) unlike most of the parents 

who participated in these studies. Finally, I am conscious of the fact that I occupy a position of economic 

privilege in comparison to many of the parents who participated in this dissertation. Throughout this 

project I attempted to maintain awareness of how my own unique background may have been 

impacting my judgements, as well as the experiences of the participants with whom I was interacting. It 

was important to me that I present as accurate and holistic a picture of the experiences of the parents 

who participated in this dissertation as possible and make efforts to incorporate their voices and 

perspectives as much as possible. Providing research participants with the opportunity to provide 

feedback on our interpretations of the results was judged to be a small but meaningful step towards 

‘decolonizing’ the research methodology.  
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Study 1: A Qualitative Exploration of the Experiences of Zambian Mothers who have Children with 

Developmental Disabilities 

Women and girls overwhelmingly shoulder the responsibility for family caregiving and 

experience greater stress, reduced opportunity for employment, and often end up caring for others 

even in their own advanced age (Mckenzie et al., 2013). Outcomes of parents of children with DD are 

also gendered, with research from various countries suggesting that women face unique barriers to 

well-being (e.g., Brekke & Nadim, 2017; van der Mark et al., 2019). Additionally, a review of literature 

relevant to DD in Africa indicates that mothers, sisters, and grandmothers act as single parents of 

children with DD because fathers may be unable or unwilling to stay with the disabled child and the 

mother (Mckenzie et al., 2013). However, to date, there has not been a broad exploration of the various 

factors that may impact the experiences of mothers of children with DD in Zambia.   

The Perry Stress Model (2004) presents a comprehensive model for understanding stress in 

families of children with DD. The model contains four major components (stressors, resources, supports, 

and outcomes) which are each divided into two subdomains (See Figure 1). Stressors in this model 

include the major and minor stressful stimuli that may occur in the lives of parents of children with DD, 

including child characteristics (e.g., adaptive skills) and other life stressors (e.g., loss of a loved one). The 

Perry Stress Model (2004) also emphasizes the importance of examining resources (personal and family) 

and supports (from informal social networks and formal support services) and their impact on both the 

positive and negative outcomes associated with caring for a child with DD. The Perry (2004) Stress 

Model therefore provides a useful framework for considering the ways in which Zambian parents may 

have unique experiences across each of the four major components as a result of social, historical, 

cultural, economic, or institutional factors.  
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Figure 1 

The Perry (2004) Stress Model 

 

Mothers of children with DD in Zambia may be more likely to face certain stressors and, while 

the child characteristics associated with certain disorders may be universal, the meaning ascribed to 

these characteristics, and the stress they subsequently engender may vary depending on sociocultural 

context. For example, social stigma is a concern for many Zambian parents (Loeb et al., 2008). In Zambia, 

the presence of disability may be seen as the consequence of social–cultural and religious misfortunes 

directed to the family and may result in the individual with impairment being seen as “unclean” 

(Mung’omba, 2008). In a study by Nyoni and Serpell (2012), Zambian parents of children with autism 

reported experiencing blame or moral criticism for their child’s behaviour and having family members 

suspect witchcraft or a breach of cultural traditions as being the cause of the child’s condition. Overall, 

there are a number of possible stressors that may be impacted by culture and environment and may 

subsequently uniquely affect Zambian parents. 

Culturally-related differences in beliefs about disability and coping styles, as well as culturally- or 

economically-related variability in family system resources may also affect the experiences of mothers 
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of children with DD in Zambia. Nyoni and Serpell (2012) found that all of the parents they interviewed 

reported experiencing some impact of the child’s difficulty on their marriage, but one father reported 

that, despite the added difficulties, his child’s condition had brought him and his wife closer together. 

For the couples that experienced marital difficulty, there was some indication that this was sometimes 

related to cultural stigma-related factors such as a parent’s failure to accept the child’s condition, one 

parent suspecting the other parent’s family background of being the cause of the child’s condition, or 

conflicts resulting from the financial strain of providing care for the chid with DD (Nyoni & Serpell, 2012).  

The social support experiences of mothers of children with DD in Zambia are also likely tied to 

cultural beliefs about community support and disability, and institutional supports are likely constrained 

by the economic limitations of living in a developing nation. For example, Mung’omba (2008) suggests 

that, without direct intervention to address the high levels of poverty in Zambia, the effectiveness of 

institutional-level supports for individuals with intellectual disabilities is limited. Similarly, in the study by 

Nyoni and Serpell (2012), parents expressed frustration regarding the limited educational options for 

their children in Zambia and the insensitivity and social stigma that they perceived from the general 

public and professionals at health facilities. Additionally, high levels of social stigma in Zambia can 

prevent parents from reaching out for support or accessing services (Donald et al., 2015) and social 

stigma or shame may prevent extended family members from helping to care for the child. 

Much of the research on the experiences of parents of children with DD suggests that 

experiences of parents are not uniform and many parents experience both positive and negative 

outcomes (Bayat, 2007; Greeff & Nolting, 2013; Minnes et al., 2015). However, due to a lack of research, 

it is unclear how Zambian mothers understand their overall experiences.  
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Study Objectives 

Existing research has established the negative impact that parenting stress can have on the 

outcomes of parents and children (Bishop et al., 2007; Cantwell et al., 2014; Gallagher et al., 2014); 

however, few studies have examined the experiences of parents of children with DD in Zambia, and no 

studies were found specifically examining parenting stress in female caregivers of children with DD in 

Zambia. Existing studies examining the experiences of Zambian parents of children with DD tend to 

focus on the difficulties parents report; however, research conducted outside of Zambia suggests that 

parents of children with DD may experience positive as well as negative outcomes as a result of having a 

child with DD. Additionally, research suggests that outcomes of parents are gendered, such that women 

face unique challenges as a result of parenting a child with DD (e.g., Brekke & Nadim, 2017; van der 

Mark et al., 2019). The goal of the present study was to explore the experiences of urban-dwelling 

Zambian mothers who have a child with DD, with a particular focus on exploring positive as well as 

negative outcomes. The study used the Perry (2004) stress model as a theoretical framework to engage 

in a multifaceted exploration of the experiences of these women. Specifically, the main objectives were 

to explore the stressors, resources, supports, and outcomes reported by these parents.  

Methods 

A semi-structured interview was conducted with 15 Zambian parents of children with DD. The 

interview guide (Appendix A) was developed by Luthra (2018) based on Khanlou et al. (2017), Desai et al. 

(2012), and Daudji et al. (2011). Items on the interview guide enquire about the eight components of the 

Perry (2004) Stress Model, as well as the possible influence of culture on these components.  

Participants 

Thirteen participants were mothers of children with DD, and two participants were 

grandmothers who were primary caregivers of their grandchildren with DD. Half of the respondents had 
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a secondary school level of education, one respondent had less than a seventh-grade level of education, 

and five respondents had completed a college or university program. Seven respondents reported being 

employed outside the home in diverse occupations that included housekeeper, library assistant, and real 

estate agent, among others. Additional demographic information is displayed in Table 1. 

Table 1 

Characteristics of Study Participants 

Demographics of Participants Participants (N = 15) 

Caregiver’s age in years 
Mean 
Range 

 
41.7 years 

26 – 57 years 
Caregiver’s marital status 

Currently married 
Single (never married, divorced, widowed) 

 
8 (53%) 
7 (47%) 

Child’s age in years 
Mean 
Range 

 
11.67 years 
5 – 20 years 

Child’s sex 
Male 
Female 

 
9 (60%) 
6 (40%) 

 

All participants were required to be fluent in English to promote a more standardized 

administration of the measures. This allowed the interviewer to pose all questions to participants in 

English. However, although the interviews where primarily conducted in English, participants often used 

terms from major local languages (i.e., iciBemba, iciNyanja), even when speaking primarily in English. 

Most people living in Zambia are multilingual and mixing local language with English is commonplace in 

everyday discourse. Allowing participants to do so during the interview was thought to promote greater 

comfort and freedom of expression amongst participants. All participants were also urban-dwelling 

parents, residing in the capital city of Zambia: Lusaka. 

  



10 
 

Lusaka Demographics 

Lusaka is the most populous city in Zambia, with an estimated urban population of 2.5 million at 

the time of the 2010 census (Zambia Statistics Agency, 2014). English is the official language of 

communication in Lusaka Province (in which Lusaka city is located); however, when Lusaka residents 

were asked what language they most commonly use to communicate in their day to day life in the 2010 

Census, iciNyanja was endorsed by 61.9% of respondents. English was the third most common response, 

endorsed by only 6.2% of respondents in Lusaka Province overall, and 6.9% of urban-dwelling residents 

specifically (Zambia Statistics Agency, 2014).  

When comparing wealth distribution across provinces, Lusaka Province has the highest 

percentage of the population (51%) in the highest wealth quintile in the country and the lowest 

percentage of the population in the lowest wealth quintile (1.8%; Zambia Statistics Agency, 2018). In 

Lusaka Province, 54% of children are estimated to be residing with both parents, while 20.5% have a 

living father but reside with only their mother (Zambia Statistics Agency, 2020).  

Overall, 80.0% of women and 89.6% of men in Zambia aged 15-49 are estimated to be literate in 

either English or one of the seven official vernacular languages (Zambia Statistics Agency, 2014). 

Statistics on English fluency in Zambia are unclear; however, English is the main language of instruction 

in Zambian schools so statistics of educational attainment and literacy may be used to provide a rough 

estimate. When female educational attainment was examined in Zambia’s country-wide 2018 

Demographic Health Survey, 10.6% of women and girls (school-aged or older) residing in Lusaka 

Province had no education, 32.6% had some primary school education (10.4% completed primary), 

27.8% had some secondary school education (10.8 completed secondary), and 7.4% had pursued higher 

education (Zambia Statistics Agency, 2020). Overall, the median years of school completed was 6.5 
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years. Educational attainment rates of males in Lusaka Province were similar to those of females 

(Zambia Statistics Agency, 2018).  

When compared to the demographics of Lusaka Province detailed above, this study’s sample 

appears to be biased towards having greater academic achievement, possibly due to our requirement 

that participants be fluent in English. As a result, they may not be representative of all caregivers of 

children with DD in the region, let alone the country. 

Procedures  

As with all studies in this dissertation, this study received approval from York University’s ethics 

review board prior to commencement. I conducted the interviews in August 2017 and December 2018. 

Of the 15 interviews, one was conducted over the telephone, four were conducted in the home of the 

participant, one was conducted at the home of the participant’s friend, and the remaining 10 interviews 

were conducted in a private room at one of the special needs schools. All participants provided 

informed written consent to participate in the study (Appendix B) and to be audio recorded (Appendix 

C) prior to each interview. The mother who completed the interview over the phone had an in-person 

meeting to obtain informed consent prior to scheduling the phone interview. With this participant, 

informed consent was then re-established verbally at the beginning of the phone interview. Interviews 

were approximately 30 minutes in length, on average, and ranged from 20 to 45 minutes.  

Participants were recruited through purposive sampling. Specifically, I contacted schools, 

hospitals, and non-governmental organizations that provided specialized services for children with 

special needs. The organizations that agreed to circulate information about the study were then 

provided with flyers to circulate to the parents. Additionally, some organizations had representatives 

(e.g., teachers) act as intermediaries to connect interested parents with me. Parents who participated in 

the study were then asked to share information about the study with any other parents they knew who 
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might be interested in participating as well. All participants received an honorarium of approximately 

$30 (provided in local currency; see Appendix D for the receipt for the honorarium) for participating in 

the study. Eligibility for participation in the study included (a) being a primary caregiver of at least one 

child between the ages of 0-21 with any type of DD (as identified by the parent), and (b) the respondent 

having sufficient English language proficiency to participate in the interview.  

Data Analysis 

All interviews were audio recorded and then transcribed verbatim. Portions of the text that 

were in local languages were then translated to English by me but were marked with a different font 

colour in order to distinguish them from text that was originally spoken in English and did not require 

translation. The text was then analyzed in NVivo 12 Pro: a qualitative data analysis computer software 

package that promotes ease of text organization and synthesis. An inductive approach was used to 

analyze the data. All transcripts were reviewed several times and impressions and other comments were 

then made throughout the document. After notes were taken, the transcripts were then re-read, the 

emergent framework was used to group the data, and thematic analysis was applied to synthesize the 

notes into more specific themes.  

Three interviews were coded independently by me and two of my committee members. We met 

to compare our results for consistency and carefully discuss the themes we applied to those three 

transcripts. Our interpretations were similar and I proceeded to code the remainder of the transcripts 

using the same approach I had used for the first three. When coding was complete, repetitions in the 

data within each transcript and across different transcripts were used to establish themes, as 

recommended by Ryan and Bernard (2003). The transcripts were then re-read to identify direct 

quotations that were particularly representative of each theme. Similar themes were then clustered 

together, and clusters were given a descriptive label that communicated the nature of the theme. Once 
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themes were established, I made inferences about the themes and summarized the data. I then 

presented these themes, along with quotes that exemplified the themes, to members of my research 

laboratory. Feedback from this presentation was carefully considered and informed my final 

interpretation of the data. 

Results 

The themes that emerged from the interviews largely fit into the broad categories defined by 

the Perry Stress Model. Some themes emerged from parents having consistent responses to questions 

in the semi-structured interview guide (Appendix A). However, a number of new themes emerged that 

were not explicitly tied to specific questions in the interview guide. All themes were organized using the 

Perry Stress Model as a guiding framework (Figure 2).  

Figure 2 

Thematic Map Illustrating the Emergent Themes 
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Stressors 

Mothers in this study endorsed a number of stressors that impacted their experience of raising a 

child with a developmental disability in Lusaka. Some of the stressors were related to the child’s 

condition, some were unique to the parent’s individual situation, and still others were environmental 

and shared by a number of caregivers in the study who lived in similar conditions.  

Child Characteristics 

Six mothers described the ways in which their child’s adaptive skill level (i.e., self-help skills such 

as not being able to feed or bathe oneself) played a significant role in their experience of raising the 

child. Similarly, seven mothers described the negative impact of their child’s problem behaviours (e.g., 

destroying property, physical aggression). Challenges related to low adaptive skills included the child 

being less capable of helping out around the home or the child being less able to communicate their 

wants and needs with their parent. For mothers who had children with greater adaptive skills and fewer 

problem behaviours this was noted as something that had a positive impact on their lives. Parents 

whose children were completely dependent on them also reported that this limited their opportunities 

for social interaction or the pursuit of employment outside the home. While some mothers were able to 

manage this by negotiating childcare with other family members or friends this was made more difficult 

for caregivers of children with problem behaviours.  

Mothers who reported that their children exhibited problem behaviours reported that their 

children needed to be watched with more vigilance and it was, therefore, more difficult to find someone 

who would be able to watch the child in the absence of the parent. For example, one mother of four 

children complained: 

She will do things that would really frustrate everyone like being very active doing things like 

running up and down, getting things like this, that you would not want her to be playing with. 
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For example, she will get anything, or eat anything, or even drink it - anything that would even 

be dangerous for her … so it was a big challenge because I would just be monitoring what she is 

doing, where she is, and it was like every time we are sitting … we think every 2 minutes, “where 

is [child]? What is she doing?” 

A few parents also reported that the child’s problem behaviours increased the difficulty in finding a 

school that would work with the child. Similarly, a few mothers reported that their child’s problem 

behaviours negatively impacted their relationships with family, friends, and neighbours. For example, 

one mother described some of her neighbours as being more compassionate of her situation while 

other neighbours were less tolerant of her child’s behaviour:  

The other neighbors they did not like because he was beating their children, but even them, 

there were children who were being beaten. But they were also aware of the prayers made for 

him so they would understand him. But, with [other neighbours] they would complain about 

what he did. 

When mothers were able to find schools, family, friends, or neighbours who had patience for the child 

and were willing to work with the child, this was described as a significant source of support. For 

problem behaviours that potentially impacted the safety of the child (e.g., impulsive behaviours such as 

running away from the home or ingesting unsafe items), mothers reported increased stress related to 

the safety of their child. These mothers described the many ways in which such behaviours impacted the 

whole family and resulted in family decisions, such as where to live, being constrained by the child’s 

problem behaviour.  

Nine mothers positively commented on the progress that their child had made over time; 

describing the ways that their child had improved, and indicating that they were grateful for these 

improvements. As mothers took note of the progress that their children made over time this made them 
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more hopeful that, despite the remaining additional challenges, their child would continue to improve 

over time. Further, noting such progress in their children helped give mothers confidence in their ability 

to help their child. Parents also reported that remembering how much their child had improved gave 

them extra patience, strength, and fortitude in moments when their experience was particularly 

challenging. One mother noted that, when she becomes frustrated with her child’s problem behaviours 

and is tempted to spank him, she is reminded to, instead, continue to pray for him because of the 

progress he has made so far.  

 Parents attributed their child’s progress over time to many things; including growth and 

maturity, prayer and divine intervention, the parent’s own efforts, and professional interventions or 

special education programs. Some such intervention and special programs encouraged the participation 

of caregivers so that they would be able to carry on the work with their children at home. Parents 

reported feeling empowered by attending such programs and many caregivers reported feeling as 

though the child’s success depended on the parent’s efforts to learn how to best support their child.  

 In addition to the progress they saw in their own children, mothers also reported feeling 

encouraged by comparisons they made between their child and other children with special needs. Some 

reported that seeing other children with similar conditions to their own child who were “doing well” 

gave them hope that their child may also improve. Additionally, mothers who saw children whom they 

perceived to be struggling more than their own child felt grateful and encouraged by their own child’s 

skills. For example, one mother of three reported: 

It is not hopeless. If anything, he is much, much better than many other children that have this. 

He is very normal and able to talk; he is able to articulate, he is able to do so much so they 

always encouraged me and said it wasn’t a hopeless situation and I think that is what gave me 

the courage to forge ahead and do what I’ve done for him.  
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Four mothers reported that the main source of stress related to their child’s condition was their 

child’s physical health. For children that had challenges with breathing or eating caregivers reported a 

great deal of stress related to maintaining their child’s health. Additionally, these mothers reported that 

physical disabilities or serious health concerns induced financial stress as they necessitated surgery, 

other costly medical interventions, or specialized equipment. 

Obtaining a Diagnosis 

The path to obtaining a diagnosis differed, with some mothers having the child's issues 

identified immediately in the hospital when the child was delivered, and other parents having issues 

identified later when they took their child to the clinic for routine developmental check-ups for children 

under the age of 5. For some children, challenges were first noted by the parents themselves or by 

family members as the child failed to meet developmental milestones. Finally, for other children, 

concerns were only identified once they entered the school system and mainstream education programs 

reported that they would not be able to meet the needs of the child. For one parent, the delay in 

obtaining a diagnosis for her daughter was a source of sadness as this delayed her child’s access to 

special education supports and she felt this had limited her child’s opportunity to progress. This mother 

described her frustration in this way:  

I feel that when she was young that was the time that we were supposed to know but we didn’t 

- up [until she was] 13 years, when we found out she should go to special school. So that is my 

regret, to say at least when she was young if we were able to know they would help her more 

and more.   

One consequence of failing to obtain an accurate diagnosis for a child was that it sometimes limited the 

parent’s ability to enroll their child in special education services and interventions.  
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For caregivers who were able to obtain an accurate diagnosis, it significantly reduced their stress 

and increased their confidence regarding their ability to raise their child. Five mothers of children of 

various ages and with a variety of needs had not obtained a clear and specific diagnosis at the time of 

the interview. Parents reported that their child’s condition was described to them by clinicians as “brain 

damage” or “slowness in learning or growing”. Some descriptions of the information provided by 

clinicians were unscientific and vague. For example, one parent reported that a clinician told her that a 

fall her child had sustained “caused her brain to shrink” and that this was the origin of the child’s 

challenges. Among the children in the sample that had a diagnosis, the majority were diagnosed with 

cerebral palsy: a loosely defined disorder of variable etiology describing challenges in movement and 

muscle growth that may or may not be accompanied by cognitive challenges (Kavcic & Vodusek, 2005). 

Some mothers reported receiving the child’s diagnosis when international doctors were brought into the 

country by an internationally funded NGO to diagnose a number of children who were receiving services 

from that organization.  

Access to Information 

All ten mothers who had received a diagnosis for their child reported that, once the diagnosis 

was received, they struggled to understand what that diagnosis meant and how they needed to parent 

their child as a result of the child’s needs. Other mothers were a significant source of information and 

support to one another in this regard. As parents interacted with other parents whose children had 

special needs, they came to understand their child’s needs better by comparing them to other children 

who displayed characteristics that they perceived as similar to those of their own child. Interacting with 

other parents was described as a significant source of support for many mothers, as it provided avenues 

for parents to seek advice and obtain information that may be relevant for their children as well.   
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Literacy and access to information on the internet was also noted as a significant source of relief 

in this regard. Mothers who were able to obtain information online recognized their privilege in this 

regard and described it as a necessary resource for their child’s continued improvement. For these 

mothers, knowledge obtained through the internet filled a gap left by the perceived paucity of available 

services. For example, one mother who works as a teacher reported that:  

Maybe this fact that these facilities are not there, and because they’re not there, the condition 

that he has is not widely spoken about and people don’t really understand it. I and my family 

have privilege because we have extensively read about [child’s name]’s condition, even on the 

internet. Despite having no facilities, we still take an interest to know what really it is and what’s 

best for him, so at least we know.  

Five parents reported having healthcare professionals who were knowledgeable about their 

child’s disability-related needs and took time to counsel and explain things to caregivers; however, three 

of those five parents also described negative experiences that they had with other healthcare 

professionals. Additionally, the majority of parents reported either struggling to obtain supplementary 

information from clinics and healthcare professionals, or not understanding the information provided. 

One single mother recounted her attempts to obtain information from the clinics this way:  

Most of the people – when I try to find out they just tell me “go, you can just check most of the 

information [on] the [internet]. They just tell me the surface of the information, not the deeper. 

“No, try to find out from the net.” And I’m not on a phone that can go on the net, so I don’t … 

They will just say, “no, actually we’re really busy. There are a lot of people so you can’t expect a 

lot”. 
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Access to Services and Interventions 

Overall, reported barriers to accessing services and interventions included lack of available 

services in the community (or country as a whole), financial limitations, and lack of transportation. Once 

the child’s needs were identified, eight mothers reported that they struggled to find services to support 

their child. A few of these mothers were made aware of interventions (e.g., surgery to improve the 

child’s mobility) that were not available or had a significant cost associated with them. Additionally, 

sometimes mothers identified products, services, or interventions that may be useful for their child but 

did not know whether or not the services were available in Lusaka. It was notable that these caregivers 

possessed good information-finding skills as they were resourceful enough to find out about these 

products, services, or interventions, but still struggled to find out whether or not these services were 

available and how to obtain them. For example, one mother lamented:  

Because I’m on Facebook groups that have ADHD, sensory processing disorders, all these other 

things, I see people post about things that I think might be of help to him, but I don’t know if 

they are available here. Things like weighted blankets because of his sensory issues. 

Transportation concerns were mainly related to financial limitations and lack of accessibility due 

to the child’s physical condition. For example, one parent who was able to transport her child to school 

reported the difficulty that other caregivers faced in transporting their own children to a special school: 

Some have failed to bring [the child] to school because, even with a wheelchair – because the 

bus you can’t afford, taxi you can’t afford. So if there was a bus or ferry that took children to 

school, most of the caregivers would be happy to bring their children to school.  

Sometimes parents found out that a resource that would have been helpful to them had existed 

for some time, but they had not been made aware of it. One mother who struggled to transport her 

physically disabled child reported:  
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I had to put him on my back and my son is tall. So I used to get tired but I prayed about it and 

one of my friends from physio told me “go to the orthopedic section. They have wheelchairs. I 

think it will help you”. So I went there and explained to the doctor. “Bring your son and we will 

see him.” I took him there. So they said “okay, no problem”. They gave me [a wheelchair] for 

free. So from there it went very easy for me.  

This anecdote highlights the manner in which, for many parents, awareness of social services and 

beneficial resources was often obtained through word of mouth from other parents who had children 

with similar needs. Overall, the information that parents provided to one another was a necessary 

complement to the information being sought through clinics and special education programs. 

Financial Difficulties 

Twelve mothers described having financial difficulties and many of these mothers reported that 

financial needs were their greatest source of stress. For some parents financial difficulties were a source 

of stress primarily because they limited the parent’s ability to provide for needs related to the child’s 

condition, whereas other caregivers reported stress because of the threat to survival brought on by 

poverty more generally. As previously alluded to, financial difficulties presented a barrier for some 

families to accessing interventions and supports necessitated by the child’s needs. Additionally, financial 

difficulties resulted in stress for many caregivers as worrying about food, housing, and other needs 

simply presented another challenge for caregivers to worry about. As one single mother put it, “[my 

child] needs soap, she needs diapers; everything here we buy, including water. There’s no free things”.  

Additionally, many mothers reported that the child’s needs contributed to financial challenges 

as caring for the child limited the caregiver’s ability to seek employment. For caregivers who were single, 

these challenges were made more significant by the absence of a partner with whom to share the 

burden of financial expenses and caregiving duties. Some single caregivers alluded to challenges related 
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to obtaining financial support from absent fathers, while others were able to fill the gap with support 

from other family members. Three caregivers in this sample sought support from absent ex-partners by 

pursuing legal action; however, this was not always successful. The mothers reported that, despite the 

courts ordering these ex-partners to provide a certain amount of child support, the partners were still 

able to avoid making payments. For single caregivers who received no support from their ex-partners or 

their families, the situation was particularly dire.  

Five mothers described experiencing challenges related to pursuing employment. For example, a 

few mothers reported that it was a challenge to know whether they would best serve their child by 

devoting their time to employment in order to provide financially or by supporting the child with their 

personal time. One mother reported that her child’s intervention program required parent involvement 

and required a significant amount of transportation such that she could not have her child participate in 

these services while also working. This mother had to make the difficult decision to not take her child to 

intervention so that she could work and provide for the child’s basic needs. Another mother reported 

experiencing guilt as she found it necessary to work but felt that this did not allow her to spend enough 

time helping and supporting her child once she got home. This mother shared:  

It has affected me sometimes and … sometimes I would feel that when I was working that 

maybe I’m not spending enough time on him because he always needed a little help and 

support, especially when he is doing his homework and - you know? So sometimes I felt like I 

wasn’t giving him much time. 

Marital Difficulties and Family Conflict 

Unfortunately, five mothers alluded to marital and family conflict as a significant stressor in their 

lives. Sometimes these difficulties were related to the child’s condition, while other times the marital 

difficulties simply made it more difficult for the primary caregiver to care for the child due to the strain 
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of the marital or family relationship. Some mothers reported that their spouse’s failure to accept or 

understand the child’s condition could result in the father blaming the mother or feeling justified in 

abandoning the family. For example, a single mother described her experience in this way:  

He would say “I think you’re not the woman for me because you have a disabled child when 

others have children that are able to do all sorts of things" … I called him [and he told me] that 

this is the woman I’m going to marry ... I called my in-law and explained, and she said, “that’s 

how men are”. I was stressed, until we went to court, divorced from there. 

When marital difficulties were unrelated to the child’s condition they were often related to paternal 

infidelity. Marital conflict sometimes resulted in separation or divorce which, in turn, resulted in 

financial difficulty.  

In addition to marital difficulties, parents sometimes experienced family conflict because of their 

family’s failure to accept the child, hesitation to provide caregiving support, or because of the family’s 

frustration with the child’s problem behaviours. One mother who lived with her parents described the 

way the continuous family conflict and complaints about her child’s behaviour were discouraging and 

left her feeling hopeless and overwhelmed. For example, in reference to one particular incident she 

reported: 

There was a time she would wake up at like 3 or 4 [am]. She would just be crying, making noise. 

[They would say] “this is not a place [for] crying like it’s a clinic”. Saying those things - 

discouraging you -where you can think “Where can I go so that I can have peace”. You can even 

have food on your table and you can’t eat, thinking, “where can I go… with this child so that I 

can have free mind with her?”  

Two mothers reported that their child’s problem behaviours contributed to the conflict, as the 

family would become frustrated with the child and, sometimes, with the parent, as a result. For mothers 
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who felt that the child was loved and accepted by the family, the child’s problem behaviour may still 

cause momentary frustration, but the mothers also described reconciliation or continued love between 

the child and the other family members. Parents who felt that their child was rejected by their family 

experienced this as deeply painful. These mothers often reported anxiety related to what would happen 

to their child if they were no longer around to care for them. In the words of one mother:  

I just sit and think when my other sibling’s children come my mom is able to welcome them. 

She’s happy with them. But my mom has never put my daughter on her back. Not even getting 

her to put her on her lap – no. she has no time for her. but with my sisters she has her whole 

time … So I’ve been asking myself - I’ve even reached this extent of saying “why is this child 

being abandoned like this when I’m alive? What if I’m dead? who’s going to look after her?”  

Stigma 

Eight mothers reported that they or their child received negative treatment or discrimination 

from others. For example, some mothers reported that neighbourhood children would not play with the 

child, sometimes because the mothers of those typically developing children had instructed them to 

avoid the child with special needs. Parents believed that this stigma was borne of a lack of 

understanding about developmental disabilities. For example, one parent reported that some 

neighbourhood caregivers may fear their children interacting with her child because they believe that 

her child’s condition is contagious. A few caregivers alluded to the fact that this stigma was furthered by 

the lack of exposure in the community at large to such conditions as many children with special needs 

are hidden away. In line with this, some of what was experienced as stigma seemed to result from 

curiosity of bystanders about the child’s condition. Parents reported being stared at and asked probing 

questions. While some parents were able to respond to this by ignoring the stares and answering the 
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questions, other caregivers reported that it negatively affected them and made them feel sad or 

embarrassed.  

Having a child with special needs also resulted in the mothers feeling as though they were being 

judged, gossiped about, or treated negatively. Mothers reported receiving blame or being shamed for 

their child’s condition. Again, these reactions were sometimes related to ignorance about such 

conditions as some caregivers reported that people blamed them due to believing the child had been 

bewitched, perhaps in reaction to some fault that the parent or the family had committed against 

someone else. Some mothers reported that the stigma resulted in their feeling hesitation to leave the 

home with their child. For example, one mother said: 

Initially I didn’t want to go out with him. I thought it was too much pressure, and there are 

stares, and what if he throws a tantrum and people just look, and sometimes people will be like, 

“what a horrible mother”, and things like that.  

This mother reported that sometimes negative comments made about her parenting or her child’s 

behaviour would cause her to become emotional and lash out at bystanders. However, on other 

occasions she was able to maintain her composure and explain her child’s condition to these bystanders 

who sometimes apologised once they understood the situation.  

One college-educated mother described her child’s condition as a “touchy subject” and a 

“sensitive matter”. She reported that she believed other friends and family members had noticed her 

child’s challenges but were afraid to point them out to her. For those with whom she eventually shared 

the diagnosis she perceived a sense of relief as they realized that she, too, had noticed her own child’s 

challenges. She and some other mothers who participated in the study reported being selective about 

whom to share their child’s diagnosis with because of concern about being talked about or judged.  
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One mother reported responding to stigma by ensuring that others know how proud she is of 

her child despite the child’s challenges. This mother described a conversation that she had with a 

bystander who noticed her child’s condition this way: 

 She said, “you always put your child on your back, why can’t you let her walk?” I said, “she 

doesn’t walk, she’s a special child”. Then she says, “okay, but don’t you feel shy when you’re 

with her?” I said, “no, I’m very proud of her. I introduce her to everyone, so she knows I’m very 

proud of her. I would never let her down”.  

Another mother noted that allowing the stigma to affect you would result in further stress, so caregivers 

were better off learning to ignore it:  

It’s because of what people [say] about the children so that makes it very difficult because there 

[are] a lot of bad things actually. So if you take it in you have a problem. If you brush it off, and 

focus on the growth of the child, you will be fine. Because some [caregivers] take it in and carry 

it, so it makes a lot of challenges.  

Some mothers reported wanting to ignore the stigma but shared that, no matter how much they tried to 

do so, it still affected them. One parent reported disappointment in this, saying, “I thought I would be 

stronger now against it”.  

The stigma experienced by caregivers was also sometimes reported as a factor that resulted in 

fathers abandoning the family. A few caregivers reported hearing or witnessing situations in which other 

children with special needs in the community were neglected by both caregivers, often resulting in the 

deaths of those children. Such stories seemed to be experienced by mothers as warnings of what would 

happen if they allowed their treatment of their own children to be influenced by stigma.  
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Other Life Stressors 

In addition to the topics covered above, mothers reported other miscellaneous sources of 

stress; including, neighbourhood safety concerns or concerns about the threat of theft due to their living 

conditions. Two caregivers reported being HIV positive and one reported having to care for an HIV 

positive spouse. This resulted in additional challenges related to health and physical well-being as well 

as the experience of stigma related to HIV. Finally, some caregivers described stress related to the 

burden of having to care for other family members or having a newborn or younger child in the home 

who also needed support. A few parents reported having to take in a number of dependents due to 

those extended family members becoming orphaned or their caregivers not being able to care for them 

due to financial difficulties. In terms of other children in the home, it was not surprising that having 

children older than the child with special needs was often experienced as relieving parent stress, 

whereas having children younger than the child with special needs sometimes resulted in greater stress.  

Resources 

 Mothers in this study reported resources that may contribute to reductions in stress in this 

population and allow caregivers of children with DD to manage challenges more effectively. These 

resources can be considered to fall into two main categories: an individual’s personal resources, 

including coping strategies, and their family system resources.  

Individual Resources 

Parents described a number of individual resources as helpful for raising a child with DD, 

including resourcefulness, self-efficacy, interest in learning, organization and planning skills, and social 

skills.  
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Four mothers reported that being resourceful helped them to find ways to address the many 

challenges that they experienced. For example, one mother described using a soup thickener to thicken 

water so that her daughter wouldn’t choke on it. Similarly, a few mothers reported focusing what free 

time they had on gardening so that they would always have vegetables to eat, even when their finances 

were limited. For these caregivers, findings solutions to these problems brought them pride and 

increased their self-confidence. Related to this idea was the parent’s openness to seeking advice from 

others or trying new ways of solving problems, which a few caregivers described as a personal resource.  

Five mothers reported feeling confidence in their ability to support their child and meet his or 

her needs. Some caregivers described this confidence as changing from day to day, however. For 

example, one mother shared:  

Sometimes I feel like “yeah”, like I am ready, like I can do this, or I can do that. Then there are 

other times when I am just taken aback by certain situations and I feel like maybe I am not there 

yet.  

Indeed, the mothers reported that their confidence grew over time, as they learned more about their 

child’s condition, and as they began to see their children progressing and gaining skills the child had 

previously struggled with.  

 A few mothers described their desire or interest in learning and acquiring new skills as being 

beneficial. As caregivers were faced with an overwhelming amount of new information and new 

challenges with their children, having an interest in learning and a desire to understand new things, 

pushed these caregivers to continue to ask questions and seek out new sources of information until they 

felt confident in their understanding. 

 Five mothers reported the necessity of being proactive, anticipating challenges based on prior 

experience with the child or with the systems with which they interacted, and finding ways to curtail 
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future problems before they began. Similarly, one parent described herself as overly cautious, which led 

her to ensure that she was well-prepared. Some mothers also described the importance of learning to 

speak up and be open about their need for support and the challenges they are facing, in order to 

advocate for their child. One mother said, “I told myself ‘look, this thing is not going anywhere and if I 

don’t show the world or speak up for my child, nobody else is going to do that’,".  

One mother reported that her ability to multi-task has helped her immensely to manage the 

multitude of tasks she needs to complete for her son, without becoming overwhelmed. Similarly, many 

mothers alluded to their willingness and ability to work tirelessly in order to provide their children with 

the things they needed. Parents were inspired to push themselves in order to be able to meet their 

children’s needs as much as possible. Additionally, being able to prioritize tasks when not everything can 

get done was described as a personal strength.  

One parent described the way in which her social personality made it easier to both gather 

information for her own child, and also to help other caregivers. Indeed, although other parents did not 

directly refer to their own social skills, the importance of forming bonds with other mothers of children 

with DD was evident in many of the interviews and having an outgoing personality or being able to easily 

form bonds with others is likely a valuable personal resource.  

Coping Strategies. Parents described a range of different coping strategies. The most commonly 

reported strategies were acceptance and religious practice (both of which were discussed by ten 

mothers); however, caregivers also endorsed positive reframing, active coping, substance use, self-

distraction, and seeking support from others. 

Two thirds of parents who participated in the study referenced the importance of acceptance in 

helping them to cope. Some factors that mothers described as helping them find acceptance included 

learning that it was not their fault, having faith in God, meeting other caregivers of children with DD, 
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and seeing how many other children there were with DD. Parents reported that once they accepted the 

child’s condition, things became easier for them. Parents reported that acceptance made them feel 

stronger and find happiness with their children. One mother described it this way:  

The doctor also gave me hope to say, “sometimes he can walk but if it’s not God’s wish then [he] 

will be moving in the wheelchair, you will be able to get your own chair, one way or another.” So 

that way I was able to accept and just told myself, “I need to accept for my child to grow and for 

other people to help me because if you don’t accept how will other people help you. Because 

you will be upset all the time”.  

Acceptance seemed to be interpreted differently by different mothers. For some, accepting 

their child’s condition led them to learn more about it and be more proactive in learning how to 

promote the best outcomes for the child. Conversely, for other mothers, accepting their child’s 

condition led to behavioural disengagement. For these mothers, accepting the child’s condition and 

accepting that the child’s condition would never go away meant there was no use in trying as nothing 

would change. These mothers instead focused their attention on trying to maintain inner peace and 

comfort in the face of any challenges they encountered. One mother reflected on this conflict about 

what “acceptance” really means by reflecting on a time she heard someone who was active in the DD 

community admitting that they sometimes wished their child’s disability would just “go away”:  

According to the standards they’ll say “she has accepted” but then I feel like from that 

[statement she made] I feel like this is more [like] tolerance and how [can I make the best out] 

of the situation because it’s not going anywhere … so if that is what acceptance is then yeah.  

Religious practice was found to be beneficial as it helped caregivers to make meaning out of 

their difficult situation and to feel as though there was a larger plan for their lives. The caregivers 

reported feeling a sense of peace when they attended church services, read the bible, prayed, or 
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listened to religious music. Parents described religious music and church services as “uplifting” and 

reported feeling renewed or comforted by them. Parents also tended to describe relying on their faith 

when they felt helpless or hopeless about their situation. Some mothers reported that their faith in God, 

their belief that their child was a blessing from God, and their belief that God had given them the child 

for a reason, helped them remain strong when faced with stigma. For example, one mother described 

telling her husband to respond to the stigma he received from his friends saying, “no this is the making 

of God … you don’t choose what you are going to give birth to, it is only God [who] gives you … whatever 

you receive and look after”. There was some diversity in the way parents used religious practices, such 

as prayer, to cope. For example, some mothers focused on praying that their child or their situation 

would change, while others focused on praying for virtues such as strength and compassion for the 

child.  

Two mothers alluded to the value of being able to focus on the positives and maintain hope that 

they would be alright. One parent reported feeling as though focusing on negatives was draining, so she 

tried to “snap out of it” and focus on the positives in order to remain energized. Sometimes they were 

able to maintain positivity by having faith in God and trusting that he would support them. Mothers also 

reported that receiving words of encouragement from special education teachers and other 

professionals helped them to remain encouraged. Similarly, seeing other individuals who had special 

needs but were perceived to be doing “well” helped mothers maintain hope that they and their child 

would also be alright.  

Focusing on positives, or reframing the way they perceived their situation, also helped mothers 

empathize with their children, express love for their children when times are difficult, and find ways to 

connect with their child. Parents alluded to achieving this positive reframing through methods such as 

prayer, treating their children as they would treat “normal children”, or obtaining education on the 

child’s condition.  
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 A few mothers reported seeking distraction from their problems by sleeping or watching 

television. Others reported that taking walks when they had a lot on their mind was beneficial. Mothers 

reported that, although the problem remained after the walk, these walks sometimes helped them relax 

or provided some distraction. A few mothers endorsed keeping busy with housework and other such 

tasks rather than focusing on what sometimes felt like insurmountable problems. These mothers tried to 

stay focused on the concrete tasks that they could accomplish. One mother endorsed using alcohol to 

cope. She reported doing so in an effort to help herself feel more positive about things, thereby helping 

her to also be more cheerful in her interactions with her child.  

 Finally, six parents endorsed actively seeking out support or encouragement from others as 

beneficial. The impact of social support is described in more detail in the support section of the results. 

Family System Resources 

Eleven parents referenced the impact that their family had on their experience of raising their 

child. One significant way in which family was found to be beneficial was through the provision of 

childcare. Mothers described the relief they experienced as a result of family members helping them to 

care for the child. Receiving childcare allowed mothers to maintain employment outside the home or 

find other ways to spend their time in ways that could benefit the child or the larger family. Being able 

to get respite from caring for the child also provided time for some caregivers to relax or allowed some 

caregivers to participate in self-care activities, such as spending time with their friends. In addition to 

childcare, family members also helped caregivers by providing emotional support or encouragement. 

Three mothers reported that family and friends reminded them to love and treasure their child, which 

helped them maintain a positive connection with their child in times of stress. Additionally, family 

members provided support by helping provide instrumental care for the child or assisting with teaching 

the child (e.g., reading and writing).  
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 A few mothers, however, reported not having family nearby or not being supported by their 

family. For these caregivers the absence of family support was felt deeply. These caregivers described 

feeling lonely and having nobody. One single mother of a child with cerebral palsy said sadly:  

Losing your mom and dad and you have no one we can say that “if this happens whom will I run 

to? … Maybe if I had a sister or a brother – “. I don’t really know what they are saying or if they 

are really concerned to visit me once in a while - and I’m not asking for anything, just a visit once 

in a while that was - at least that they care that they are concerned. But no one - January to 

December I’m just alone with a child like this”.  

For women who had family nearby but were not supported, reasons included the family’s failure to 

accept the child and the family having their own issues to worry about. For some families, failure to 

accept the child’s condition was related to sadness or concern about the parent and how they would 

manage. Some mothers reported that their family found it easier to accept the child when they were not 

the first child in the family who had been born with a DD. Single caregivers who had no family support 

struggled to find or maintain employment and therefore experienced significant financial difficulties. 

Some of these caregivers reported seeking financial support from extended family members but few 

caregivers endorsed receiving such financial support. Parents who did not have family support relied on 

the support they received from other caregivers of children with DD.  

 More than half of the participants reported marital difficulties; however, a handful of mothers 

reported having a very supportive husband. In some cases, the biological father of the child accepted 

the child’s condition and was supportive while in other situations women were able to remarry men 

who accepted the child. Some fathers simply supported through the provision of financial support while, 

in other couples, women reported that the emotional support they received from their husbands was 

important as well. Finally, a few fathers were even more involved and helped the mothers physically 
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care for the child as well. For example, a mother of four with an infant described her husband and oldest 

daughter helping out in this way: 

Having four children and taking care of them at once is not really an easy path for me, but I 

tried... Because I would find time and sit down with her and do one or two things but for now I 

am really really not been able to sit down and start – or maybe find time to teach her. But the 

sister and her father find some time for them, like reading stories for them and the sister will 

bring a picture and paint and do a few words on an alphabetical form - they try to do that at 

least once in a week.  

Supports 

 Women in this study endorsed receiving both emotional and instrumental support from several 

sources; including friends, neighbours, other caregivers, religious communities, NGOs, schools, hospitals, 

and other government sources. Parents who did receive this support described it as helpful, while other 

mothers felt a notable absence of support from the aforementioned sources and reported that having 

such support would make a significant difference in their lives.  

Informal Supports  

The most frequently endorsed source of informal support was the other mothers who had 

children with DD. For many mothers this community of other parents who had children with DD became 

their friends. These mothers provided childcare for one another when needed, provided emotional 

support and practical advice, and shared valuable information and resources. Women found that talking 

to other mothers of children with similar needs to their own, not only lead to increased knowledge, but 

also increased confidence in their ability to care for their children. Additionally, women also felt more 

positively about themselves when they were able to help other mothers. In the words of one parent:  
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Women – we have to be supportive. So that … we make groups, we discuss what the way 

forward [can be], on how we can keep these children with disabilities, our lives … Yes, we have 

to come together and give each other ideas on what we can do.  

Overall, mothers found that coming together regularly, sharing their experiences with one another, and 

offering and receiving advice made everyone stronger. Even when conversations or interactions with 

others were not focused on resolving the issues that were the source of the parent’s stress, being 

around others provided distraction that helped mothers feel “refreshed”.   

While two caregivers reported receiving continued emotional support from friendships they had 

established prior to having a child with DD, several mothers also referenced the ways in which pre-

existing friendships changed after the birth of their child with DD. For example, two women reported 

that their friends grew more distant because they had less time to spend with their friends. One woman 

also reported feeling discouraged when she spoke to her friends as they would not be able to help her 

and would talk about how big her problems were. For example, she shared the following:   

My friends - some they say “no, we will come do anything. You have that problem. You can’t go 

anywhere. You can’t work. You can’t do anything” … They say, “that problem is very big. Ay!” So 

sometimes I feel discouraged. 

  Religious communities were also described as a significant source of support by four mothers. 

Some women described ministers, priests, or other members of their religious community providing 

words of encouragement and going out of their way to check on the parent and ensure their well-being. 

Mothers found it helpful when members of their religious community reminded them to pray about the 

challenges they were experiencing or provided advice about the challenges they were facing.  

There was variability in how helpful women in the study reported their neighbours to be; 

however, a few mothers reported having supportive neighbours who expressed empathy for the child, 
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provided words of encouragement to the parent, and two caregivers even described neighbours 

providing respite to the child. For caregivers whose children were prone to running away, neighbours 

were often instrumental in helping keep the child safe or helping caregivers to locate the child when he 

or she could not be found. Caregivers who did not live in supportive communities were often reminded 

of this fact as they frequently heard disparaging words used to describe their child or saw the negative 

looks directed to their child.  

Formal Supports  

Formal supports accessed by mothers in this study included schools for children with special 

needs, mainstream schools, hospitals, and NGOs. 

When mothers described the way they felt that the government had provided support for them 

and their child, many referenced the provision of government-funded special schools. In particular, 

caregivers valued the special education teachers, whom they described as going above and beyond their 

role to support caregivers at home and in their community. For example, some mothers described 

teachers approaching them, asking them if their child was in school, and providing them with 

information about the special school. Special education teachers not only educated the children but 

frequently also provided caregivers with information about their children’s conditions and helped them 

find other services that may be of use to them. The different special schools were diverse and differed in 

their approaches to educating the children. Unfortunately, for some caregivers in some schools, it 

seemed as though the education provided at school was not felt to be at the appropriate level for their 

child or was not found to be useful. As a result, some mothers stopped taking their child to school and 

focused, instead, on physical interventions. When asked what they would find helpful, a few women 

referenced a desire for more vocational training opportunities for their children. In addition to not 
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finding the education useful, some caregivers did not take their children to school because they faced 

instrumental barriers to enrolling their child in special schools, such as lack of transportation.  

Mothers who attempted to enroll their children in mainstream schools experienced significant 

barriers. All of the mothers who attempted to enroll their children in mainstream schools reported being 

told, by at least school, that the school could not accommodate the child’s needs. Parents described this 

as a source of stress and the two participants who were able to eventually find a mainstream school that 

was able to support their child described this as a significant relief. Both of these women described 

challenges in obtaining an appropriate diagnosis for their child because the child’s DD did not become 

apparent until the children entered the school system and began to struggle to learn. For both of these 

mothers, the mainstream schools they found that were able to accommodate their children were 

private schools and not government-funded schools. One of these mothers did attempt to enroll her 

child in a special school but, because her child did not have a formal diagnosis, it became a lengthy and 

difficult process for her to do so. This mother suggested that the difficulties some parents faced in 

enrolling their children in school lead many of them to keep their children at home instead. She 

described feeling that there was a need for mainstream schools to have some training or support in 

behavioural interventions or other programs for children with special needs so that caregivers did not 

have to struggle to obtain some level of support for their children and so that those children would 

acquire some valuable and practical skills. She shared her feelings this way:  

I feel that [if] we had a place that the schools can be more – adopting the children like, the way 

[child] is, and if they would accept her and try by all means to advise parents what to do and 

maybe what to bring so that we can also help children like [child] to be in school. Because if the 

children learn maybe certain behaviours can be trained... If they were in school they would be 

able to do anything, but because of procedures like the ones I mentioned of going there and 

there [i.e., parents having difficulty obtaining a diagnosis for their child] - a lot of parents would 
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not manage that. So, in the long run, you find that they just let the child be without any help and 

that is a negative influence on the child. Because children, for example like [child], if they grow 

up without any help or training they tend to become violent because of the frustration and the 

lack of care that they need.  

Mothers reported receiving support from hospitals; however, many described it as challenging 

to receive consistent services in the government-funded clinics and the type of care their child received 

seemed to depend on which doctor was working on a particular day. For example, one parent reported 

having this experience with her son:  

I took him to [hospital] and they say, “he’s got symptoms of a seizure”. They started giving him 

medicine for epilepsy. Then after taking the medicine for 3 … 4 months the other doctor asked 

me “how many times a day does he have seizures?” Then I said, “no I have never seen him doing 

that”. Then the doctor said, “no, stop … giving him the medicine”. That’s how I stopped. Then 

we took him to [NGO] … then the doctors came … they said “[child’s name] has autism”. Yeah, 

so this is when he started going to school. Never gave him any medicine [again].  

Despite some negative experiences reported by parents, government-funded clinics were often 

the first point of contact for caregivers and played an instrumental role in directing caregivers to other 

useful services such as physiotherapy and special education programs. Many mothers reported having 

positive experiences with some clinicians; describing situations in which clinicians counselled them, 

instilled hope, and provided them with useful information. For example, mothers described the lack of 

familiarity with their child’s diagnosis as frightening; however, they reported that their fears were 

lessened when physicians were able to explain the child’s needs to them in lay language, when 

physicians reassured them that the child would make progress with intervention, and that they would 

learn to adapt to the needs of the child.  
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One mother reported noticing an improvement in care after switching from a government-

funded clinic to a private hospital. Her new physician was proactive in providing her with resources to 

support her and her child and went out of her way to be supportive:  

That doctor got my number and then [she] was like constantly calling me, [asking] how the child 

is, how I’m coping up. Yeah and then she would invite me to attend workshops about children 

like my daughter’s condition – CP – to learn more. Yeah, so it helped.  

Half of caregivers who participated in this study reported receiving support from an NGO for 

children with special needs. The NGO helped families in a multitude of ways, including providing 

caregivers with training on how to implement interventions with their children at home, financial 

support, food, opportunities to attend workshops or receive more in-depth training about their 

children’s conditions, and occasionally flying in medical professionals to diagnose children. Parents 

described the education as beneficial and reported seeing improvements in their children as a result of 

the interventions. Parents were also appreciative of the financial and food incentives but, unfortunately, 

stated that it was still not enough to meet their needs. This was especially true for single caregivers or 

other families struggling to secure consistent employment. Parents who had participated in workshops 

in the past found these to be extremely helpful and one parent described feeling as though many 

caregivers like herself would benefit from informative workshops even if the need was not evident. She 

described feeling as though some families may appear to be functioning relatively well on the outside 

but may still not be fully supportive of the child or of one another.  

In addition to the programs described above, mothers described occupational therapy 

programs, physiotherapy programs, and a service providing free wheelchairs as helpful. One woman 

described being a part of a WhatsApp forum that had caregivers of children with DD as well as some 

professionals. This forum was described as extremely helpful.  
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Overall, when asked, a few of the parents reported a need for either financial assistance from 

the government, or the means by which they could secure their own income (e.g., transportation 

support, childcare). In addition to financial assistance, some mothers reported a need for government 

funding for more costly or specialized interventions (e.g., medication, surgeries). Mothers also reported 

wishing that the government would provide more information on DD to the public in order to support 

caregivers and in order to reduce social stigma. A few women reported feeling as though government 

supports for children with disabilities tended to focus on physical disabilities such as deafness and 

blindness, and neglected children with intellectual or other DD.  

Outcomes 

Mental Health 

Thirteen mothers alluded to the impact that the ongoing stress in their lives had on their mental 

health. One single parent of a visually impaired child talked about the importance of having a “free 

mind” and reported feeling as though her mental distress prevented her from caring for her child to the 

best of her ability. A number of women in this study recognized their own unhappiness, stress, and 

overall mental state as having an effect on their child’s mood and health. One mother described it by 

saying, “what I just noticed or realized is that whenever I’m going through hard times, even my baby’s 

health goes low … when I’m excited, she’s also happy … if I have faith in everything then she will be 

alright”. The anxiety was generally experienced as negative; however, some caregivers described the 

anxiety as being related to positive outcomes, such as driving them to be proactive in ensuring their 

child’s safety or well-being.  

Three women described being affected by guilt and self blame as a result of their child’s 

condition. While some caregivers reported that this guilt was relieved when professionals or other 

caregivers assured them that their child’s condition was not their fault, some caregivers reported that 
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they continued to feel guilt despite assurances from others. For example, one mother who reported 

significant marital strain that pre-existed the birth of her child shared:  

I used to think that way because of what I’ve been going through in the past, yes. So I thought 

“maybe ‘cause I’ve been stressed too much, that’s why: during the pregnancy, during birth. So 

maybe that is what affected her”. But as time goes by people have been telling me “no, it’s not 

what you think”. But as for now it is still … I feel bad. 

This guilt resulted from thoughts that perhaps they could have done something differently during the 

pregnancy to prevent the child from being born with a DD, from wishing that they could do something 

to reduce the child’s suffering, or from concerns that they are not meeting the child’s needs in one way 

or another. For example, one mother went on to share the guilt she felt when her daughter was not able 

to keep up with peers saying, “whereby her friends will want to stand and she will follow them. Then she 

will fail. Then she will look at me. I feel like I’ve done - I feel guilty”.  

 A few mothers reported sadness because of having to give up on certain dreams (e.g., going 

back to school) or neglecting other areas of need in their lives because the child’s needs took 

precedence. In a similar vein, some caregivers discussed having to adjust their expectations for their 

child and expressed sadness about their child’s lost potential:  

I feel a bit short-changed because, like I said, my middle child – with him he’s been discovering 

what his interest is or what … he can use his potential in … I don’t know if there is a place like 

where [my other son] could go with all these things – sports … swimming … music, everything – 

and then just go and let him be exploring everything [to see] what catches his attention most. 

Like other mothers in this study, this mother expressed a need for services (e.g., vocational programs or 

extra curricular activities) catered towards, or flexible enough to include children with special needs so 

that such children would also be able to develop interests and skills.  
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Positive Gain  

Mothers also described experiencing positive outcomes as a result of having a child with DD. For 

example, caregivers felt that their child taught them things and that facing the challenges that they had 

to go through helped them to grow stronger. A few caregivers also described the situation as making 

their families stronger, feeling as though the adversity brought the family closer together, and reported 

feeling as though their family could handle any challenge. Parents also reported having greater patience 

and learning how to show love. For example, one mother said, “I must say it has been very challenging. 

But at the same time, I have learned a lot, learned a lot as a mother: how to be patient and at the same 

time show a lot of love”. Three other parents described experiencing growth in maturity and described 

this as having a positive impact on themselves and their families. For example, one mother of four 

reported that her child’s needs gave her perspective in the face of marital conflict, saying: 

I’ve grown in terms of mature growth ... Looking at how [child] has progressed and how far I’ve 

been involved in - gives me a lot of strength and courage even to do other things. And the family 

- it has brought us together because we are able to think before we make any drastic decisions 

in terms of the - if I have marital problems, I’m able to sit down and analyze the situation before 

I even make a big problem that’ll affect the children.   

Discussion 

Overall, in the present study, I set out to examine the experiences of mothers of children with 

DD in Zambia, using the Perry Stress Model (2004) as a conceptual framework. Themes emerging from 

the semi-structured interviews spanned a range of issues across the domains of the model; including 

stressors, resources, supports, and outcomes. Some emergent themes were consistent with literature 

on the experiences of mothers of children with DD in other countries, while some seemed to be unique 

to the experiences of parents residing in Zambia.  
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Consistent with the literature, mothers in this study reported experiencing a range of stressors 

(e.g., Cantwell et al., 2014; Gallagher et al., 2010; Gupta, 2007). For example, mothers in this study 

reported that the increased demands of caring for their children, due to factors such as the child’s 

problem behaviours or comorbid health conditions, resulted in increased stress.  

Mothers in this sample also reported a number of challenges related to accessing information 

about their child’s conditions. Parents reported having to rely on informal information sources, such as 

other parents of children with DD or the internet. Mothers in the study also reported challenges 

accessing relevant interventions and services for their children. Sometimes parents reported being 

unaware of whether certain services existed in Zambia, and other times parents reported not being able 

to access existing services due to financial barriers or transportation difficulties. The results of this study 

suggest that mothers are often unable to rely upon health professionals as a consistent source of 

information as these professionals are often understaffed and overworked, do not always have 

expertise or familiarity with DD, and there is a high rate of turnover which results in a lack of continuity 

of care for the child in question. Misinformation about the child’s condition was not uncommon in this 

sample and it is possible that, in addition to challenges accessing information, stigma and lay societal 

beliefs about disability may further limit access to information.  

Financial need was a significant concern for many parents, who reported that this was a barrier 

to accessing interventions for their child and limited their ability to provide for their child's needs. Even 

though research by Bonilla and colleagues (2017) and Hjelm et al. (2017) provides evidence of the 

potential that financial support programs have to reduce poverty and improve the lives of Zambian 

families of children with DD, mothers in this study did not report receiving government financial 

assistance. In the present study, poverty was a significant concern for single mothers and was even 

greater for single mothers who did not have family support. These mothers shouldered the burden of 

financial provision alone, but had difficulty finding employment as they also struggled to find childcare.  
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Marital conflict was another stressor reported by some parents in this study. A few mothers 

reported that the adversity they experienced as parents of children with DD brought the spouses closer 

together; however, several mothers in this study described their child’s difficulties as negatively 

impacting their marriages. These results are consistent with research by Nyoni and Serpell (2012) on 

Zambian parents of children with autism spectrum disorders, many of whom reported that challenges 

related to raising a child with autism placed a strain on their marriages. 

Research by Mwape and colleagues (2012) suggests that marital difficulties are a widespread 

issue among couples in Zambia, including those with typically developing children. For example, their 

study found that men commonly deserted women for other women during pregnancy or after 

childbirth. Women in the study felt that the desertion by partners was due to a change in women’s focus 

when they became mothers: as women transferred their attention from partners to children. Such 

transfers of attention are likely more pronounced for mothers who have children with special needs. 

Mothers in this study also reported that some of the marital difficulty was related to stigma; with 

mothers feeling unhappy about the father’s failure to accept the child’s condition, and mothers 

reporting that fathers blamed them for the child’s condition. Some mothers reported that failure to 

accept the child’s condition and blaming mothers for the child’s condition or behaviours also resulted in 

conflict or lack of support from their extended family. Overall, these accounts revealed that stigma and 

lack of understanding about DD resulted in marital and family conflict.  

Mothers in the present study reported experiencing stigma from the general public as well, in 

the form of stares, social exclusion of the child, and negative comments from others. Mothers reported 

feeling that the stigma resulted from a lack of understanding and exposure to DD as such conditions are 

not spoken about openly in Zambia and many children with these conditions are hidden. These results 

are consistent with other research on DD in Zambia (e.g., Mung’omba, 2008; Nyoni & Serpell, 2012). 

Mckenzie et al. (2013) argue that promoting a greater understanding of DD from an African perspective 
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and encouraging participation of individuals with DD in social, cultural, and religious community 

activities will go a long way towards alleviating stigma.  

In order to deal with these stressors, mothers report drawing on a number of resources. For 

example, mothers described the importance of personal traits and skills such as resourcefulness, self 

confidence, multi-tasking skills, and social engagement skills. Additionally, many mothers described the 

use of various coping strategies in order to manage stress, including acceptance, religious practice, 

positive reframing, active coping, substance use, self-distraction or avoidance, and seeking support. 

These results are consistent with the literature on coping strategies used by African caregivers (e.g., 

Allen et al., 2014; Chukwu et al., 2019; Kimemia et al., 2011). Overall, the majority of respondents 

endorsed using acceptance and religious practices to cope. This finding is not surprising, given the 

importance of religion in Zambian culture (Mung'omba, 2008) and considering that religious 

communities and religious leaders were frequently endorsed as a significant source of support in the 

present study.  

At the family system level, childcare was an important resource. Mothers who had older 

children or extended family members living in the home tended to rely on them for childcare and 

mothers who were alone, or those who had family members who were unwilling to mind the child, 

described this as a source of stress. For some mothers, family support in the form of childcare allowed 

them to maintain gainful employment which reduced financial instability. Similarly, for mothers who 

were married, the most notable way that fathers provided support was through their financial 

contributions, as mothers were often unable to maintain employment due to the demands of caring for 

the child. These results are consistent with research by Sadiki and Mashegoane (2019) on South African 

parents of children with intellectual disabilities and suggest that educating families and encouraging 

them to provide support to mothers has the potential to improve conditions for mothers. 
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Parents who participated in the study endorsed some formal supports that contributed to 

reducing their stress; however, a number of parents reported feeling as though the government-funded 

supports available to them were limited. Mothers expressed feeling as though government supports for 

disabilities tended to focus on physical disabilities such as deafness and blindness and that children with 

DD and their families "fell through the cracks". Additionally, formal supports that were potentially 

helpful, such as schools and hospitals, were difficult for some to access due to barriers such as lack of 

transportation. Additionally, barriers to accessing healthcare services also included costs associated with 

medication and surgeries. In interviews of Zambian caregivers of individuals with cerebral palsy, Chiluba 

and Moyo (2017) similarly found that parents complained that bringing the person with cerebral palsy to 

the hospital was very difficult financially and physically.  

Of all the formal services described by parents, the support received from special education 

teachers was the most consistently described as positive and significant. These teachers went out of 

their way to support caregivers: even going as far as to visit parents at home or receive phone calls from 

parents after hours. Parents reported relying upon these teachers to get information about their child’s 

condition and how best to support him or her. Conversely, parents tended to describe mainstream 

schools as being unable to meet the needs of children with DD. These results indicate that teachers or 

schools have the capacity to be a convenient resource for increasing access to information for parents of 

children with DD. Increasing access to education and educating teachers (including mainstream 

teachers) on DD may be an efficient way to ensure that families of children with DD have access to the 

information and educational supports they and their children need.   

Several mothers in the present study also reported receiving support from hospitals; however, 

many complained that the quality of support they received was inconsistent and depended on the 

clinician whom they saw on a given day. Different clinicians demonstrated different levels of knowledge 

about DD and, even when clinicians had knowledge about DD, clinics were often so busy and overstaffed 
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that the clinicians did not have the capacity to provide parents with a level of support to match their 

expressed need. Mothers reported that doctors were often too busy to take the time to explain their 

child’s condition to them. These findings are similar to those of Nyoni and Serpell (2012) on Zambian 

parents of children with autism. In their study, parents complained about the difficulty of obtaining 

diagnoses and recommendations from clinicians, and many participants complained of conflicting 

reports amongst health professionals over diagnosis of the child’s condition (Nyoni & Serpell, 2012). 

Despite some difficulties, the results of the present study also highlight the potential for clinicians to 

have a positive impact on the lives of these mothers. Some parents described the importance of 

counselling they received from some clinicians, talked about clinicians instilling hope, and were thankful 

for the useful information they provided. However, in order to increase the frequency of such positive 

interactions with healthcare professionals, some issues need to be addressed, including the challenges 

faced by healthcare providers that may limit their ability to provide support, and challenges parents face 

in accessing healthcare. Challenges faced by Zambian doctors are not overstated, as research suggests 

that they face a considerable amount of stress in the workplace related to factors such as a lack of 

resources to carry out the job, high workload, low level of reward, and long working hours (Menon et 

al., 2007). Physicians will therefore need to be better supported themselves, in order to be able to 

better support children with DD and their parents. 

In light of the challenges many parents face in accessing information and support from formal, 

government-funded services, NGOs and informal support sources such as religious communities and 

other parents of children with DD, are instrumental reducing the gaps. For example, parents reported 

that NGOs provided some food assistance, and provided guidance and training for parents on how to 

implement interventions with their children. NGOs were also able to fly in physicians from the United 

States to diagnose a number of children and provided educational workshops to a limited number of 

parents. Other parents who also had children with DD were the most frequent source of support 
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endorsed. These parents provided advice and emotional support to one another. Additionally, many 

mothers reported that the act of sharing experiences with one another made everyone in the group 

stronger. In some ways, this network of support performed some of the actions that a more robust 

community-based health program might provide if available. For example, when parents were aware of 

beneficial services in their community (e.g., free wheelchairs) they were able to share this information 

with mothers who might benefit.  

Despite the significant stressors endorsed by parents in this study, both negative and positive 

outcomes were described. Poor mental health - in the form of anxiety, unhappiness, loneliness, guilt, 

and stress - was a significant outcome for many mothers. Mothers described these mental health 

concerns as related to rejection of their child by others, isolation of the child and of the parents 

themselves, and parents’ concern for the future. Mothers also reported positive changes as a result of 

having a child with DD. For example, mothers reported that the experience helped them to grow or 

mature, increased their capacity for love or compassion, and gave parents perspective in the face of 

other challenges. Exploring ways to enhance parents’ positive perceptions of their children with DD has 

the potential to improve parents’ outlook on their lives and may promote positive mental health and 

resilience.  

The present study had some limitations. It is important to note that all participants were urban-

dwelling Zambians living in the capital city. Participants alluded to the fact that they had access to 

services that would not be available if they lived in other parts of the country. The needs of parents may 

therefore be even greater in other, especially more rural, parts of the country. Another limitation was 

that only English-speaking mothers were included in the present study and the sample was relatively 

small. As a result, it is unclear how well these results represent other mothers and it is unclear how 

broadly applicable the recommendations will be. Similarly, the sample may be biased in that, mothers 
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who are willing to engage in research pertaining to their child with DD may be qualitatively different, 

and have different experiences and perceptions, than mothers who would not be willing to do so.  

Despite some limitations this study has a number of strengths. This study was the first to 

broadly explore the experiences of Zambian mothers of children with DD across the domains of 

stressors, resources, supports, and outcomes (including positive outcomes that are rarely considered). 

The qualitative design was considered a strength as it allowed mothers to bring up topics or expand 

upon questions with information that would not otherwise have been examined. Further, this study 

highlighted issues that require further examination using other methodologies. Specifically, I felt it 

important to quantitatively examine which stressors, resources, and supports are correlated with and 

most predictive of positive or negative outcomes in Zambian parents of children with DD, as was 

explored in Study 2.  
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Study 2: Factors Related to Stress-Related Outcomes in Zambian Parents who have Children with 

Developmental Disabilities 

 

Research has consistently documented greater levels of stress in parents of children with DD 

(e.g., Cantwell et al., 2014; Gallagher et al., 2010; Gupta, 2007); however, several factors have the 

potential to mediate the relationship between the experience of parenting a child with a DD and parent 

outcomes. These include child characteristics, such as the severity of the child’s disability (Plant & 

Sanders, 2007); other life stressors, such as social stigma (Narullah, 2013); parent resources, such as 

resilience (Bitsika et al., 2013), self-efficacy (Minnes et al., 2015), and coping strategies (Minnes et al., 

2015); informal support, such as social support (Cantwell et al., 2014); and formal support, such as 

healthcare services (Mitchell & Hauser-Cram, 2008). Experiences of parents of children with DD are not 

universal; therefore, to fully understand the stress experiences of parents of children with DD it is 

important to examine the way outcomes of parents are affected by the multitude of variables at play.  

For parents of children with DD in Zambia, it is particularly important to understand the impact 

of their unique cultural and economic context, in addition to all the other variables listed above, on the 

outcomes they might experience. For example, a qualitative study by Chiluba and Moyo (2017) found 

that Zambian parents of children with cerebral palsy reported a need for more institutional-level 

support and expressed disappointment with a perceived lack of government assistance. High levels of 

poverty in Zambia provide a barrier to achieving equal treatment and welfare of individuals 

(Mung’omba, 2008) and Zambian children with DD still fail to access education at the same rates as 

typically developing children (Dawson et al., 2003). This lack of education and the reduced employability 

that results from a lack of education likely adds to the stress of parents who are often left with the 

prospect of having to continue to support their children indefinitely. 
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Zambian parents of children with DD may also face social costs which can increase parenting 

stress. Nyoni and Serpell (2012) found that many Zambian parents of children with autism reported 

increased marital conflict and strain on their interpersonal relationships. Social stigma is also a concern 

for many parents (Loeb et al., 2008). While some Zambian values contribute positively towards the 

acceptance of those with disability (e.g., the belief that every child is a gift from God), these values are 

not always practiced, and some communities are far less accepting than others (Zulu, 2016). In Zambia 

the presence of disability may be seen as the consequence of social–cultural and religious misfortunes 

directed to the family and may result in the individual with impairment being seen as “unclean” 

(Mung’omba, 2008). Research by Donald and colleagues (2015) suggests that high levels of social stigma 

experienced by parents in Zambia can prevent them from reaching out for support or accessing services. 

Additionally, social stigma or shame may prevent extended family members from helping care for the 

child. 

Outcomes of parents are of particular importance as experiencing greater levels of stress may 

cause them to be less effective at caring for their children. It is therefore important that we consider 

parent health and well-being as parent stress not only affects them but has the potential to affect their 

capacity to support their children as well. 

Study Objectives 

Existing research has established the negative impact that parenting stress can have on the 

outcomes of parents and children (e.g., Cantwell et al., 2014; Gallagher et al., 2014; Lovell et al., 2014); 

however, few studies have examined the experiences of parents of children with DD in Zambia, and no 

studies were found specifically examining parenting stress in Zambian parents of children with DD. The 

few studies that do exist examining the experiences of Zambian parents of children with DD tend to 

focus on the difficulties parents report, with no studies examining the positive impact that Zambian 
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parents of children with DD may experience, as well as the factors that may promote more positive 

outcomes among these parents.  

As was done in Study 1, the current study used the Perry (2004) stress model as a theoretical 

framework to engage in a multifaceted exploration of the experiences of these parents. The primary 

goal of the present study was to explore the stressors, resources, supports, and outcomes reported by 

urban-dwelling Zambian parents, using quantitative research methodology. The second goal of the study 

was to determine which stressors, resources, and supports are significantly predictive of outcomes in 

this sample.  

Method 

A researcher-administered questionnaire (Appendix E), consisting of measures used to assess 

each of the eight components of the Perry (2004) model, was completed with caregivers (mostly 

women) of children with DD residing in Lusaka, Zambia. Eligibility for participation in the study included 

being a primary caregiver of at least one child with DD (as identified by the respondent) below the age 

of 22. In order to have a representative sample, participants were not required to be fluent in English, 

although many were. This was different from the English fluency requirement for Study 1. For 

participants who were not fluent in English, I or a research assistant translated items into one of the two 

major local languages (iciBemba or iciNyanja).  

Participants 

Participants were 76 Zambian caregivers who self-identified as having a child with a DD. All 

participants of Study 1 (n = 15, 19.7%) participated in the present study as well as 61 additional 

participants. Most of the participants were women (94%, n = 71) and most were biological parents to 

the child (n = 66; 88.0%). Respondents who were not the biological parents had various relationships 

with the child in question, although all respondents took on a significant portion of the caregiving role. 
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Some respondents were grandparents (n = 5; 6.7%), one was a step-parent, one was an adoptive parent, 

one was an older sister, and another respondent was the child’s aunt who the child lived with on most 

days. Respondents’ ages ranged from 18 to 75 (M = 37.59, SD = 11.15). Most participants were married 

(n = 46; 61.3%).  

Most respondents (n = 49; 64.5%) described themselves as being fluent in English; however, 

many parents who did not endorse being fluent in English were still able to converse in English. Most 

respondents (n = 52; 70.3%) were unemployed and 33.8% (n = 23) of respondents reported that they 

had reduced their hours or work in order to care for their child. Education levels were varied and ranged 

from below 7th grade to graduate level education. 

More than half of the children whose parents participated in the study were male (n = 43; 

56.6%) and their ages ranged from 1 to 20 years, with a mean age of 10.65 years (SD = 4.68). Due to the 

difficulty of obtaining clear diagnoses, many parents were unsure of their child’s diagnosis and I was 

unable to confirm the diagnoses of many of the children. As this lack of diagnostic clarity was so 

widespread and as I assumed that it disproportionately affected low-income and disadvantaged families, 

confirmation of diagnosis was not used as an inclusion criterion for this study. Nevertheless, all parents 

who participated in this study were either able to provide a formal diagnostic label for their child’s 

condition or reported that their child had at least one physical disability from a list provided as part of 

the questionnaire (see Results).  

Procedures  

Questionnaires were completed between August 2017 and October 2017. Informed written 

consent was obtained prior to each interview (see Appendix B). All but one of the questionnaires were 

completed in person with either me or a research assistant (typically both were present together) who 

was able to provide clarification if any questionnaire items were unclear to the participant. Clarification 
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of items either involved rephrasing or clarifying the wording of items in English, or providing an on-the-

spot translation of the item into a local language in which the respondent was more fluent. The 

remaining questionnaire was completed online in English. The questionnaires that were completed in 

person were either completed in the home of the participant, the home of the participant’s friend, or in 

a classroom at a local school. When completing the questionnaires, we used ratings from only one 

parent; however, the respondent’s spouse, other children, or extended family members were 

sometimes present in the room in which the questionnaire was being conducted. The child with the 

disability was also often present. Respondents were always provided with the option to complete the 

questionnaire at a different time or in a different location. Completion time for the questionnaires 

ranged from approximately 45 minutes to 90 minutes in length.  

Participants were recruited through purposive and snowball sampling. Specifically, I personally 

contacted schools, hospitals, and non-governmental organizations that provided specialized services for 

children with special needs. The organizations that agreed to circulate information about the study were 

then provided with information letters (Appendix B) to circulate to the parents. Additionally, some 

organizations had representatives (e.g., teachers) act as intermediaries to connect interested parents 

with me or a research assistant. Parents who participated in the study were then asked to share 

information about the study with any other parents who they knew who might be interested in 

participating as well. All participants received an honorarium of approximately $30 (provided in local 

currency) for participating in the study.  

Measures 

A single questionnaire was constructed that included various standardized and researcher-

developed questions (Appendix E). Questionnaire measures listed below are organized according to 

which components of the Perry Stress Model they are designed to reflect.   
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Outcomes 

The Friedrich short form of the Questionnaire on Resources and Stress (QRS–F; Friedrich et al., 

1983), was used to measure stress experienced by families of children with disabilities. Similar to the 

approach used by other researchers (e.g., Cianfaglione et al., 2017; Hastings et al., 2005; Lloyd & 

Hastings, 2009), only the 20 items in the Parent and Family Problems subscale were administered. These 

20 items measured negative impact of the child with DD on the parents. Parents were required to 

indicate whether a statement was True or False for their situation. Some items on the scale were 

negatively worded (e.g., "I get almost too tired to enjoy myself") while others were positively worded 

(e.g., “I can go visit with friends whenever I want”). Negatively worded items received a score of 1 if the 

parent endorsed the item as True and received a score of 0 if the parent endorsed the item as false. 

Positively worded items were reverse scored. Consequently, a higher total score, obtained by adding 

individual item scores, was reflective of higher levels of stress reported by mothers. The QRS-F 

demonstrates a good internal consistency reliability of .93 for the full scale (Friedrich et al., 1983) and 

ranging from .77 to .85 for the subscales (Osborne et al., 2008). The Parent and Family Problems 

subscale demonstrated good internal consistency in the present sample (α = .89). 

Positive gain, or the perceived benefits of raising a child with DD (e.g., personal growth, learning 

new skills), was measured using the Positive Gain Scale (PGS; Pit-ten Cate, 2003). Even when stressors 

are present, parents of children with DD still report positive gains associated with caring for the child 

with DD, suggesting that positive aspects of parental well-being are not necessarily compromised due to 

having a child with DD (Jess et al., 2017). Further, Hastings (2016) suggests that positive indicators of 

maternal well-being, such as positive gain, likely exist in parallel (and not necessarily in opposition to) 

indicators of poor mental health. The PGS is a 7-item parent-report measure of the degree to which they 

experience positive outcomes in the process of raising a child with a disability. An example item is “Since 

having this child, I feel I have grown as a person”. Items on the measure are rated on a 5-point Likert 
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scale, with higher total scores indicating greater positive gain. The measure demonstrates good internal 

consistency in studies of parents of children with disabilities, with an alpha of .80 (MacDonald et al., 

2010) and .87 (MacMullin et al., 2011). The PGS demonstrated acceptable internal consistency in the 

present sample (α = .63). 

The Family Impact of Childhood Disability (FICD; Trute et al., 2007) was used as a measure of 

both negative and positive outcomes. FICD is a 20-item measure of parental appraisal of positive and 

negative impact of childhood disability on the family, with a 10-item positive impact score and a 10-item 

negative impact score. Parents were asked to respond to positive items (e.g., “Raising a disabled child 

has made life more meaningful for family members”) and negative items (e.g., "There has been an 

unwelcome disruption to normal family routines") on a 4-point Likert-type scale ranging from Not at all 

(1) to A substantial degree (4). Both the Positive (α = .81) and Negative (α = .89) Impact subscales 

demonstrate strong internal consistency (Trute et al., 2007). he 10-item positive impact scale of the FICD 

demonstrated poor internal consistency (α = .52) while the 10-item negative scale demonstrated strong 

internal consistency (α = .85).  

The World Health Organization Quality of Life-BREF (WHOQOL-BREF; World Health Organization, 

1997) was also used as a measure of both negative and positive outcomes. The WHOQOL-BREF was the 

result of efforts to develop an international cross-culturally compatible quality of life assessment 

instrument. The 26-item measure was developed collaboratively in a number of countries worldwide 

(including Zambia) and extensively field tested. It assesses quality of life across four domains: physical 

health, psychological health, social relationships, and environment. Items on the measure (e.g., “How 

much do you enjoy life?”) are rated on various 5-point Likert-type scales. For example, some items have 

response options ranging from Not at all (1) to An extreme amount (5) while others have response 

options ranging from Very dissatisfied (1) to Very satisfied (5). The measure demonstrated good internal 

consistency in the original study, with alpha’s ranging from .71 to .86 across domains (World Health 
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Organization, 1997). In the present sample, parent ratings of their quality of life on the physical health 

domain of the WHOQOL-BREF demonstrated good internal consistency (α = .77) as did ratings on the 

environment domain (α = .84). Ratings on the psychological domain (α = .67) and ratings on the social 

domain (α = .64) demonstrated acceptable internal consistency.  

Parent mental health problems were measured using the Kessler 6-item Psychological Distress 

Scale (K6; Kessler et al., 2003). The K6 requires the parent to report the frequency of symptoms such as 

nervousness and hopelessness on a 5-point Likert scale (e.g., “During the past 4 weeks how much of the 

time did you feel so sad that nothing could cheer you up?”). The K6 demonstrated strong internal 

consistency in the pilot study (α = .89; Kessler, et al., 2002) and in the present sample (α = .84). 

Stressors  

Child Characteristics. Child diagnosis, mental health, and physical health were assessed using 

questions adapted from the GO4KIDDS Survey (see Appendix E; Perry & Weiss, 2009). The 6-item, 5-

point Likert-type scale used to measure children’s mental health demonstrated good internal 

consistency in the present sample (α = .75). 

Parent’s report of their child's adaptive skills and maladaptive behaviours were measured using 

the short form of the Scales of Independent Behavior - Revised (SIB-R; Bruininks et al., 1996). Both the 

adaptive (α = .93) and maladaptive (α = .93) indices of the SIB-R have demonstrated strong internal 

consistency in a previous study (Weiss et al., 2013). In the adaptive behaviour section, adaptive skills 

including Motor skills, Social Interaction and Communication skills, Personal Living skills and Community 

Living skills are measured, using 40 items such as “Stands alone and walks for at least 6 feet”. Parents 

were asked to respond to these items on a 4-point Likert-type scale ranging from Never or rarely (0) to 

Does very well (3), based on how well the child can do each task completely without any help or 



58 
 

supervision. Scores on the measure can be converted into an Adaptive Age Equivalent score, which was 

used to represent adaptive skills in the present study.  

In the maladaptive section of the SIB-R, parents were asked to indicate if their child exhibits any 

of the eight categories of maladaptive behaviours (hurtful to self, hurtful to others, destructive to 

property, disruptive behaviour, unusual or repetitive habits, socially offensive behaviour, withdrawal or 

inattentive behaviour, and uncooperative behaviour). If a behaviour is present, parents were asked to 

rate the frequency of this behaviour on a 6-point Likert-type scale ranging from Never (0) to One or more 

times an hour (5), and the severity of this behaviour on a 5-point Likert-type scale ranging from Not 

serious/not a problem (0) to Extremely serious/a critical problem (4). Total scores on the General 

Maladaptive Index range from +10 (good) to -74 (extremely serious), with an average of 0 and standard 

deviation of 10. Lower or more negative scores indicate more serious levels of maladaptive behaviours.  

 Other Life Stressors. The influence of other life events outside of a direct parent-child 

relationship was measured using a combination of items from the Parenting Stress Index – Life Stress or 

LS scale (PSI, Abidin, 1995) and the GO4KIDDS survey (Perry & Weiss, 2009). The Life Stress scale of the 

PSI includes 19 items that provide an assessment of situational stressors that influence parenting stress. 

Parents are asked to indicate life stresses on the list that they have experienced during the last 12 

months (e.g., “Loss of employment”). In addition, 10 items were added based on the GO4KIDDS survey 

and relate to stressful life events related to having a child with DD (Perry & Weiss, 2009). This list 

includes events such as “Experienced another difficult transition”, “Lost a good education assistant or 

teacher”, and “diagnosis of another child/family member with a disability” (Weiss et al., 2016).  

 The Stigma-by-Association measure is a 9-item questionnaire that was designed to measure the 

stigma experienced by family members of individuals with mental illness. In the original design, it allows 

parents to rate whether or not they have experienced stigma as a result of their child’s mental illness 
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(Sanden et al., 2015). For the purposes of this study the wording of the items was adapted slightly to 

refer to disability, rather than mental illness. Parents rate how strongly they identify with each of the 9 

statements on a scale of 1 (strongly disagree) to 5 (strongly agree) (Sanden et al., 2015). The Stigma by 

Association scale demonstrated strong internal consistency in the present sample (α = .93). 

Due to the difficulties inherent to measuring socioeconomic status (SES) across cultures, several 

different measures were used. The Barratt Simplified Measure of Social Status (Barratt, 2006) was one 

method used to measure SES. It consists of items pertaining to education and current occupation. 

Ratings on each item provide a social status score that can range from 8 to 66 (Barratt, 2006). People 

who are unemployed receive a score of “0” on the measure. In two-parent families, the mean of the two 

parent scores was used. Some occupations that were common in the present sample (e.g., roadside 

sales, pastor) were not easily categorized according to the measure’s scoring key. There were also some 

career-labels (e.g., “business woman”) that were ubiquitous but provided limited information about the 

income the individual was generating or the security that their occupation afforded them. These 

professions were assigned a rating aligned with the category that was judged to most closely resemble 

the profession. Nevertheless, it was difficult to determine how meaningful these scores were.  

Another method of measuring SES involved having participants indicate whether or not they 

own 15 household assets (e.g., bank account, computer, mobile phone). In this method household 

assets serve as a proxy for wealth and can be used to determine relative SES between groups. The 15 

assets used in this study were identical to those used in research by Filmer and Pritchett (2001). This 

means of measuring SES has been found to be effective in multinational studies.  

A final method for measuring SES involved the measurement of social capital using items from 

the questionnaire used in Wave 4 (2002) of the United Kingdom’s Department for Work and Pensions’ 

Families and Children Study (Phillips et al., 2003). Items required participants to rate a number of items 
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in terms of whether they have access to an item, would like but cannot afford the item, or have no 

interest in the item. Items are extracted from several categories related to family well-being and social 

capital; including food/nutrition (7 items), clothing (7 items), durable goods (14 items), and social 

activities (6 items). Similar to the approach taken by Emerson and Hatton (2007), financial hardship was 

estimated by calculating the number of items that each family would like but cannot afford.  

Resources 

Parent Personal Resources. Parent self-efficacy was measured using the 12-item family domain 

of the Family Empowerment Scale (FES; Koren et al., 1992), which was designed to measure personal 

empowerment in families of children with disabilities. The scale requires parents to rate the degree to 

which they feel empowered to care for their child and manage difficulties that arise on a 5-point Likert-

type scale. The family domain demonstrates strong internal consistency (α = .88) and test-retest 

reliability (r = .83). The scale demonstrated good internal consistency internal consistency (α = .84) in 

the present sample.  

Carver's (1997) brief situational format of the Coping Orientations to Problems Experiences 

inventory (Brief COPE; Carver et al., 1989) was used to measure strategies used by parents to cope with 

stressors associated with raising their child with DD. Internal consistency for the measure is acceptable 

with most subtests demonstrating an α between .62 and .92. The mental disengagement subtest, 

however, demonstrated an α of .45. The Brief COPE was developed to measure 14 discrete coping 

strategies and is thus organized into 14 subscales, each containing two items (Carver et al., 1989). 

Parents are required to rate statements describing strategies that individuals might use to cope (e.g., 

“I've been turning to work or other activities to take my mind off things”) on a 4-point Likert-type scale 

with higher scores indicating more frequent use of that strategy.  
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The measure was developed to measure 14 discrete coping behaviours; however, factor analysis 

did not confirm this 14-factor structure in the original study (Carver et al., 1989). In subsequent studies, 

both the number of factors, and the items that load together, have varied (Tang et al., 2016). Some 

researchers have treated the original 14 subscales as individual factors, while other researchers have 

grouped the subscales based on theoretical justifications or based on the results of factor analyses (for a 

summary, see Krageloh, 2011). Due to this information, and as it was unclear what the factor structure 

of the measure would be in the present sample, a factor analysis was conducted to explore the factor 

structure of the COPE in the present sample so as to determine what scores to use.  

Factor Analysis of the Brief COPE 

Exploratory Principal Component Analyses (PCA) with Varimax rotations were conducted with 

two, three, and four component structures. The factor analysis was conducted at the subscale level, as 

was done by Carver and colleagues (1989) in the development of the original COPE questionnaire from 

which the Brief COPE was later derived. This method of factor analysis, termed individual extension 

analysis (Bernstein & Teng, 1989), has also been used in a number of other studies exploring the factor 

structure of the Brief COPE (e.g., Hastings et al., 2005; Lee & Liu, 2001; Zelikovsky et al., 2007). Subscales 

of the Brief COPE were included within a component if they met three basic criteria: (1) subscale loading 

on that component was greater than .50, (2) subscale loading on that component was positive, and (3) 

subscale loading on all other components was less than .50.  

Overall, the four-component structure, accounting for 63.3% of the variance and, having 6 

subscales with eigenvalues greater than 1, accounted for the most variance and had the most face 

validity. Factor loadings of the four-component analysis are presented in Table 1. Factor 1 included the 

Emotional Support, Instrumental Support, and Religion subscales. Factor 2 included the Denial, 

Behavioural Disengagement, and Self Blame subscales. Factor 3 included the Active Coping, Planning, 
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and the Acceptance subscales. Factor 4 included the Positive Reframing and Venting subscales. The 

Humor, Self-Distraction, and Substance Use subscales did not load on any factors when using the above 

criteria. Factor 1 was named “Support Coping”, Factor 2 was named “Negative Coping”, Factor 3 was 

named “Active Coping”, and Factor 4 was named “Release Coping”. 

Table 1 

Factor Loadings of the Brief COPE 

Brief COPE Subscale Factor loading 

 Support Coping Negative Coping Active Coping Release Coping 

Active Coping .11 -.08 .70 .45 
Planning -.10 .08 .75 -.04 
Positive Reframing .05 -.15 .03 .71 
Acceptance .16 .25 .72 -.18 
Humor .20 .59 -.06 .64 
Religion .84 -.02 .08 .04 
Using Emotional Support .87 .18 .16 .14 
Using Instrumental Support .82 .22 .06 -.19 
Self-Distraction .29 .09 .44 -.39 
Denial .15 .79 .07 .12 
Venting -.16 .13 -.03 .69 
Substance Use -.60 -.16 .45 .14 
Behavioural Disengagement -.02 .66 .03 -.34 
Self-Blame .18 .69 .15 .06 

Note. N = 76. The extraction method was PCA with Varimax rotations. Factor loadings meeting the 
inclusion criteria are in bold.  

The four factors were then examined for internal consistency using the individual items that 

made up the subscales, and not the subscale totals used in the factor analysis. Individual items that 

reduced the internal consistency of the factor were then dropped. Using this criterion, item 20 (“I've 

been accepting the reality of the fact that it has happened”) was dropped from Active Coping and item 

21 (“I've been expressing my negative feelings”) was dropped from Release Coping. The final Support 

Coping factor (α = .70) demonstrated good internal consistency, as did Negative Coping (α = .76) and 

Active Coping was acceptable (α = .63). Release Coping demonstrated poor internal consistency (α = .50) 

and was therefore excluded from additional analyses. The final scores for each of the three factors used 

in subsequent analyses were calculated using the mean of the item scores included in that factor.  
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Family System Resources. Marital satisfaction was assessed using two items taken from the 

GO4KIDDS survey (see Appendix E; Perry & Weiss, 2009). 

 The four-item Compensating Experiences subscale of the Inventory for Family Protective Factors 

(Gardner et al., 2008) was used to measure family hardiness. For these four items, parents were asked 

to rate their perception of how their family experienced mastery within the context of raising their child 

with a disability on a 5-point Likert scale from Not at all like my family (1) to Almost always like my 

family (5).  

Supports 

 The 18-item Family Support Scale (FSS; Dunst et al., 1984) was used to measure the availability 

and helpfulness of various informal and formal supports. Parents were asked to rate the helpfulness of 

these sources of support (e.g., parents, relatives, friends, professionals and services etc.) on a 5-point 

Likert scale from Not at all helpful (1) to Extremely helpful (5), or Not available (0). The FSS 

demonstrated good internal consistency in the present sample (α = .77). Parents’ satisfaction with their 

child’s school was rated using the School Satisfaction Scale: a 9-item scales designed to measure school 

satisfaction for parents of children with DD (Perry et al., 2019). The School Satisfaction Scale 

demonstrated excellent internal consistency (α = .93) in the original sample (Perry et al.,2019) and in the 

present study (α = .91). Lastly, parents were asked to respond to a number of other questions regarding 

their access to supports, adapted from the GO4KIDDS survey (see Appendix E; Perry & Weiss, 2009).  

Data Analysis 

Descriptive statistics were used to report the frequency with which each item was endorsed in 

the sample. Means and ranges were also reported, where relevant. Correlations were run to compare 

the strength of the relationship between the outcome variables and potential predictors, as well as the 

strength of relationships amongst the predictors themselves. Predictors were then excluded to reduce 
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redundancy in the model and to conserve power. Criteria for including and excluding variables included 

statistical considerations, such as the psychometrics of the variable, and consideration of the themes 

that emerged in Study 1. Specific considerations for the inclusion or exclusion of each variable are 

outlined further in the text. Hierarchical regression analyses were then conducted with child variables, 

other life stressors, parent’s personal resources, family system resources, informal social support, and 

formal support and services entered at separate steps as predictors of outcomes.  

Results 

Outcomes 

 In the present sample, parents endorsed a mean of 10.31 (SD = 5.26), on the QRS-F out of a 

possible 20 points, suggesting intermediate levels of stress. Scores on the measure ranged from 0 to 19 

overall and were roughly bimodally distributed. 

Parent ratings on the PGS were highly positively skewed indicating that parents had high 

perceived benefits of raising a child with DD. Specifically, 6 of 7 items on the scale had mean ratings 

greater than 4, on 5-point Likert-type scales. The scale’s overall mean score in this sample was 4.29 (SD 

= 0.47).  

Parent ratings of the positive impact of the child with DD on the family, measured using the 

FICD, were variable in the present sample (M = 3.31, SD = 0.38) but slightly positively skewed, indicating 

a more substantial positive impact. Conversely, ratings of the negative impact of the child were variable 

(M = 2.40, SD = 0.79) but slightly negatively skewed, indicating a slightly less substantial negative impact. 

  Quality of life ratings on the WHOQOL-BREF were standardized in the manner described in the 

manual (World Health Organization, 1997). Following standardization, parents’ ratings of their overall 

quality of life were normally distributed with a mean score of 50.00 (SD = 29.64).  
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Parent ratings of their mental health difficulties on the K6 were variable but were slightly 

negatively skewed (i.e., skewed towards fewer mental health problems being endorsed), with parents 

endorsing an overall mean score of 1.23 (SD = 0.92) on a 5-point Likert-type scale with response options 

ranging from 0 to 4. 

 Stressors 

Children whose caregivers participated in the study had various diagnoses, with many 

participants reporting multiple diagnoses. For some parents, it was unclear the degree to which their 

children had been formally diagnosed versus parents discerning the nature of their child’s condition by 

comparing them to other children with special needs. When asked to select their child’s primary 

diagnosis 21.3% (n = 16) of parents reported that their child had a diagnosis of cerebral palsy, 16.0% (n = 

12) endorsed a diagnosis of autism (many of these parents also reported that their child suffered from 

seizures or had attention deficit/hyperactivity disorder), 17.3% (n = 13) endorsed a diagnosis of 

developmental disability/intellectual disability, 8.0% (n = 6) reported that their child had Down 

syndrome, 6.7% (n = 5) reported that their child suffered from seizures or had a diagnosis of epilepsy, 

and two parents reported that their child had hydrocephalus. Twenty-one parents were not able to 

classify their child into any of the above diagnoses. Unfortunately, there was little diagnostic clarity and 

many caregivers were unsure of the child’s diagnosis or, when asked about their child’s diagnosis, 

provided a response that was vague or not classifiable. For example, one parent reported that a 

healthcare worker told her that her child’s brain had shrunk, one parent reported that they had been 

told that the child’s brain cells were not well connected, another parent described her child’s difficulties 

as “memory loss”, and another parent reported that the child’s difficulties were the result of witchcraft.  

Parents were also provided with a list of various physical disabilities and challenges and asked to 

endorse any experienced by their child. Parents endorsed a number of challenges (see Table 2), with the 

most common being problems using his/her hands, problems using his/her legs, and seizures. Under the 
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“other” category, parents described concerns such as frequent infections, needing frequent blood 

transfusions, and speech-related difficulties. Notably, all twenty-one parents who were not able to 

classify their child into one of the formal DD diagnostic categories above did report that their child had 

at least one physical disability. 

Table 2 
Children’s Other Physical Disabilities 

Life Stressors % 

Problems using his/her legs 
Problems using his/her hands 
Other Problems with motor control/coordination 

56.1 
67.7 
32.3 

Seizures 42.9 
Major vision impairment 
Major hearing impairment 
Feeding or eating difficulties 

22.0 
12.0 
21.8 

Heart problems 
Asthma or other respiratory disease 
Physical dysmorphology 

4.2 
17.0 
27.5 

Parent ratings of their children’s physical health varied, with 11.1% (n = 8) of caregivers 

describing their child as very unhealthy, 27.8% (n = 20) describing their child as unhealthy, 18.1% (n = 13) 

describing their child as average, 30.6% (n = 22) describing their child as healthy, and 12.5% (n = 9) 

describing the child as very healthy. By contrast, ratings of children’s mental health had limited 

variability. Overall, when parents rated the frequency with which they observed symptoms of poor 

mental health in their children on a 5-point Likert-type scale (with higher ratings indicating a higher 

frequency at which symptoms of poor mental health are observed), overall ratings suggested that 

parents observed few mental health problems in their children (M = 1.52, SD = 0.62). 

Parent ratings on the SIB-R were indicative of low levels of adaptive skills (SIB-R Age Equivalent 

score) for many children, with some variability (M = 48.59 months, SD = 43.31 months). Overall, fifty 

percent of participants described their child as functioning at or below the level of a three-year-old. 

Ratings of maladaptive behaviours (SIB-R General Maladaptive Index score) were indicative of moderate 

levels of problem behaviours (M = -7.48, SD = 11.54). 
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Parents endorsed experiencing a number of stressors over the past year, on the life stress scale 

of the Parenting Stress Index (see Table 3). Out of a possible 23 stressors, a mean of 3.02 life stressors 

were experienced by parents, on average (Range: 0 - 8, SD = 1.81). The most commonly experienced 

stressors were housing problems, the death of an immediate family member and the serious illness of a 

close relative or friend. 

Table 3 

Family Life Stressors Endorsed by Participants 

Stressors n(%) 

Separation 
Divorce 
Marital reconciliation 

3(3.9) 
5(6.6) 
1(1.3) 

Marriage 12(15.8) 
Pregnancy 
Other relative moved into the household 
Moved to a new location 

9(11.8) 
18(23.7) 
13(17.1) 

Promotion at work 
Began new job 
Trouble with superiors at work 

3(3.9) 
2(2.6) 
7.9 (6) 

Serious illness or injury 11(14.5) 
Serious illness of close relative or friend 22(28.9) 
Recent immigration 0(0) 
Housing problems 35(46.1) 
Legal problems 0(0) 
Problems with police or other authority 3(3.9) 
Death of immediate family member 27(35.5) 
Death of close family friend 14(18.4) 

Parents were also asked to endorse any stressful events that their child with DD may have 

experienced over the past year (see Table 4). Parents endorsed few stressors in the lives of their 

children, with the exception of entering a new school: a stressor endorsed by 26.3% (n = 20) of 

caregivers. 

Parents endorsed experiencing variable levels of stigma as a result of their child’s disability (M = 

2.68, SD = 1.28), and parents provided a range of ratings on the 9 items, on 5-point Likert-type scale.  
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Table 4 

Stressors Experienced by the Child with DD 

Stressors n(%) 

Entered a new school 
Been suspended or expelled from school 
Transitioned to middle school 

20(26.3) 
0(0) 
1(1.3) 

Transitioned to high school 0(0) 
Transitioned out of high school 
Experienced another difficult transition 
Had difficulties with teacher 

1(1.3) 
1(1.3) 
0(0) 

Lost a good educational assistant or teacher 0(0) 
Lost a good paid caregiver 3(3.9) 
Diagnosis of another child/family member with disability 2(2.6) 

Social status scores on the Barratt were skewed towards lower social status ratings with 11.8% 

of the sample receiving a score of 0 which indicated that the respondent was unemployed and, if they 

were married, had an unemployed spouse. Scores ranged from 0 to 54 and were variable (M = 17.17, SD 

= 15.22).  

When 15 household assets were used as a proxy for wealth, there was limited variability in the 

sample for many of the 15 items. For example, the vast majority of respondents owned a mattress, 

mobile phone, and TV. Conversely, few people owned a computer (n = 19; 25.0%) and only one person 

(1.3%) owned a sewing machine.   

Finally, when we estimated financial hardship by calculating the number of items that parents 

reported needing but not being able to afford, similar to the approach taken by Emerson and Hatton 

(2007), responses were approximately normally distributed. On average, parents reported needing, but 

not being able to afford, 18.3 (SD = 7.36) items out of a total of 34 possible items. Scores ranged very 

widely from 0 to 34.  
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Table 5 
Assets Owned by Participants 

Assets n(%) 

Bank account 
Chair or bench 
Computer 

 32 (42.1) 
 64 (84.2) 
 19 (25.0) 

Cupboard  52 (68.4) 
Electricity 
Iron 
Kitchen 

 66 (86.8) 
 61 (80.3) 
 43 (56.6) 

Refrigerator  52 (68.4) 
Mattress  75 (98.7) 
Mobile Phone  72 (94.7) 
Radio  48 (63.2) 
Sewing Machine 1 (1.3) 
Sofa  62 (81.6) 
Table  60 (78.9) 
TV  68 (89.5) 
There are more than 2 people for every room in your home  26 (34.2) 

Resources 

Parents generally reported high levels of Self-efficacy on the FES, with overall mean ratings 

falling at a 4.07 (SD = 0.55) on a 5-point Likert-type scale. The scale demonstrated strong internal 

consistency in the present sample (α = .84).  

Using the three factor scores for the Brief COPE described above, scores on the Support Coping 

factor ranged from 1.67 to 4.00 (M = 3.19, SD = 0.50), scores on the Negative Coping factor ranged from 

1.00 to 3.83 (M = 1.68, SD = 0.69), and scores on the Active Coping factor ranged from 2.00 to 4.00 (M = 

3.27, SD = 0.53). 

When parents were asked to rate how happy their marriage was on a 5-point Likert-type scale 

the results were heavily positively skewed with the vast majority of respondents rating their marriage as 

happy (53.2%) or very happy (38.3%). Only 2 respondents described their marriage as “mixed” (4.3%), 

only one person described their marriage as “unhappy” (2.1%), and only one person described their 

marriage as “very unhappy” (2.1%).  
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Parent ratings of family hardiness on the four-item Compensating Experiences subscale of the Inventory 

for Family Protective Factors were fairly normally distributed, with parents reporting a mean hardiness 

rating of 3.69 (SD = 0.84) on a 5-point Likert-type scale.  

Supports 

Parent ratings on the FSS were first coded into whether or not they were available to the 

respondent. The number of supports reportedly available to respondents ranged from 4 to 18 (M = 

12.28, SD = 3.07). Other parents were the source of support most likely to be rated as available to 

respondents, and co-workers were the least likely to be rated as an available source of support. When a 

source of support was available to parents, they rated how helpful that source of support was to them 

on a 5-point Likert-type scale. Higher scores were indicative of the source being more helpful. On 

average, parents rated their spouses or partners as being the most helpful (M = 3.26, SD = 1.52), 

followed by professional helpers (M = 2.96, SD = 1.48), and the child’s school or daycare (M = 2.72, SD = 

1.64).  

Table 6 
Parent Ratings of Sources of Support on the FSS 

Source of Support Availability 
n (%) 

Helpfulness  
M (SD) 

 

My parents 50 (65.8) 2.30 (1.65)  
My spouse/partner’s parents 32 (42.1) 1.42 (1.49)  
My relatives 60 (78.9) 1.64 (1.30)  
My spouse/partner’s relatives 36 (47.4) 1.02 (1.02)  
Spouse or partner 53 (69.7) 3.26 (1.52)  
My friends 66 (86.8) 1.41 (0.94)  
My spouse/partner’s friends 40 (52.6) 1.05 (1.11)  
My own children 63 (82.9) 2.64 (1.49)  
Other parents 70 (92.1) 1.73 (0.95)  
Co-workers 23 (30.3) .94 (1.43)  
Parent groups 43 (56.6) 1.21 (1.26)  
Social groups/clubs 43 (56.6) 1.27 (1.40)  
Church or religious community/spiritual leader 58 (76.3) 1.92 (1.42)  
My family or child’s physician 43 (56.6) 1.69 (1.54)  
Child’s intervention program 65 (85.5) 2.18 (1.30)  
School/day-care centre (e.g., preschool, kindergarten) 60 (78.9) 2.72 (1.64)  
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Professional helpers (social workers, therapists, teachers, 
etc.) 

65 (85.5) 2.96 (1.48)  

Professional agencies (public health, social services, mental 
health, etc.) 

63 (82.9) 2.50 (1.45)  

Parents were asked a number of questions related to medical care. When asked if they had a 

doctor whom the family could see regularly, 27.6% (n = 21) of respondents said “yes”. When parents 

were asked if they had a medical specialist who understood their child’s disability and was competent in 

caring for them 62.7% (n = 47) of parents said “yes”. Finally, when asked to rate their overall satisfaction 

with the healthcare that their child receives most parents reported that they were satisfied (n = 33; 

49.3%) or very satisfied (n = 12; 17.9%). By contrast, 22.4% (n = 15) reported that they were unsure, 

4.5% (n = 3) reported that they were dissatisfied, and 6.0% (n = 4) reported that they were very 

dissatisfied. When asked, 14.7% (n = 11) reported that they had sought support from a traditional healer 

for their child’s condition.  

When school satisfaction was examined, parents tended to report high levels of satisfaction with 

mean overall school satisfaction ratings falling at a 3.98 (SD = 0.56) on a 5-point Likert-type scale. Scores 

ranged from 1.40 to 4.90 and were positively skewed.  

Finally, parents were asked about other sources of support. When asked if there was a religious 

elder or leader who has been able to offer comfort or other support in response to their child’s 

condition 56.6% (n = 43) of parents said “yes”. When parents were asked if they had any friends or 

family members who are available to help take care of the child if the parent needs a break or extra 

support 70.7% (n = 53) of parents said “yes”. Finally, when parents were asked if they had access to 

professional services to provide temporary care for the child (e.g., nanny, babysitter) 23.0% (n = 17) of 

parents said “yes”. Of these parents, the majority (n = 10; 66.7%) reported receiving this respite care in 

their home.  
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Regression Analysis to Explore Predictors of Parental Outcomes 

 Hierarchical regressions were conducted to analyze which factors were predictive of parental 

outcomes in the present sample.  

Selecting Variables to Include in the Regression 

Due to the modest sample size, and in order to conserve power, only a limited number of 

variables could be included in the regressions. Therefore, prior to conducting the regression analyses, I 

selected a limited number of variables across the four domains of the Perry Stress Model (stressors, 

resources, supports, outcomes) and their subcategories. Selection of variables to include in the 

regression was based on various criteria, including considerations of which themes were most 

prominent for Zambian parents in Study 1, and the psychometrics of the measures in the present 

sample (i.e., reliability, range, distribution).  

Outcomes. Positive Gain, Quality of Life, and Mental Health Problems were chosen as outcome 

measures. Quality of Life was measured using standardized scores from the WHOQOL-BREF item that 

required parents to provide an overall rating of their quality of life. Mental Health Difficulties was 

chosen as a negative outcome measure and was measured using parents’ mean scores on the K6. 

Despite being heavily skewed, the PGS was selected over the FICD (positive subscale) as a positive 

outcome measure as it provided an estimate of positive outcome that was personal for the parent – 

whereas the QRS-F and FICD provide estimates of the impact of the child’s DD on the broader family.  

Stressors. Child Health, Adaptive Skills, Maladaptive Behaviour, Stigma, and Financial Need were 

selected as stressors. Due to the lack of clarity many parents had concerning their child’s specific 

diagnosis, this variable was not included in the regression. Child Health was included in the regression as 

this was a significant concern for many parents. Child Health was measured using parent ratings on the 

single item that required parents to rate their child’s overall health in comparison to other children the 
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same age. The child’s Adaptive Skills were included in the analysis as the child’s dependency on the 

parents was a frequently reported concern. Adaptive Skills were measured using the age equivalent 

score on the SIB-R. Children’s physical disabilities were a frequently reported concern; however, the 

Child Physical Disability variable was not included in the regression as the impact of this stressor was 

thought to be already better represented through the Child Health and Adaptive Skill variables. For 

example, the degree to which a child’s problems using their legs or hands impacted their parent was 

likely captured in the adaptive skill item and the stress engendered by a child’s heart problems or 

respiratory concerns was likely captured through the child health item. Maladaptive Behaviour was 

included in the regression as many parents in Study 1 discussed the impact of their child’s problem 

behaviours on their relationships with others (e.g., neighbours, family). Maladaptive Behaviour was 

measured using the General Maladaptive Index score on the SIB-R. Stigma was included in the 

regression and was measured using mean scores on the Stigma By Association scale. Financial Need was 

similarly included in the regression and was measured using the financial hardship estimate approach 

used by Emerson and Hatton (2007). This measure was chosen over the other options for measuring SES 

as the data were the most normally distributed and the measure was judged to be the most meaningful 

and reliable estimate of SES in the present sample.  

Supports. The total number of supports endorsed by parents on the FSS was chosen to 

represent Support in the regression model. Mean helpfulness ratings of each source of support were 

judged to be more arbitrary than the parent’s endorsement of whether or not that source of support 

was available. School satisfaction was not included in the regression as parent interviews in Study 1 

suggest there is variability in access to appropriate schooling and parents’ expectations of their child’s 

school. For example, through discussion with the parents it emerged that some parents attended 

“special needs schools” with their children that were focused on training parents to provide 

physiotherapy or speech therapy to their child at home. By contrast, other special needs schools focused 
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on providing more academic instruction, at the level of the child (e.g., teaching the child to read). As a 

result, ratings on this item were judged to be less meaningful as there was significant variability in what 

types of instruction the various schools provided. 

Resources. Self-efficacy, Active Coping style, Support Coping style, and Negative Coping style 

were selected as resources in the regression. Self-efficacy was included as many parents in Study 1 

described how their own self-reliance and resourcefulness helped them manage challenges. Self-efficacy 

was measured using the mean score of parents’ ratings on the family domain of the Family 

Empowerment Scale (Korenet al., 1992). Many parents in Study 1 also discussed various coping 

strategies, such as turning to religion or turning to others for support. As a result, coping was included in 

the regression. Spousal support was endorsed as a significant source of relief by some parents in Study 

1, and marital difficulties or dissolution were reported as a source of stress for many parents in Study 1; 

however, marital satisfaction was not included in the regression as the item was heavily skewed and was 

not judged to meaningfully capture the experiences reported by parents in Study 1. Additionally, single 

parents did not respond to ratings of marital satisfaction, therefore if the item were included in the 

regression it would have had missing data for single parents. Family hardiness was excluded from the 

regression as the concept did not seem to emerge in the interviews in Study 1.  

To summarize, three hierarchical regressions were run to measure the degree to which various 

stressors, resources, and supports account for variability in the three outcomes: Positive Gain, Quality of 

Life, and Mental Health Difficulties. The potential predictors examined were the same in all three 

regressions and included selected stressors, resources, and supports. Stressors included in the 

regression were Financial Need, Child Health, Adaptive Skills, Maladaptive Behaviour and Stigma. 

Support was measured using the total number of sources of support endorsed by parents. Finally, 

Resources included in the regression were Self-efficacy, Active Coping, Support Coping, and Negative 

Coping.  
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Table 7 

Correlations among Variables 

  
Positive 
Gain 

Quality 
of Life 

Mental 
Health 
Problems 

Financial 
Need 

Child 
Health 

Adap 
Skill 

Maladap 
Beh Stigma Support Self Eff 

Active 
Coping 

Support 
Coping 

Financial 
Need 

.09 -.53** .51** -         

Child 
Health 

.11 .42** -.39** -.18 -        

Adap Skill .09 .32** -.43** -.31** .54** -       

Maladap 
Beh 

-.05 .10 -.12 -.12 .25* .09 -      

Stigma .03 -.24* .46** .30** -.24* -.31** -.10 -     

Support .00 .39** -.10 -.08 .22* .26* .09 -.05 -    

Self Eff .51** .39** -.34** -.33** .20* .13 .10 -.25* -.06 -   

Active 
Coping 

.20 .18 -.13 -.11 .20* .05 -.34** .08 .11 .23* -  

Support 
Coping 

.14 -.03 -.02 .08 .01 .03 .01 .11 -.03 .21* .28** - 

Negative 
Coping  

.06 -.42** .55** .27* -.35** -.32** .05 .43** -.17 .03 -.08 .22* 

Note. *p < .05, **p < .01 
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Correlation Analysis 

As a next step, prior to conducting the regression analyses, a correlation analysis was run to 

explore the relationships among the three outcome measures and the predictor variables that had been 

selected for the regressions (Table 7).  

Predictors of Positive Gain 

Correlations comparing the strength of the relationships between Positive Gain and potential 

predictors (Table 7) revealed that Positive Gain was significantly related to parent Self-efficacy (r = .51, p 

< .001) but none of the other predictors. 

A two-step hierarchical regression was conducted with Positive Gain as the dependent variable 

and predictors entered in an a priori order (Table 8). Stressors were entered at Step 1 and Resources 

and Supports were entered at Step 2. 

Table 8 

Summary of Hierarchical Regression Analysis for Variables Predicting Positive Gain 

Variable B 95% CI for B SE B β sr2 R2 ∆R2 

  LL UL      

Step 1        .044 .044 
Child Health 0.07 -0.05 0.19 0.06 0.17 0.021   

Adaptive Skills 0.00 0.00 0.00 0.00 0.02 0.000   
Maladaptive 

Behaviour 
0.00 -0.01 0.01 0.01 -0.02 0.000   

Stigma 0.05 -0.06 0.15 0.05 0.12 0.012   
Financial Need 0.00 -0.01 0.02 0.01 0.07 0.004   

Step 2       .407 .364** 
Child Health 0.00 -0.11 0.11 0.05 0.00 0.000   

Adaptive Skills 0.00 0.00 0.00 0.00 0.13 0.011   
Maladaptive 

Behaviour 
0.00 -0.01 0.01 0.01 0.00 0.000   

Stigma 0.08 -0.02 0.17 0.05 0.20 0.029   
Financial Need 0.02 0.00 0.03 0.01 0.26 0.052**   

Support 0.02 -0.02 0.05 0.02 0.10 0.009   
Self-efficacy 0.60 0.38 0.82 0.11 0.68 0.335**   

Active Coping  -0.01 -0.25 0.23 0.12 -0.01 0.000   
Support Coping  -0.06 -0.28 0.16 0.11 -0.06 0.003   

Negative Coping  -0.06 -0.25 0.14 0.10 -0.07 0.004   

Note. *p < .05, **p < .01 
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The hierarchical multiple regression revealed that, at Step 1, stressors did not significantly 

contribute to the regression model, F(5,58) = 0.53, p = .753: accounting for only 4.4% of the variation in 

Positive Gain. Adding the parents’ resources and supports to the regression model at Step 2 explained 

an additional 36.4% of the variation in Positive Gain and this change in R² was significant, F(5,53) = 6.51, 

p < .001. The final model accounted for 40.7% of the variance in Positive Gain, with significant 

coefficients for Financial Need (p = .001) and Self-efficacy (p < .001). Surprisingly, individuals with 

greater Financial Need were more likely to endorse positive outcomes related to having a child with DD. 

Parents with higher Self-efficacy ratings were more likely to report positive outcomes related to having a 

child with DD.  

Predictors of Quality of Life 

Correlations comparing the strength of the relationships between Quality of Life and potential 

predictors (Table 7) revealed that Quality of Life was significantly related to a number of variables, 

including Financial Need (r = -.53, p < .001), Child Health (r = .42, p < .001), Adaptive Skills (r = .32, p = 

.005), Stigma (r = -.24, p = .038), Support (r = .39, p = .001), Self-efficacy (r = .39, p = .001), and Negative 

Coping (r = -.42, p < .001).  

A second two-step hierarchical regression was conducted; this time with quality of life as the 

dependent variable (Table 9). As in the previous regression, stressors were entered at Step 1 and 

resources and supports were entered at Step 2. 

The second hierarchical multiple regression revealed that, at Step 1, stressors contributed 

significantly to the regression model, F(5,57) = 5.505, p < .001, and accounted for 32.6% of the variance 

in parents' Quality of Life ratings. Step 1 of the model revealed significant coefficients for Financial Need 

(p < .001) and Child Health (p = .017). Adding the parents’ resources and supports to the regression 

model at Step 2 explained an additional 18.6% of the variation in quality of life and this change in R² was 
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significant, F(5,52) = 3.95, p = .004. The final model accounted for 51.1% of the variance in Quality of Life 

ratings, with significant coefficients for Financial Need (p = .004), Support (p = .002), Self-efficacy (p = 

.010), and Negative Coping (p = .030). As expected, parents who reported less Financial Need, less 

frequent use of Negative Coping styles (i.e., denial, behavioural disengagement, self blame), a greater 

number of sources of Support, and greater Self-efficacy also reported higher Quality of Life ratings.  

Table 9 

Summary of Hierarchical Regression Analysis for Variables Predicting Quality of Life 

Variable B 95% CI for B SE B β sr2 R2 ∆R2 

  LL UL      

Step 1        .326 .326** 
Child Health 7.63 1.42 13.83 3.10 0.32 0.072*   

Adaptive Skills 0.01 -0.18 0.20 0.09 0.01 0.000   
Maladaptive 

Behaviour 
-0.26 -0.87 0.36 0.31 -0.09 0.008   

Stigma 0.43 -5.11 5.96 2.76 0.02 0.000   
Financial Need -1.75 -2.67 -0.83 0.46 -0.45 0.172**   

Step 2       .511 .186** 
Child Health 4.74 -1.23 10.71 2.98 0.20 0.024   

Adaptive Skills -0.02 -0.19 0.16 0.09 -0.03 0.000   
Maladaptive 

Behaviour 
-0.15 -0.76 0.47 0.31 -0.05 0.002   

Stigma 2.36 -3.01 7.72 2.67 0.10 0.007   
Financial Need -1.34 -2.23 -0.45 0.44 -0.34 0.086**   

Support 3.31 1.32 5.30 0.99 0.34 0.105**   
Self-efficacy 16.45 4.18 28.71 6.11 0.31 0.068*   

Active Coping  -2.59 -16.10 10.92 6.73 -0.05 0.001   
Support Coping  0.97 -11.17 13.11 6.05 0.02 0.000   

Negative Coping  -11.88 -22.59 -1.17 5.34 -0.26 0.047*   

Note. *p < .05, **p < .01 

Predictors of Mental Health Difficulties  

Correlations comparing the strength of the relationships between Mental Health Difficulties and 

potential predictors (Table 7) revealed that Mental Health was significantly related to a number of 

variables, including Financial Need (r = .51, p < .001), Child Health (r = -.39, p = .001), Adaptive Skills (r =  

-.43, p < .001), Stigma (r = .46, p < .001), Self-efficacy (r = -.34, p = .004), and Negative Coping (r = .55, p < 

.001).  
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A third and final two-step hierarchical regression was conducted with Mental Health as the 

dependent variable (Table 10). The predictors were the same as those in the first two regressions and 

entered in the same order.  

Table 10 

Summary of Hierarchical Regression Analysis for Variables Predicting Mental Health Difficulties  

Variable B 95% CI for B SE B β sr2 R2 ∆R2 

  LL UL      

Step 1        .426 .426** 
Child Health -0.12 -0.30 0.05 0.09 -0.17 0.019   

Adaptive Skills 0.00 -0.01 0.00 0.00 -0.16 0.017   
Maladaptive Behaviour 0.01 -0.01 0.03 0.01 0.11 0.011   

Stigma 0.21 0.05 0.37 0.08 0.29 0.071**   
Financial Need 0.04 0.02 0.07 0.01 0.36 0.112**   

Step 2       .562 .136* 
Child Health -0.05 -0.22 0.13 0.09 -0.06 0.002   

Adaptive Skills 0.00 -0.01 0.00 0.00 -0.17 0.019   
Maladaptive Behaviour 0.00 -0.01 0.02 0.01 0.03 0.001   

Stigma 0.12 -0.03 0.28 0.08 0.17 0.021   
Financial Need 0.03 0.01 0.06 0.01 0.28 0.059*   
Social Support 0.03 -0.02 0.09 0.03 0.11 0.012   

Self-efficacy -0.26 -0.61 0.10 0.18 -0.16 0.018   
Active Coping  -0.04 -0.42 0.35 0.19 -0.02 0.000   

Support Coping  -0.24 -0.59 0.12 0.18 -0.13 0.015   
Negative Coping  0.52 0.21 0.83 0.15 0.36 0.095**   

Note. *p < .05, **p < .01 

This third hierarchical multiple regression revealed that, at Step 1, stressors contributed 

significantly to the regression model, F(5,58) = 8.619, p < .001, and accounted for 42.6% of the variation 

in parents' ratings of their child’s Mental Health Difficulties. Step 1 of the model revealed significant 

coefficients for Financial Need (p = .001) and Stigma (p = .009) but none of the child variables 

contributed significantly. Adding the parents’ resources and supports to the regression model at Step 2 

explained an additional 13.6% of the variation in Mental Health Difficulties and this change in R² was 

significant, F(5,53) = 3.30, p = .012. The final model accounted for 56.2% of the variance in parent 

Mental Health ratings, with significant coefficients for Financial Need (p = .010) and Negative Coping (p = 
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.001). Greater Financial Need and higher reported use of Negative Coping were predictive of poorer 

Mental Health. 

Discussion 

The present study was intended to provide a detailed picture of the experiences of Zambian 

parents of children with DD and the factors contributing to a greater degree of positive gain, better 

quality of life, and fewer mental health problems in this population. As expected, parent experiences 

were variable and indicative of varied stressors, as well as interpersonal differences in resources and 

access to supports. 

Not surprisingly, the regressions revealed that Financial Need was significantly related to all 

three outcome measures. This finding was consistent with the results of Study 1, that showed many 

parents describing the multi-faceted way in which poverty impacted their experience of raising a child 

with DD. In a country like Zambia, where income disparities are pronounced, it is not surprising that 

differences in financial need will have such a significant impact on the outcomes of parents. While it was 

expected that greater Financial Need would lead to poorer Quality of Life and a higher likelihood of 

experiencing Mental Health challenges, I also found that individuals with greater Financial Need actually 

had significantly higher Positive Gain ratings. It was unclear why this was the case. However, one 

possibility is that parents with less Financial Need and therefore higher social status experience greater 

anxiety related to the social threat that having a child with DD engenders. Parents of higher SES may 

experience greater stress in anticipation of – and as a result of – increases in social stigma associated 

with having a child with DD. For example, research suggests that individuals of higher social status 

demonstrate greater anxiety related to social threat or the potential of a change in their social status 

(e.g., Gruenewald et al., 2006; Scheepers & Ellemers, 2005). Another possibility is that parents with 

greater financial need may be more likely to perceive the child with DD as adding meaning to their lives 
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or giving them purpose. Future studies should explore the relationship between Financial Need and 

Positive Gain in parents of children with DD in greater detail.  

The results that Self-efficacy is significantly predictive of Positive Gain and Quality of Life speaks 

to the importance of empowering parents. Indeed, our results are consistent with research suggesting 

that parenting Self-efficacy, or how empowered or confident parents feel about their ability to manage 

problems related to their child, has the potential to mediate the effect of child-related stressors on 

parental outcomes (e.g., Hastings & Brown, 2002). Interventions designed to encourage parent 

involvement in their children’s interventions and address the need for information related to the child 

are effective and promote increases in parent Self-efficacy (Sofronoff & Forbotko, 2002). As a result, one 

factor that was not captured in the regression but is likely related to parent outcomes is that of access 

to information. Many parents in Study 1 alluded to challenges with accessing information about their 

children’s condition. Having greater information about how best to support one’s child will likely lead to 

greater feelings of Self-efficacy in the parent. This finding also speaks to the potential that clinicians and 

other front-line workers have in improving the lives of parents of children with DD in Zambia. By 

promoting access to relevant information and including parents in the intervention when possible, such 

front-line staff may be able to inspire feelings of self-efficacy in parents. 

Interestingly, of the three styles of coping entered into the model, negative coping was the only 

one that was significantly predictive of any outcomes. Researchers such as Carver (1989) present the 

argument that coping strategies are not intrinsically adaptive nor maladaptive but become adaptive or 

maladaptive depending on how they are used or depending on the sociocultural context of the 

environment in which they are being studied. Based on the results of Study 1, we labeled the coping 

factor that was composed of denial, self-blame, and behavioural disengagement “negative coping”; 

making the assumption that it was maladaptive in this population. As expected, more frequent use of 

these “negative coping” strategies consistently predicted poorer outcomes for parents in this study. This 
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finding reinforces the emphasis that some counsellors or agencies supporting parents of children with 

DD in Zambia have placed on helping parents let go of self-blame and denial. For example, many parents 

in Study 1 talked about the positive impact of having counsellors or other staff tell them that their 

child’s condition was not their fault and having them encourage the parent to accept the child’s 

condition.  

Surprisingly, even though many parents in Study 1 discussed the importance of acceptance, the 

Active Coping factor which included the acceptance subscale, was not significantly related to any of the 

outcomes. This may be because, as described in greater detail in Study 1, acceptance seemed to be a 

complex concept for many parents which could have both negative and positive implications. For, 

example, some parents may be spurred on to learn more about the child’s condition and do the best 

that they can for the child, while other parents may become resigned and passive. As a result, 

acceptance may not always be “active”, despite its inclusion in the active coping factor following the 

factor analysis. Additional research may needed to tease apart the impact of the acceptance and the 

other active coping strategies on parent outcomes.   

Religious coping was discussed in great detail in Study 1; however, Support Coping (which 

included the religion subscale of the Brief COPE) was also not significantly related to any of the 

outcomes. It is possible that religious coping needed to be examined in greater detail and independently 

from other coping styles. Krageloh and colleagues (2012) found that level of religiosity and spirituality 

was related to the way religious coping was used relative to other coping strategies. Following a factor 

analysis, they found that the “turning to religion” item on the Brief COPE loaded with emotional support 

and instrumental support in the overall sample as it had in our study. However, when they divided their 

sample according to level of religiosity and spirituality, they found that the item did not load at all for 

individuals with higher levels of religiosity and spirituality, and loaded with maladaptive coping 

strategies (such as denial and behavioural disengagement) for individuals with lower levels of religiosity 
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and spirituality. In highly religious countries such as Zambia, where the vast majority of respondents are 

likely to endorse engaging in some form of religious coping, it may be necessary to examine the manner 

in which participants engage with religion in greater detail.  

Consistent with parent report in Study 1, Support was significantly predictive of more positive 

Quality Of Life outcomes for parents in the study. I was not able to tease apart which sources of support 

were most predictive of better outcomes (i.e., social/informal support versus formal support services); 

however, the results still speak to the importance of increasing access to support so that parents have a 

greater number of sources of support available to them. This will likely be most impactful for parents 

who have fewer informal supports available to them. In addition to highlighting the need for greater 

accessibility to formal supports, the results also highlight the importance of engaging families and 

friends in supporting parents of children with DD in order to increase the number of informal supports 

available to parents. Research by Mung’omba (2008) and Nyoni and Serpell (2012) also suggests that 

stigma related to disability may contribute to family rejection of the child with the disability. For 

example, Nyoni and Serpell (2012) interviewed parents of children with autism who reported that their 

family members suspected witchcraft or breach of cultural traditions as being the cause of the child’s 

condition. Increasing public awareness and understanding about DD may therefore be one way to 

improve support outcomes for parents of children with DD. 

In the present study, Child Health was significantly related to Quality of Life in Step 1 of the 

regression but was no longer significant once supports and resources were added to the model. This 

suggests that, although a children’s health problems are a significant source of stress for many parents, 

the resources and supports available to a parent are a more significant predictor of their overall 

outcome than the stressor, and may serve to ameliorate the impact of the stressors. Similarly, although 

Stigma was significantly predictive of poor Mental Health at Step 1 of the regression, it was no longer 

significant once supports and resources were added to the model. Overall, the only stressor that was 
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significantly predictive of any of the outcomes measured in a final model was Financial Need. This 

speaks to the power of supports and resources to impact parent outcomes above and beyond the 

challenges related to many stressors.  

Despite the positive potential impact of the present study, there are some limitations. The use 

of cross-sectional data to make inferences about the impact of stressors on parent well-being may be 

limited. The same stressors may impact outcomes such as parent mental health differently at different 

points in the parent or child’s life. For example, although some child factors, such adaptive skills and 

maladaptive behaviour, did not significantly contribute to parent outcomes in the present study, the 

results may have been different if we had measured the impact of the child’s challenges over time. It is 

possible that the impact of child factors such as adaptive skills or maladaptive behaviour may be greater 

earlier in the child’s life, closer to the time the parent received the diagnosis, or as the child approaches 

adulthood.  

There are also gendered differences in parents’ experiences as research from various countries, 

including sub-Saharan African countries like Zambia (e.g., Mwape et al., 2012; Tarkkonen, 2017), has 

established that parenting is a gendered experience. For parents of children with DD, there are likely 

aspects of the parenting experience that are more dominant for mothers versus fathers. For example, in 

a narrative review examining the experiences of immigrant fathers raising children with DD, Khanlou and 

colleagues (2015) found that social support programs specifically for fathers were rare and fathers 

reported feeling excluded or ignored during medical or therapy appointments for their child. In the 

present study, I specifically recruited primary caregivers of children with DD and, in African countries, 

women tend to shoulder the bulk of the caregiving role (Mckenzie et al., 2013). Therefore, it was not 

surprising that the majority of participants in this study were women. I did not have a large enough 

sample of men to do a meaningful comparison between men and women in order to explore potential 

differences. Future research should examine the experiences of Zambian fathers of children with DD, in 
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particular, as well as any differences between female and male caregivers of children with DD. Such 

research could provide valuable direction for more targeted intervention for families.  

Another issue to consider is that many parents in Study 1 discussed challenges related to marital 

discord, or the support they received from their husbands, as significantly impacting their experience of 

raising their child. However, no measures explored marital satisfaction, marital discord, or spousal 

support in great detail. Responses provided on the single item measures where parents rated their 

satisfaction with their spouses or the degree of support received from their spouses on Likert-type 

scales were significantly positively skewed, even though discussions with parents in Study 1 suggest that 

parents’ marital experiences are far more variable. Therefore, it seems as though the marital 

experiences of parents in this study were not accurately captured by the measures selected for this 

purpose. Another limitation was that not all questionnaires in this study had been used in Zambian 

samples before and none of the questionnaires had been formally translated into local languages. This 

presented a challenge for participants who were not fluent in English. When questionnaire items were 

read to the participant verbatim and were not understood, I or a research assistant attempted to 

rephrase the questionnaire item or provide clarification (in English), or provided an on-the-spot 

translation of the item if the participant still did not understand the item in English. Two questionnaire 

administrators who understood the local language were typically present (typically me and a research 

assistant) and could verify translations provided by one another; however, this was not an official 

translation and the administrator's interpretation of the item or the translation provided may have 

skewed the responses. An ideal translation process should include steps to ensure that the validity and 

reliability of the questionnaire is still intact following translation (Danielson et al., 2015).  

An additional limitation was that, due to the close living quarters of some families and 

limitations related to childcare and transportation, questionnaires were sometimes completed in the 

home with other people present, and with limited privacy at times. This may have resulted in parents 
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feeling pressured to provide responses that they would not have provided if complete privacy were 

possible.  

A final limitation was that although coping was a significant resource discussed in Study 1 it 

proved difficult to measure in the present study. The Brief COPE, that was used in the present study, has 

a variable factor structure across studies and the sample size of the present study was relatively limited 

for a factor analysis although one was conducted in the present study. Additionally, some types of 

coping, such as religious coping and acceptance, may have required more detailed analysis separate 

from the other coping strategies. In considering the importance of coping, based on the literature and 

based on the interviews I conducted in Study 1, I felt it was important to examine coping in greater 

detail. Specifically, I wondered whether exploring the interplay between coping and other factors that 

were not explicitly measured in this study (e.g., executive functioning) may help us better understand 

coping in Zambian parents of children with DD.   
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Study 3: The Relationship Between Coping and Executive Function in Zambian Parents of Children with 

Developmental Disabilities  

It is well established that parents of children with Developmental Disabilities (DD) experience 

greater levels of stress than parents of typically developing children (e.g., Cantwell et al., 2014; 

Gallagher et al., 2010; Gupta, 2007). Living with the chronic stress resulting from the heightened 

demands of caring for a child with DD is associated with a number of negative physical health (e.g., 

Lovell & Wetherell, 2011), mental health (e.g., Bishop et al., 2007), and cognitive effects (e.g., Lovell et 

al., 2014). Specific cognitive effects include impairments in learning and memory (Romero-Martinez et 

al., 2020) and executive functions (Romero-Martinez et al., 2020).  

The cognitive effects of chronic stress are often attributed to hyperactivity of the Hypothalamic-

Pituitary-Adrenal (HPA) axis which involves the hypothalamus releasing corticotropin releasing hormone 

(CRH) and arginine vasopressin in response to a stressor. CRH and arginine vasopressin, in turn, trigger 

the secretion of adrenocorticotropic hormone from the pituitary gland, resulting in the release of 

glucocorticoids by the adrenal cortex. To modulate the response of the HPA axis, glucocorticoids 

regulate the release of additional CRH and arginine vasopressin by binding to corticosteroid receptors 

(Lupien et al., 2009).  

Under normal circumstances, feedback loops are triggered at various levels of the HPA system 

once the stressor has subsided, allowing the system to return to homeostasis (Lupien et al., 2009). 

Under conditions of chronic stress, the HPA axis is hyperactive, resulting in excess levels of cortisol 

(hypercortisolemia; Allen et al., 2017; Correa et al., 2015). This hypercortisolemia has been found to 

have detrimental effects on both the structure and function of several neuroanatomical structures 

related to cognition (Conrad, 2008; Girotti et al., 2018), including corticolimbic structures and the 

prefrontal cortex (Girotti et al., 2018). Additionally, the extended exposure to high levels of 

glucocorticoids that results from chronic stress is neurotoxic, as glucocorticoids have the capacity to 
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disrupt a number of neurotransmitter systems, synaptic plasticity, neurogenesis, and neuronal death, 

resulting in increased cognitive impairment (Correa et al., 2015). In individuals who are not chronically 

stressed, the activation of the stress system also results in the release of dehydroepiandrosterone, an 

antiglucocorticoid that reduces glucocorticoid levels, and promotes neuronal survival and repair (Correa 

et al., 2015). However, research suggests that informal caregivers (typically family members) of 

individuals with long-term support needs show reduced levels of dehydroepiandrosterone, resulting in 

increased susceptibility to negative cognitive outcomes (e.g., Correa et al., 2015; Jeckel et al., 2010).  

Informal caregivers (e.g., parents and other family members) of individuals with long-term 

support needs, such as children with DD, not only demonstrate evidence of the detrimental impact of 

chronic stress (Romero-Martinez et al., 2020), but are susceptible to experiencing detrimental effects 

resulting from acute stress as well. Unlike the robust evidence demonstrating the negative impact of 

chronic stress on cognition (Correa et al., 2015), research on the cognitive impact of acute stress is 

mixed, suggesting that acute stress can have both a positive and negative impact (Girotti et al., 2018). 

The most prevalent theory reconciles these mixed results by speculating that acute stress biases 

cognition to process information that is more directly related to the current stressor by allocating finite 

resources to deal with the stressor at hand, to the detriment of other cognitive functions (Shields et al., 

2016). In their summary of the literature on the cognitive impacts of acute stress, Girotti and colleagues 

(2018) state that the acute stress response enhances sensory gain and environmental scanning and 

activates saliency networks centred around the amygdala, cingulate cortex, hypothalamus, insula, 

striatum, and locus coerulus. Conversely, acute stress negatively impacts processes underlying working 

memory, problem solving, and cognitive flexibility. In their meta-analytic review, Shields and colleagues 

(2016) indicate that stress impairs cognitive function through more than one pathway, thus complicating 

the interpretation of the mixed evidence in the literature even further.  
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The differences in the cognitive effects of acute and chronic stress are supported by 

physiological evidence. For example, the ventral tegmental area dopamine circuitry (VTA-DA), another 

system activated by stress, demonstrates context-dependent and nuanced responses to acute stress, 

whereas chronic stress results in profound changes in the VTA-DA circuitry, that may result in 

degeneration and a loss of VTA-DA neurons over time (Douma & Kloet, 2019). This VTA-DA system is 

important for linking internal states with the appraisal of environmental stimuli, allowing an individual 

to form an appropriate behavioural response to the stressor (Douma & Kloet, 2019). Research by De 

Andres-Garcia and colleagues (2012) suggests that caregivers of individuals with autism spectrum 

disorders show increased impairment resulting from acute stress, when compared to parents of children 

without autism spectrum disorders. Taken together, this research suggests that, when compared to 

other parents, parents of children with DD are at risk for a number of health-related and cognitive 

challenges related to chronic stressors, such as ongoing financial challenges resulting from the child’s 

increased healthcare needs and intensive caretaking over many years, and are also more likely to 

experience impairment resulting from acute stressors such as their child experiencing a temporary 

health or behavioural crisis when compared to other parents. The negative impact of chronic stress on 

the cognition of parents of children with DD, and the impact on executive functions specifically, results 

in these caregivers being compromised in their ability to respond to the increased demands related to 

caring for their children.  

Executive Functions 

Executive functions describe those cognitive processes that regulate behaviour and facilitate the 

attainment of chosen goals. Many definitions exist; however, these processes are typically understood 

to include abilities that control goal-oriented cognitive, behavioural, and emotional functioning; 

including skills such as working memory, planning, task initiation, and inhibition (Gioia et al., 2002). 

There remains debate about whether these skills are separate, yet related, constructs or whether they 
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represent subdomains of a unitary construct (Gioia et al., 2002). Executive functions are often measured 

via performance measures that tap into individual skills falling under the umbrella of executive 

functions. By design, these measures assess individual executive function subdomains and do not allow 

for the possibility of measuring an overarching executive function construct. Therefore, performance 

measures tend to reinforce the conceptualization of executive functions as separate constructs (Gioia et 

al., 2002). Gioia and colleagues (2002) argue that such methods have additional shortcomings; including 

limited ecological validity and designs that often confound the executive function skill with some aspect 

of the test content (e.g., vocabulary skill with verbal fluency). By contrast, questionnaire measures such 

as the Behavior Rating Inventory of Executive Function (BRIEF; Gioia et al., 2000) allow for the derivation 

of scores that represent performance across facets of individual executive functioning skills, as well as 

possible higher order multidimensional constructs. Factor analysis of the BRIEF supports the idea that 

one or more overarching constructs subsume individual executive functioning skills (Gioia et al., 2002). 

As an additional benefit, questionnaire measures are more ecologically valid in their assessment of 

perceptions of broader everyday functioning (Gioia et al., 2002). Such information allows researchers 

and clinicians to approximate an individual’s ability to apply their executive functioning skills within the 

context of the demands of their daily lives.  

Girotti and colleagues (2018) argue that executive functioning skills are necessary for the 

execution of everyday adaptive behaviours, including an individual’s ability to adapt to unforeseen 

events and generate solutions to challenges. Similarly, for parents, Kienhuis and colleagues (2010) 

describe executive functions as being an important component of a parent’s ability to attend to their 

child’s cues, plan behaviour, adapt and respond flexibly to the child, problem-solve and make 

appropriate decisions. Deater-Deckard et al. (2012) found that good maternal executive functioning was 

critical to minimizing harsh parenting in the context of challenging child behaviour, particularly in calm, 

predictable environments. In addition to promoting more positive parenting, Hofmann and colleagues 
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(2012) propose that intact executive functioning skills are necessary for an individual to be able to 

pursue self-regulatory goals and are therefore related to the implementation of coping strategies. It is 

not surprising, then, that research consistently provides evidence of a relationship between executive 

function and coping (e.g., Grech et al., 2017; Rodriguez Villegas & Salvador Cruz, 2015). 

Coping 

According to Lazarus and Folkman’s (1987) classic transactional theory of stress and coping, 

coping is defined as the thoughts and behaviours that individuals use to manage stressors. The theory 

suggests that coping is employed in an effort to restore equilibrium (Lazarus & Folkman, 1987). The 

manner in which specific coping strategies are categorized differs across studies and depending on what 

measurement tools are utilized. For example, Lazarus and Folkman (1987) group coping strategies into 

two broad categories: problem-focused strategies and emotion-focused strategies. Generally, problem-

focused strategies involve the pursuit of goals related to altering the stressful situation with the goal of 

solving the problem and preventing the stressful situation from recurring in the future. By contrast, 

emotion-focused strategies are rooted in the present and involve processes aimed at reducing negative 

emotions resulting from the stressor without addressing the environment or potential for the stressful 

situation to reoccur (Folkman & Lazarus, 1984). However, Carver et al. (1984) suggest that the 

distinction between problem-focused and emotion-focused coping, though important, is overly 

simplistic; providing factor analytic evidence that coping, as measured by questionnaire measures, tends 

to form more than two factors. Their 60-item measure of dispositional coping, the Coping Orientations 

to Problems Experiences (COPE), was developed to measure 14 discrete coping behaviours; however, 

factor analysis did not confirm this 14-factor structure in the original sample (Carver et al., 1989) and as 

the measure has been used in subsequent studies, both the number of factors, and the items that load 

together, has differed (Tang et al., 2016).  
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Executive Functions and Coping 

Despite variability in how both executive functions and coping strategies are measured and 

categorized, a number of studies have provided evidence that executive functions are predictive of 

coping strategy use. Results highlight both the positive relationships between strong or intact executive 

function and the use of adaptive or active coping strategies as well as the manner in which impairment 

in executive function impacts the coping strategies that people use. For example, Krpan and colleagues 

(2007) found that, in participants with traumatic brain injury, better executive performance was related 

to increased use of problem-focused coping. Conversely, lower performance on executive function tasks 

was related to increased use of emotion-focused coping. In research with patients with multiple 

sclerosis, Grech and colleagues (2017) found that better performance on a specific executive function 

subscale (verbal fluency) predicted higher use of acceptance, restraint, social support, religion, and total 

coping, while poorer overall performance on the total executive function index predicted greater use of 

behavioural disengagement, denial, religion, and total coping. Both research teams theorized that 

people with impaired executive functioning may turn to maladaptive coping strategies or rely on coping 

strategies that are less cognitively demanding (Grech et al., 2017; Krpan et al., 2007).  

Research suggests that the types of coping strategies that people use can have varying 

effectiveness at alleviating stress and a number of studies have explored this with parents of children 

with DD specifically. For example, research with parents of children with DD, including intellectual 

disabilities and autism spectrum disorder, suggests that problem-focused coping tends to be more 

effective than emotion-focused coping (e.g., Essex et al., 1999; Miller et al., 1992; Smith et al., 2008). In 

a study of Finnish families, Taanila and colleagues (2002) found that families who had better outcomes 

tended to have multiple coping strategies. Several studies also suggest that coping strategies act as 

mediators or moderators between stressors and outcomes for caregivers and families of children with 

DD. For example, Dardas and Ahmad (2013) found that seeking social support and escape avoidance 
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were moderators in the relationship between stress and quality of life among parents of children with 

autism spectrum disorder residing in Jordan. Peer and Hillman (2012) found that, while increased social 

support resulted in lower perceptions of stress among American parents of individuals with intellectual 

disabilities, when coping style was factored in, the relationship between social support and stress was 

no longer significant but still notable (partial mediation). Peer and Hillman (2012) hypothesize that 

parents’ coping styles impact the amount of stress they experience resulting from the nature and 

stability (or lack thereof) of their social support systems. 

Taken together the research suggests that, through multiple neurological pathways, chronic 

stress negatively impacts executive function for parents of children with DD, and results in increased 

susceptibility to the negative impacts of acute stress as well (e.g., Correa et al., 2015; De Andres-Garcia 

et al., 2012; Shields et al., 2016). Since executive functions are cognitive abilities that regulate behaviour 

and underlie the execution of adaptive behaviours to facilitate goal attainment (Girotti et al., 2018), this 

provides a theoretical rationale for why there would be a relationship between executive function and 

coping behaviour. This relationship is supported by research providing links between executive function 

skills and the coping strategies individuals tend to use (e.g., Grech et al., 2017; Krpan et al., 2007). 

Evidence suggesting that the use of specific coping strategies can significantly impact parent outcomes 

(e.g., Essex et al., 1999; Miller et al., 1992; Smith et al., 2008) highlights the need to consider executive 

function and coping when exploring relationships between stressors and outcomes. Little research has 

touched on any of these issues in a Zambian population. 

Executive Function and Coping in Zambia 

While some research exists examining executive functions and coping strategies in parents of 

children with DD from other cultures, these variables may be particularly susceptible to cultural 

differences, as culture influences what individuals pay attention to and how much they value particular 
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ideas and approaches (Kelkar, Hough, & Fang, 2013). It is likely that some executive functioning skills 

and some coping strategies have more utility, and are therefore more likely to be well-developed, in 

certain cultural contexts. Indeed, research has found differences from North American standards in 

executive functioning test norms in Zambian populations (Hestad et al., 2016) and in the factor structure 

of Carver’s (1997) brief version of the COPE in a Kenyan sample (Kimemia et al., 2011). It is important to 

note, however, that such differences may be, at least partially, an artefact resulting from the use of 

Western measures that have not been adapted or normed for the Zambian population. Similar to results 

from Western countries, Hestad and colleagues (2016) found that education and English literacy were 

significantly predictive of performance on many neuropsychological tests among Zambian adults, even 

after controlling for a number of other variables. Nell (2012) reports that neuropsychological testing 

norms developed in the United States and other Western countries have typically been based primarily 

upon participants who are relatively homogeneous in regard to socioeconomic status (middle class), 

ethnicity (European ancestry), and education (average high school with some college). The homogeneity 

of the normative group results in difficulties when interpreting data collected from participants that 

differ from the normative group. Further, normative demographic corrections often do not generalize 

well because of population differences in effects of aging, as well as education, gender and ethnicity in 

various international (especially non-Western) settings. Consequently, background differences including 

education and English literacy can have major effects on neuropsychological test results when the tests 

are used in countries where people have different linguistic, cultural and educational experiences than 

the U.S. standardization sample (Nell, 2012). 

Existing research on executive functioning and coping in Zambian samples is sparse and, 

although research exists on the executive functioning of Zambian adults (e.g., Hestad et al., 2016; 

Kabuba et al., 2016), no studies have examined the relationship between executive functioning and 

coping in a Zambian sample. Additionally, although a qualitative study by Nyoni and Serpell (2012) found 
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that Zambian parents of children with autism reported the use of various coping strategies such as 

empowerment, humor, openness, faith and belief in God’s healing power, no quantitative research was 

found on coping strategy use among Zambian parents of children with DD.   

The present study provides an exploration of the relationship between executive functioning 

and coping in Zambian parents of children with DD. I chose to focus on the relationship between 

executive functions and coping, specifically, rather than exploring the relationship between executive 

functions and parent outcomes more broadly. As outlined above, there is both theoretical rationale and 

research evidence that support the likelihood of such a relationship. There is less reason to expect a 

significant relationship between executive functions and other variables, such as the parent outcome 

measures explored in Study 2 (Positive Gain, Quality of Life, Mental Health Problems). I hope that  a 

better understanding of the relationship between executive functions and coping can be used to more 

precisely inform intervention in order to potentially reduce the negative impact of chronic stress on 

Zambian parents of children with DD. Due to research by Hestad and colleagues indicating that 

education and English literacy were significantly predictive of neuropsychological test performance 

among Zambian adults, and as educational attainment among Zambians is assumed to be related to 

socioeconomic status, these factors were explored in the analysis as well. Specifically, I explored (1) 

differences in executive functioning or coping scores depending on whether parents endorsed being 

fluent in English or not, (2) whether (and how strongly) executive functions and coping strategies are 

correlated, (3) differences in coping strategy use between individuals with clinical-level deficits in 

executive functioning skills compared to individuals with average executive functioning skills, and (4)  

whether specific executive functioning skills predict the use of specific types of coping strategies, after 

controlling for the potential impact of education level and financial need.  

As I anecdotally observed in Study 2 that many participants who reported that they were not 

fluent in English were able to easily converse in English, I hypothesized that (1) there would be no 
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significant differences in executive functioning or coping scores between participants who endorsed 

English fluency and those who did not. I also hypothesized that (2) executive functioning skills and 

coping strategies would be significantly correlated with one another and that (3) individuals with clinical 

level deficits in executive functioning would be significantly less likely to engage in the use of active 

coping strategies. Finally, I hypothesized that (4) some specific executive functioning skills would be 

predictive of the use of specific coping strategies. 

Methods 

A researcher-administered questionnaire, consisting of measures used to assess parent 

stressors, outcomes, executive functioning skills, and coping strategies, was completed with parents of 

children with DD residing in Lusaka (Appendix F). In order to have a representative sample, not all 

participants were fluent in English. For participants who were not fluent in English I or a research 

assistant translated items into one of the two major local languages (iciBemba or iciNyanja).  

Participants 

Participants were a subsample of 44 Zambian primary caregivers of children with DD who had 

previously participated in Studies 1 and 2. The caregivers ranged in age from 22 to 72 years of age (M = 

39.16, SD = 11.36) and the children with DD whom they cared for (51.2% males) ranged in age from 3 to 

19 years of age (M = 10.82, SD = 4.05).  

Table 1 

Parent Education Levels 

Highest Level of Education 
Reached 

n % 

   
Less than 7th Grade 12 27.3 

8th or 9th Grade 9 20.5 
10th or 11th Grade 8 18.2 



97 
 

Secondary School Graduate 7 15.9 
Partial College/University 1 2.3 

College/University Graduate 6 13.6 
Graduate Degree 1 2.3 

All participants were women who were either the child’s biological mother (n = 39; 88.6%) or 

the child’s grandmother (n = 5; 11.4%). More than half (63.6%, n = 28) of the participants were married 

and 63.6% (n = 28) described themselves as being fluent in English; however, many parents who did not 

endorse being fluent in English were still able to converse in English. The majority (n = 31; 73.8%) of 

respondents did not have paid employment and education levels were varied, ranging from below 7th 

grade to graduate level education (see Table 1).  

Procedure  

Data collection for the present study was completed in December 2019. Informed written 

consent was obtained prior to data collection. All questionnaires were completed in person with a me or 

a research assistant who was able to provide clarification if any questionnaire items were unclear to the 

participant. The questionnaires were completed in a classroom at a local school.  

Measures 

Executive Function   

Roth and colleagues’ (2005) adult version of the BRIEF (BRIEF-A) was used to measure executive 

functioning in the participants. The BRIEF-A provides a measure of the respondent’s perspective 

regarding their own executive functioning difficulties. The measure produces two summary index scales 

– the Behavioural Regulation Index (BRI) and the Metacognition Index (MI) - and a scale reflecting 

overall executive functioning (Global Executive Composite, GEC) based on theoretical and statistical 

considerations. The BRI is a composite of four subscales, measuring inhibition, shifting, emotional 

control, and self-monitoring. The MI is a composite of five subscales, measuring initiation, working 
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memory, planning/organization, task-monitoring, and organization of materials. The measure 

demonstrates moderate to high internal consistency for the clinical scales (α = .73 to .90), and high 

internal consistency for the indices BRI, MI, and GEC (α = .93 to .96; Roth et al., 2005). Scores across the 

subscales and indices are converted into standardized ratings (T scores) with higher scores reflecting 

greater difficulty, or poorer executive function, in that domain. Clinical levels of impairment in executive 

functioning skills are defined as T scores of 65 or greater (Roth et al., 2005). The original version of the 

measure (BRIEF) has been used with participants from various countries, including African countries like 

South Africa (Dollman et al., 2017) and Uganda (Familiar et al., 2015). No studies were found specifically 

examining validity of the BRIEF-A in an African sample; however, a validation study of the original 

measure (BRIEF) in a Ugandan sample found that a factor analysis resulted in two main factors 

comprising the BRI and MI scales (Familiar et al., 2015), similar to results in North American samples 

(Roth et al., 2015).    

To address the risk of respondent bias, the BRIEF-A includes three validity scales: negativity, 

infrequency, and inconsistency (Roth et al., 2005). The negativity scale measures the extent to which the 

respondent answered selected BRIEF-A items in an unusually negative manner. The infrequency scale 

indicates the degree to which the respondent endorsed items in an atypical fashion relative to the 

normative sample. The inconsistency scale indicates the extent to which sets of two similar BRIEF-A 

items, which tend to receive similar ratings, were rated in an inconsistent manner by the respondent 

(Roth et al., 2005). All participants included in the analyses received “acceptable” ratings across all three 

validity scales.  

Coping   

Carver's (1997) brief situational format of the COPE inventory (Carver et al., 1989) was used to 

measure parents' coping strategies. Reliability for the measure is acceptable with most subtests 
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demonstrating internal consistency of α between .62 and .92 (one subtest demonstrated internal 

consistency of α = .45). As discussed earlier, the measure demonstrates variable factor structure across 

studies (Tang et al., 2016). As the participants in this study were comprised of a subsample of 

participants from Study 2, analysis of the brief COPE in the present study was based on the results of the 

factor analysis conducted on the broader parent sample. Specifically, item ratings were combined to 

form three factors that were used to provide summary ratings and the items included in each factor 

were consistent with the factors established in Study 2. 1. The Active Coping factor included the Active 

Coping, Planning, and the Acceptance subscales; however, item 20 (“I've been accepting the reality of 

the fact that it has happened”) was excluded (as it had been in Study 2). 2. The Support Coping factor 

included the Emotional Support, Instrumental Support, and Religion subscales. 3. The Negative Coping 

factor included the Denial, Behavioural Disengagement, and Self Blame subscales. The remaining items 

from the brief COPE were excluded from further analysis as was done in Study 2. The final scores for 

each factor were calculated using the mean of the item scores included in that factor. These factors 

demonstrated strong internal consistency in the present sample, with the Active Coping factor 

demonstrating an internal consistency rating α = .81, the Support Coping factor α = .81, and the 

Negative Coping factor α = .82. 

Financial Need 

As in Study 2, Financial Need was measured using items from the questionnaire used in Wave 4 

(2002) of the United Kingdom’s Department for Work and Pensions’ Families and Children Study (Phillips 

et al., 2003). Items required participants to rate a number of items in terms of whether they have access 

to the item, would like but cannot afford the item, or have no interest in the item. Items are extracted 

from several categories related to family well-being and social capital; including food/nutrition (7 items), 

clothing (7 items), durable goods (14 items), and social activities (6 items). Similar to the approach taken 

by Emerson and Hatton (2007), financial hardship was estimated by calculating the number of items that 
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each family would like but cannot afford. Financial Need was approximately normally distributed in this 

sample with the number of items participants reported wanting but not being able to afford ranging 

from 3 to 34. Higher scores reflected greater Financial Need. 

Results 

Executive Functioning 

On the BRIEF-A, the GEC summary T scores ranged from 37 to 87, with 36.4% of the sample 

falling above the clinical cut-off of 65. The percentage of participants falling above the clinical cut-off on 

individual subscales ranged from 6.8% (n = 3; self-monitoring) to 47.7% (n = 21; shifting).  

Table 2  

Executive Functioning Scores  

BRIEF-A Domain    Above Clinical Cut-off  
 M SD Range n % 

Global Executive Composite (GEC) 60.20  9.68 37-87 16 36.4 
Inhibition 56.77   9.55 37-71 12 27.3 

Shifting 60.80   8.41 43-78 21 47.7 
Emotional Regulation 60.80   10.06 39-92 11 25 

Self-Monitoring 57.59   8.45 37-70 3 6.8 
Initiation 55.64   10.38 38-79 7 15.9 

Working Memory 59.86   10.77 40-93 18 40.9 
Planning 58.70  9.15 39-83 18 40.9 

Task-Monitoring 56.84   9.43 37-69 14 31.8 
Organization of Materials 53.57   7.96 37-75 4 9.1 

Note. N = 44 

Coping 

Scores on the Support Coping factor ranged from 1.83 to 4.00 (M = 3.06, SD = 0.64), scores on 

the Negative Coping factor ranged from 1.00 to 3.50 (M = 1.82, SD = 0.71), and scores on the Active 

Coping factor ranged from 1.20 to 4.00 (M = 3.09, SD = 0.64). 

Role of English Fluency 
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In order to ensure that participants’ comfort with the English language did not significantly 

affect ratings on any of the variables, participants who endorsed being fluent in English were compared 

to those who did not. First, the Educational Attainment variable was recoded into two levels, depending 

on whether participants were high school graduates or not and a chi-square test was conducted. The 

relationship between English Fluency and Educational Attainment was significant, Χ2 (1, N = 44) = 13.01, 

p < .001. All participants who were high school graduates (n = 15) endorsed being fluent in English, 

compared to 45% (n = 13) of participants who were not high school graduates (n = 29). Next, t tests 

were conducted to examine mean differences in the remaining variables (see Table 4). Participants who 

endorsed being fluent in English reported having fewer Financial Needs on average than those who did 

not endorse English-language fluency. This difference approached significance but had a large effect 

size, (d = 0.60). Differences between the two groups in mean scores on the coping and executive 

functioning variables were not significant; however, differences in Task Monitoring (d = 0.62) and 

Organization of Materials (d = 0.60) approached significance, with large effect sizes. 

Table 3 

Differences in Variables Based on English Language Fluency 

Variable Fluent (n = 28) Not Fluent (n = 16) t p 
 M SD M SD   

Support Coping 3.18 0.60 2.92 0.63 1.37 .178 

Negative Coping 1.77 0.74 1.94 0.69 -0.77 .447 

Active Coping 3.16 0.55 3.01 0.79 0.70 .487 

BRIEF-A GEC 58.39 8.59 63.38 10.91 -1.68 .101 

Inhibition 55.57 10.10 58.88 8.41 -1.11 .275 

Shifting 59.57 7.79 62.94 9.26 -1.29 .205 

Emotional Regulation 59.39 10.21 63.25 9.61 -1.23 .225 

Self-Monitoring 57.04 8.46 58.56 8.63 -0.57 .570 

Initiation 54.18 9.15 58.19 12.14 -1.24 .222 

Working Memory 58.11 9.41 62.94 12.54 -1.45 .154 

Planning 57.07 8.27 61.56 10.15 -1.60 .118 

Task-Monitoring 54.82 9.44 60.38 8.56 -1.94 .059 

Organization of Materials 51.82 6.74 56.63 9.17 -1.99 .053 

Financial Need 17.93 6.46 21.69 6.02 -1.90 .064 
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Poor vs. Good Executive Functioning Groups 

In order to explore the relationship between executive functioning and coping further, 

participants were then categorized into poor and good executive functioning groups according to the 

clinical cut-off proposed by the authors of the measure (Roth et al., 2005). Specifically, participants with 

a T score of 65 or greater on the BRIEF-A GEC were classified as having poor executive functioning skills 

as this corresponds with the clinically impaired range of the measure. Conversely, participants with a 

score of 64 or less were classified as having good executive functioning as these scores fell within the 

normal range.  

The coping strategies of the good (n = 28) and poor (n = 16) executive functioning groups were 

compared using t tests. The two executive functioning subgroups significantly differed in their use of 

Negative Coping, t(40) = -2.95, p = <.001, d = .97, and Active Coping, t(39) = 2.79, p = .008, d = .89. 

Specifically, individuals with good executive functioning skills reported significantly less frequent use of 

Negative Coping (M = 1.60, SD = 0.68) than those in the poor executive functioning group (M = 2.23, SD 

= 0.62) and more frequent use of Active Coping (M = 3.31, SD = .57) than those in the poor executive 

functioning group (M = 2.77, SD = 0.62). Differences in participants’ use Support Coping by executive 

functioning group were not significant t(42) = -1.19, p = .239, d = 0.38.  

Correlations 

Correlations were used to evaluate the degree to which coping and executive functioning are 

related (see Table 3). In addition to the GEC, the nine individual subscales of the BRIEF-A were also 

included in the correlations, in order to provide a nuanced view of which specific executive functions 

were related to specific Support, Negative, and Active Coping strategies, respectively. Parents’ 

Educational Attainment and Financial Need were also included as variables in the correlation analyses, 
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due to research indicating their potential impact on neuropsychological performance (Hestad et al., 

2016), as previously described.   

Correlations revealed a moderate and significant relationship between Support Coping and 

Active Coping. The relationship between Support Coping and Active Coping was positive, such that 

participants who endorsed using support-seeking coping strategies also endorsed using active coping 

strategies. Support Coping was not significantly related to any scores from the BRIEF-A.  

Negative Coping was significantly related to the BRIEF-A GEC and to the Inhibition, Shifting, Self-

Monitoring, Initiation, Planning and Organization, and Task-Monitoring subscales. All relationships were 

moderate in magnitude and positive, suggesting that individuals who reported greater difficulty across 

several domains of executive functioning were also more likely to endorse using Negative Coping.  

Active Coping was significantly related to the BRIEF-A GEC, and to the Inhibition, Initiation, 

Working Memory, Planning, Task-Monitoring, and Organization of Materials subscales, with moderate 

to strong (Initiation and Planning) correlations. All relationships were negative, suggesting that 

individuals who reported better executive functioning were more likely to endorse using Active Coping.  

As expected, Educational Attainment was significantly and strongly related to Financial Need, 

such that parents who attained higher levels of education reported less Financial Need. Parents’ 

Educational Attainment was also significantly and negatively related to the BRIEF-A GEC, and to the 

Initiation, Working Memory, Planning and Organization, and Task-Monitoring subscales (r values ranging 

between -0.32 to -0.40). Educational Attainment was not, however, significantly related to Support 

Coping, Negative Coping, or Active Coping scores.  
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Table 4 

Correlations Among Variables 

  1. 2. 3. 4. 5. 6. 7. 8. 9. 10. 11. 12. 13. 14. 

1.Support Coping -              

2.Negative Coping .04 -             

3.Active Coping .38* -.30 -            

4.BRIEF-A GEC -.16 .36* -.42** -           

5.Inhibition -.25 .43** -.38* .87** -          

6.Shifting -.12 .45** -.30 .83** .81** -         

7.Emotional Reg -.13 .14 -.12 .72** .61** .57** -        

8.Self-Monitoring .14 .33* -.06 .63** .65** .52** .40** -       

9.Inititation -.15 .46** -.56** .80** .68** .70** .32* .46** -      

10.Working 
Memory 

-.11 .30 -.33* .93** .76** .70** .62** .59** .72** -     

11.Planning/ 
Organization 

-.09 .36* -.53** .86** .67** .61** .42** .47** .79** .82** -    

12.Task-
Monitoring 

-.17 .41** -.47** .85** .72** .66** .50** .60** .71** .83** .77** -   

13.Organization of 
Materials 

-.24 .15 -.34* .84** .70** .68** .67** .45** .57** .78** .66** .62** -  

14. Educational 
Attainment 

-.05 -.25 .05 -.32* -.23 -.24 -.15 -.25 -.33* -.33* -.34* -.40** -.18 - 

15.Financial Need -.16 .34* .08 .23 .31* .25 .05 .23 .28 .22 .13 .25 .08 -.54** 

Note. *p < .05, **p < .01  
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Financial Need was significantly related to Negative Coping, such that individuals endorsing 

higher levels of Financial Need also endorsed using Negative Coping strategies more frequently. 

Financial Need was not significantly related to either Support Coping or Active Coping. Financial Need 

was also significantly related to Inhibition on the BRIEF-A, such that individuals with greater Financial 

Need endorsed greater difficulty with inhibition skills but was not significantly related to any other 

executive functioning domains on the BRIEF-A.  

Regressions 

Finally, three two-step hierarchical regressions were conducted to analyze which executive 

functions were predictive of Support Coping, Negative Coping, and Active Coping, respectively. 

Individual subscale scores from the BRIEF-A were used as predictors, in order to provide a more specific 

level of insight into the relationship between executive functions and coping. Financial Need and 

Educational Attainment were entered at Step 1 one to control for their potential effects on coping. 

The first regression, predicting Support Coping, revealed that, at Step 1, Financial Need and 

Educational Attainment did not significantly contribute to the regression model, F(2,41) = 1.20, p = .311: 

accounting for 5.5% of the variance in Support Coping. Adding executive functions to the regression 

model at Step 2 explained an additional 30.1% of the variance in Support Coping but this change in R² 

was not significant, F(9,32) = 1.66, p = .139. The final model accounted for 35.7% of the variance in 

Support Coping. Only Self-Monitoring significantly contributed to the final model (p = .011), accounting 

for 14.6% of the variance in Support Coping. Participants with poorer self-monitoring skills were more 

likely to endorse use of support-seeking strategies in order to cope. See Table 5. 
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Table 5 

Summary of Regression Analysis for Executive Functioning Variables Predicting Support Coping 

Variable B 95% CI for B SE(B) β sr2 R2 ∆R2 
  LL UL      

Step 1        .055 .055 
Financial Need -0.03 -0.06 0.02 0.02 -0.27 .053   

Educational Attainment -0.07 -0.20 0.07 0.06 -0.20 .028   
Step 2       .357 .301 

Financial Need -0.02 -0.06 0.02 0.02 -0.21 .025   
Educational Attainment -0.06 -0.20 0.07 0.06 -0.18 .019   

Inhibition -0.04 -0.08 0.00 0.02 -0.64 .080   
Shifting 0.03 -0.01 0.07 0.02 0.38 .038   

Emotional Regulation 0.00 -0.03 0.03 0.01 0.04 .001   
Self-Monitoring 0.04* 0.01 0.07 0.01 0.53 .146   

Initiation -0.01 -0.04 0.03 0.02 -0.11 .003   
Working Memory 0.02 -0.02 0.06 0.02 0.34 .018   

Planning/Organization 0.02 -0.03 0.06 0.02 0.22 .010   
Task-Monitoring -0.03 -0.07 0.01 0.02 -0.45 .048   

Organization of Materials -0.03 -0.07 0.01 0.02 -0.40 .048   

Note. *p < .05, **p < .01 

 

The second regression, predicting Negative Coping, revealed that, at Step 1, Financial Need and 

Educational Attainment did not significantly contribute to the regression model, F(2,39) = 2.65, p = .083, 

but accounted for 12% of the variance in Negative Coping. Adding executive functions to the regression 

model at Step 2 explained an additional 25.2% of the variance in Negative Coping but this change in R² 

was not statistically significant, F(9,30) = 1.34, p = .261. The final model accounted for 37.1% of the 

variance in Negative Coping, as shown in Table 6. 
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Table 6 

Summary of Regression Analysis for Executive Functioning Variables Predicting Negative Coping 

Variable B 95% CI for B SE (B) β sr2 R2 ∆R2 
  LL UL      

Step 1        .120 .120 
Financial Need 0.03 -0.01 0.07 0.02 0.28 .057   

Educational Attainment -0.04 -0.18 0.10 0.07 -0.10 .007   
Step 2       .371 .252 

Financial Need 0.02 -0.02 0.06 0.02 0.17 .016   
Educational Attainment 0.00 -0.15 0.15 0.08 0.00 <.001   

Inhibition 0.01 -0.04 0.06 0.03 0.10 .002   
Shifting 0.03 -0.02 0.08 0.02 0.34 .028   

Emotional Regulation 0.00 -0.03 0.03 0.02 0.03 <.001   
Self-Monitoring 0.01 -0.03 0.04 0.02 0.07 .002   

Initiation 0.01 -0.03 0.05 0.02 0.19 .010   
Working Memory -0.02 -0.07 0.04 0.03 -0.23 .008   

Planning/Organization 0.01 -0.04 0.07 0.03 0.18 .007   
Task-Monitoring 0.01 -0.03 0.06 0.02 0.18 .008   

Organization of Materials -0.03 -0.08 0.02 0.03 -0.38 .040   

The third regression, predicting Active Coping revealed that, at Step 1, Financial Need and 

Educational Attainment did not significantly contribute to the regression model, F(2,38) = 0.73, p = .730: 

accounting for only 1.6% of the variance in Active Coping. Adding executive functions to the regression 

model at Step 2 explained an additional 55.6% of the variance in Active Coping and this change in R² was 

significant, F(9,29) = 4.20, p = .001. The final model accounted for 57.3% of the variance, with significant 

coefficients for Self Monitoring (p = .040) and Initiation (p = .046) which uniquely accounted for 6.8% 

and 6.4% of the variance in Active Coping, respectively. Parents with poorer self monitoring and better 

initiation skills were more likely to endorse using Active Coping. See Table 7. Task-Monitoring accounted 

for 5.6% of the variance in Active Coping (p = .062) and Inhibition accounted for 4.5% of the variance in 

Active Coping (p = .093), although not statistically significant. Parents with better task-monitoring and 

better inhibition skills were somewhat more likely to endorse using Active Coping.  
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Table 7 

Summary of Regression Analysis for Executive Functioning Variables Predicting Active Coping 

Variable B 95% CI for B SE (B) β sr2 R2 ∆R2 
  LL UL      

Step 1        .016 .016 
Financial Need 0.01 0.46 -0.02 0.14 0.14 .014   

Educational Attainment 0.04 0.53 -0.09 0.12 0.12 .010   
Step 2       .573 .556** 

Financial Need 0.02 0.16 -0.01 0.24 0.24 .031   
Educational Attainment -0.01 0.88 -0.12 -0.02 -0.02 <.001   

Inhibition -0.03 0.09 -0.07 -0.48 -0.48 .045   
Shifting 0.02 0.25 -0.02 0.28 0.28 .020   

Emotional Regulation 0.01 0.46 -0.02 0.15 0.15 .008   
Self-Monitoring 0.03* 0.04 0.00 0.38 0.38 .068   

Initiation -0.03* 0.05 -0.06 -0.48 -0.48 .064   
Working Memory 0.03 0.15 -0.01 0.49 0.49 .032   

Planning/Organization -0.01 0.52 -0.05 -0.18 -0.18 .006   
Task-Monitoring -0.03 0.06 -0.07 -0.49 -0.49 .056   

Organization of Materials -0.01 0.41 -0.05 -0.18 -0.18 .010   

Note. *p < .05, **p < .01 

Discussion 

Overall, the results of this study support existing literature on the strong relationship between 

executive functions and coping. Not surprisingly, executive functions accounted for the most variance in 

Active Coping, when compared to the two other coping styles. Active Coping was moderately strongly 

correlated to a number of executive functioning domains and participants with clinically significant 

levels of impairment in executive functioning were significantly less likely to engage in active coping 

strategies than individuals whose executive functioning skills fell within the average range. As suggested 

by Roth and colleagues (2012), active coping strategies, such as planning, may allow parents to better 

respond to stressors and improve outcomes. However, active coping strategies are also more cognitively 

demanding than more passive strategies and parents with significant impairments in executive function 

may be forced to rely on coping strategies that are less demanding (Grech et al., 2016). For parents of 

children with DD in Zambia, who likely face significant stressors and significantly greater barriers to 
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accessing services and resources than many other research samples, being able to engage in active 

coping skills may be even more valuable.  

 The results of Study 1 and Study 2 highlight the importance of support in promoting positive 

outcomes for Zambian parents of children with DD; however, the relationship between executive 

functions and Support Coping seemed to be surprisingly weak. Specifically, Support Coping was not 

significantly correlated with any executive functioning variables and there were no significant 

differences in use of Support Coping between participants with good versus poor executive functioning 

skills. Finally, in the regression, the only variable that significantly contributed to the variance in Support 

Coping was Self-Monitoring. The result that parents with poorer self-monitoring skills were more likely 

to endorse use of Support Coping may be indicative of other factors, such as stigma, influencing the 

relationship between executive functions and Support Coping. For example, a recent review by Adugna 

and colleagues (2020) found that parents of children with disabilities in several sub-Saharan African 

countries, including Zambia, reported fear of being treated differently by others and the experience of 

stigma prevented them from seeking out treatment for their child’s condition. Additionally, cultural 

beliefs regarding the source of the disability (e.g., witchcraft) also prevented parents from seeking 

support (Adugna et al., 2020). Many items on the Self-Monitoring subscale of the BRIEF seem to reflect, 

in part, the respondent’s awareness of their impact on others and the consequences (social and 

otherwise) that their behaviour might have on others. Therefore, while many parents may be less likely 

to seek support due to the risk of stigma, parents with poorer Self-Monitoring skills may be more likely 

to express the need for support in order to address their immediate need, without thinking through the 

negative consequences this might have for them. They may also be less likely to learn from prior 

negative experiences related to support-seeking behaviour, due to a decreased ability to make 

connections between their behaviour and the outcome of that behaviour. 
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These results are notable as the research literature consistently outlines the relationship 

between social support and outcomes for parents of children with DD (e.g., Guralnick et al., 2008; Kyzar 

et al., 2012; Weiss, 2002). In Study 2 of the current project, I also found that parents who endorsed 

having a greater number of sources of social support reported having a higher quality of life. If other 

factors are influencing whether or not parents seek support, a positive course of action may be to 

engage communities and family members in offering support to parents of children with DD who may 

not seek it out independently. Educating Zambian communities on DD may serve to both reduce stigma, 

and also increase the likelihood that community members and extended family members will reach out 

to parents and offer support.  

Interestingly, Negative Coping and one executive functioning subscale (Inhibition) were 

significantly correlated with Financial Need. Specifically, parents with greater Financial Need were more 

likely to engage in the use of negative coping strategies and tended to have more difficulty with 

inhibition. Additionally, although Negative Coping was significantly correlated with inhibition, after 

controlling for Financial Need and educational attainment in a hierarchical regression, neither Inhibition 

nor any other BRIEF-A subscale were significantly predictive of the variance in Negative Coping. One 

possibility is that parents with poorer executive functioning skills may be more likely to have greater 

financial need (e.g., poor management of finances due to poor planning skills) and may also be more 

likely to engage in negative coping strategies because their poor executive functioning skills make it 

more difficult for them to engage in more demanding coping strategies, such as active coping strategies. 

Another possibility is that parents with greater financial need are more likely to live in situations with 

greater environmental stress and adversity which may, in turn, have an impact on ratings of parental 

executive functioning (Monn et al., 2017).  

Several studies have found a significant relationship between measures of socioeconomic status 

(e.g., household income, parent education, occupation) and executive functions, particularly in samples 
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that are more heterogenous in socioeconomic status (Lawson et al., 2014). Interestingly, in a study 

examining maternal executive functioning in the context of homelessness, Monn and colleagues (2017) 

found that some aspects of executive functioning deteriorated under conditions of high stress or chaos, 

but others remained intact. There are a number of ways to measure socioeconomic status and other 

associated variables that may further confound the relationship between socioeconomic status and 

executive function. For example, St. John and Tarullo (2018) found that neighbourhood chaos 

moderates the relationship between socioeconomic status and executive functioning in children. 

Therefore, it is important to consider the ways that factors related to socioeconomic status that were 

not measured in this study, such as household or neighbourhood chaos, may also be impacting parents’ 

executive functioning ratings. Parents with greater Financial Need, lower levels of education, housing 

insecurity, or living in unsafe neighbourhoods, may have an even greater number of stressors to contend 

with than their child’s disability-related needs. As a result of this greater level of everyday strain, the 

conditions under which the parents regularly operate and through which they base their evaluations of 

their own executive functioning skills may be much further from the ideal than parents who have more 

stability (financial and otherwise). It is not surprising then, that Financial Need would not only impact 

executive functioning ratings, such as inhibition, but would also be positively related to parents engaging 

in more negative coping strategies such as behavioural disengagement and denial. Unfortunately, the 

results of Study 2 suggest that engaging in negative coping is related to poor outcomes for parents. It 

may be helpful for support staff to encourage parents to engage in more positive passive coping 

strategies (e.g., support-seeking or other emotion-focused strategies), when they are feeling too 

overwhelmed to engage in active coping strategies.  

Given evidence of the value of coping and executive function in promoting better outcomes to 

parents facing significant stress, it is important to consider interventions that may be used to support 

parents in Zambia and more generally. Unfortunately, no research was found examining interventions 
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for Zambian parents. Nevertheless, research on interventions in other populations are promising and 

future researchers may wish to establish the effectiveness of such interventions in this group. For 

example, a pilot study by Romero-Martinez and colleagues (2017) found that a cognitive behavioural 

therapy intervention focused on reducing health complaints and stress levels was effective at improving 

some cognitive functions, including selective attention, memory, cognitive flexibility, and planning, in 

caregivers of people with autism spectrum disorder. Several other studies have demonstrated the 

beneficial effects of cognitive behavioural interventions, including coping skills training, on promoting 

positive outcomes among related groups such as parents of children with DD in Western countries (e.g., 

Singer et al., 2007), parents facing economic hardship (e.g., Wadsworth et al., 2011), and parents with 

children undergoing medical procedures (e.g., Zelikovsky et al., 2001).  

This study adds to the growing literature on the measurement of executive functioning in 

African populations. Unfortunately, however, there is still a need to establish culturally-valid measures 

of executive function in many cultural groups for which current measures have not been developed, 

adapted, or normed, including Zambia. Use of measures not validated in a particular sample can result in 

a number of issues including floor effects, ceiling effects, issues related to the comprehension of items, 

and the absence of culturally-relevant normative data for comparison (Robbins et al., 2013). While 

research by Adjorlolo (2016; 2018) suggests that tests of executive function commonly used in Western 

countries may maintain some ecological validity, diagnostic accuracy, sensitivity, and specificity when 

used in an African sample, other studies have found differences in executive function performance 

across cultures (e.g., Kelkar et al., 2013; Schmitt et al., 2019). Therefore, there remains a need to explore 

this issue further.  

The decision to use the BRIEF-A, a well-established measure of executive functioning in Western 

countries, but one with limited research on its applicability in a Zambian sample, is considered to be 

both a limitation and a strength of the present study. The lack of normative data for this measure in a 
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Zambian sample is a limitation; however, this study now provides one of the first examinations of the 

measure in an adult Zambian sample. Future research should examine the utility of this measure in a 

larger sample. Another limitation of using executive functioning measures developed in the West, was 

the potential that participants in this sample may have interpreted some items differently than they 

were intended by the developers of the measure. The research team made efforts to clarify items with 

participants and provide culturally-relevant examples when needed; however, this reduced the 

standardization of the administration. The potential for biased interpretations due to language 

differences or differences in the colloquial understanding of certain words or phrases was briefly 

assessed by examining whether there were mean differences in any of the variables depending on 

whether participants described themselves as fluent in English or not. No differences in coping strategy 

use or executive functioning domains were statistically significant; however, differences in task-

monitoring and organization of materials approached significance. Future research should examine 

comprehension of the BRIEF-A items in a Zambian sample in greater detail in order to more accurately 

speak to its utility as a measure of executive functioning for that population. It may be prudent to 

explore translation of the items into local languages and include culturally-relevant examples into the 

standardized measure.  

Other limitations of the present study include the modest sample size which may have limited 

statistical power (e.g., some comparisons were not significant although the effect size was large), and 

the use of a self-report measure of executive function which may have introduced respondent bias into 

the sample. Having informant report data or laboratory measures of executive function to supplement 

these data would have enriched the study. Additionally, as discussed in Study 2, the use of cross-

sectional data limits my ability to infer causality or to determine whether the relationships explored in 

this study may shift and change at different times in the lives of the parents and their children. Another 

limitation that was previously discussed in Study 1 and Study 2 is that all participants in this sample were 
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all urban-dwelling parents; thus limiting our ability to generalize these findings to other Zambians 

residing in rural areas. Similarly, the sample consisted solely of female caregivers of children with DD, 

limiting the ability to generalize the results to Zambian men or adults who are not caregivers. Future 

research should explore the relationship between coping and executive function in a broader sample 

that is more representative of the general Zambian population.  

Despite the issues noted above, this study demonstrates the resilience of many Zambian 

mothers and speaks to the need to address ways of reducing the use of negative coping strategies and 

facilitating positive experiences related to support coping. By incorporating consideration of a parent’s 

executive functioning capacity, service providers may be able to direct parents towards coping 

interventions that will be more adaptive for them. 
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Study 4: Parent Experiences of Raising a Child with a Developmental Disability in Zambia: 

Respondent Elaboration and Contextualization of Prior Data  

 Several researchers have commented on the ethical issues that arise in cross cultural research. 

Milner (2007) describes truth - what is meaningful or real - as being dependent on how individuals have 

experienced the world. Some therefore argue that researchers always enter the field with biases, 

sympathies, assumptions, and (often privileged) positions within society that frame their research 

(Nygreen, 2006). For example, the researcher selects the measures or decides what questions to ask, 

which participants to include, and interprets, frames, contextualizes, and analyses the results (Nygreen, 

2006). Despite increasing attempts to improve diversity, research conducted by Western researchers 

and through Western institutions continues to be largely informed by, and interpreted through the lens 

of, European Western values, ethics, and norms (Marshall & Batten, 2003; Ndimande, 2012). Research 

suggests that marginalized and ethnic minority participants frequently report feeling misunderstood by 

researchers from Euro-American culture and there can often be an incongruence between the 

researcher's views or theoretical framework and those of the research subjects (Arriaza et al., 2015; 

Marshall & Batten, 2003). Nygreen (2006) and Arriaza and colleagues (2015) argue that the power 

dynamics are further exacerbated by the fact that researchers typically occupy multiple positions of 

power in relation to research participants. Yet, unfortunately, the researcher is often not accountable to 

the communities that have been studied, resulting in an unequal relation of power that reflects and 

reproduces a colonial-like relationship (Nygreen, 2006).  

Awareness of these issues has led to considerations about how to ‘decolonize’ research by 

attempting to disrupt, rather than perpetuate hegemonic assumptions (Ndimande, 2012; Samaroo et 

al., 2013). Decolonizing research involves critically examining underlying assumptions that inform the 

research and challenges Western assumptions in research (Samaroo et al., 2013). Samaroo and 

colleagues (2013) propose that accountability – inclusion of the voices, histories, cultures, and needs of 
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the research participants – complements and strengthens the possibility for respectful research. 

‘Respectful research’ refers to an approach in which the voices of participants are considered expert. In 

‘respectful research’ the research process is considered transformative for both researchers and 

participants within a shared a cultural context (Tilley, 1998). 

One method of attempting to rebalance power is by sharing research results and interpretations 

with participants and offering them the opportunity to share their perspective and correct 

misinterpretations. For example, in a member checking research process, analysed interview data is 

returned to the interviewees in order to allow them to validate, verify, or assess the trustworthiness of 

the results (Birt et al., 2016; Doyle, 2007). The member check allows the people who provided the 

information to determine if the researcher has accurately reported their stories (Koelsh, 2013). By re-

engaging with research subjects in this way, researchers have opportunities to absorb unforeseen 

feedback and to adapt to new perspectives, hopefully resulting in a more accurate final result (Caretta, 

2016). The member check acts as a means of triangulation – combining two or more methodological 

approaches or data sources – in order to increase the ability of the researcher to accurately interpret 

the findings (Thurmond, 2001).  

Creswell and Plano Clark (2007) propose that mixed methods procedures with triangulation 

balance the weaknesses inherent in one method (i.e., quantitative vs. qualitative) with the strengths of 

the other and that, by allowing for the use of qualitative results to aid the interpretation of quantitative 

results, mixed methods designs have the potential to result in more accurate interpretations. There are 

a number of different means of obtaining both quantitative and qualitative data in a mixed methods 

design, including individual interviews and questionnaires such as those used in this dissertation. Focus 

groups are another commonly used approach; and are one way of allowing participants to provide 

feedback on data they previously provided to researchers. 
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Focus groups encourage the formation of more complex viewpoints through interactions 

between participants and may promote a sense of community and empowerment among participants. 

They also have the potential to encourage participation from people who are reluctant to be 

interviewed on their own or who feel that they have nothing to say (Wilkinson, 1998). In contrast to 

individual interviews, focus groups also capitalize on the interaction between and among participants to 

stimulate and refine thoughts and perspectives (Owen, 2001). In this way, the participants' interactions 

amongst themselves reduce their interactions with the researcher or interviewer, leading to a greater 

emphasis on the participants’ perspectives (Wilkinson, 1998). Wilkinson (1998) points out that these 

interactions between participants also tend to generate ideas or perspectives that are more clearly 

articulated. Additionally, focus groups often result in positive interactions amongst participants, and 

participants typically enjoy their discussions together, thereby having a positive experience of the 

research process (Wilkinson, 1998).  

Unfortunately, the original design of this overarching project did not explicitly consider ways to 

engage in respectful or decolonizing research methodology. In analyzing and interpreting the results of 

Study 1 and Study 2, I began to consider more deliberately the ways in which my life experience and 

Western educational background could have an impact on my interpretations. I was born and raised in 

Zambia; however, I was largely educated in Canada, and did not share the experience of parenting a 

child with DD. Therefore, it was important for me to consider the ways in which my experience and 

worldviews have been shaped by Western perspectives and may influence my interpretation of the 

results. To remedy this, the present study built on the overall project by sharing select results from 

Study 1 and Study 2 with a subgroup of the original participants in a focus group format, in order to 

ensure that my interpretations fairly and accurately represented their perspectives, and to allow them 

to expand on topics that I felt needed further clarification. Similar to a member checking process, I 

hoped that inviting feedback from participants would lead to greater accuracy in my understanding of 
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the experiences of these parents and respect the contributions that the parents made to this project. 

The addition of the focus group to support the interpretation of the prior results follows the design of a 

mixed-methods sequential explanatory design – where qualitative data collected at a later stage of the 

research process are used to help explain and elaborate on the data that were collected previously 

(Ivankova et al., 2006).  

Method 

Participants 

Participants were a subsample of 10 Zambian caregivers of children with developmental 

disabilities (DD) who had previously participated in Study 2. In selecting participants to participate in the 

focus group, I attempted to select participants with a diverse experiences and educational and economic 

backgrounds. I also attempted to select participants who I felt would be comfortable speaking in front of 

a group. All focus group participants were fluent in English, but some participants provided responses in 

a mixture of English and local languages, as is common practice in everyday conversation in Zambia. 

With the exception of one person, the participants were biological parents to the child (eight mothers 

and one father). The remaining participant was the child’s grandfather. Two of the participants were 

male, and the remainder were female.  

Procedures  

The focus group was conducted in December 2018, approximately one year after the data for 

Study 1 and Study 2 had been collected, and following analysis of the results. It was held in a private 

room in a local school and was approximately 120 minutes in length. Participants were provided with 

food and beverages and received an honorarium of approximately $10 (provided in local currency). 

Informed consent, including consent for audio recording, was obtained from each focus group 
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participant (Appendix F). Further, all participants agreed to maintain the privacy of other parents who 

were participating in the focus group.  

Following the analysis of the results from Study 1 and Study 2, I developed a focus group 

discussion guide (Appendix G) that was designed to explore parents’ impressions of key findings from 

Study 1 and Study 2 and expand on any topics that needed clarification. Parents were invited to share 

their impressions of select results that I found particularly interesting or surprising or felt needed further 

clarification. Parents in the focus group were explicitly invited to share their perspectives on some of the 

results (i.e., “I just wanted to discuss with you some of the things that I found so I can hear your 

opinions”). As data from Study 3 was collected around the same time as the focus group, results from 

that study had not yet been analyzed and that data was not included in the focus group discussion. An 

example of a question that was posed to the focus group is: “most of the women who were married said 

that they were very happy in their marriages. What do you think helps a marriage stay happy when you 

have a child with such challenges?”.  

Analysis 

The focus group was audio recorded and then transcribed verbatim. As in Study 1, an inductive 

approach was used to analyze the data. The transcript was reviewed several times and impressions and 

other comments were then made throughout the document. The text was then re-read, and the 

emergent framework was used to group the data. Thematic analysis was applied to synthesize the notes 

into more specific themes. Repetitions in the data within each transcript and across different transcripts 

were used to establish themes, as recommended by Ryan and Bernard (2003). The transcripts were then 

re-read to identify direct quotations that were particularly representative of each theme. Similar themes 

were then clustered together, and clusters were given a descriptive label that communicated the nature 

of the theme.  
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Results 

 Overall, eight main themes emerged from the focus group discussion: (1) financial hardship and 

women’s employment, (2) marital satisfaction, (3) marital breakdown in the context of raising a child 

with DD, (4) educating fathers about prenatal and postnatal issues related to DD, (5) stigma, (6) 

acceptance of the child’s condition, (7) medical care, and (8) school-related issues for children with DD.  

Financial Hardship and Women’s Employment 

Similar to Study 1, parents in the focus group discussed the way financial hardship limited their 

access to services for their child. In the focus group, parents provided slightly more context to this 

theme; describing how they were not able to be critical about the services that they did receive, 

because they could not afford to access better services. For example, one father provided this example:  

So the aspect of money … I think can really help most of us to take care of our children the way 

that we would want. It’s like, it’s like when we want to eat we say, “those people who are well-

to-do they eat what they want to eat when they want to eat”, but for us who are poor we eat 

anything because we just want to fill our stomach. To some extent that’s how we treat our 

children because we are not able to give them exactly what we want. 

The discussion also revealed that expenses related to disability led some women to consider 

employment even though it did not fit with the desires that they or their families had. For example, one 

mother said, “the setup here in Zambia, probably in Africa, is different from Canada because maybe 

there women (are allowed) to work by their husbands but here - especially in Zambia - you find that her 

husband is okay with the wife being just a housewife, he is okay with that”. However, another mother 

pointed out that such marital arrangements limited the family’s financial possibilities by preventing the 

mother from contributing as much to the household, financially, as the father. Additionally, she 
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highlighted that this arrangement also limits the mother’s economic freedom as she is not able to make 

financial decisions that her husband does not approve of: 

So the wife has to be a housewife and the husband has to be doing the running up and down. At 

the end of the day you find that the wife can do anything as much as maybe the husband can - 

provide whatever he can provide. But it doesn’t meet. Because not everything that a man 

provides is for the wife’s demand. 

Finally, other mothers reported wishing to maintain employment for other reasons, even though their 

child’s needs led them to feel pressured to stay home to care for the child. For example, one mother 

reported having to give up on her career goals:  

I used to operate a salon - I had my own salon and the experience I had was whenever I have a 

customer sometimes he [the child] would pick things, throw things away, and stuff like that, and 

then instead of concentrating on the customer’s head and I would concentrate on the child. 

Sometimes I will just close the salon and come back home and stay home. 

She reported disappointment about this, saying “I am a young girl, I need to uplift my goals also, finish 

up with my education … just to become something, someone in future, and this is the challenge at 

hand”. Similarly, another mother said:  

For me, I wanted to work but also challenges with my child - because you know at (thirteen) the 

child is still in diaper and then also my daughter’s got difficulties feeding … I’ve done this, I’ve 

finished my education and wanted to do this, but I can’t find a job because I know I want to stay 

with my child. 
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 Another mother reported viewing her time at work as respite for herself, saying:  

I just need some time out of home…sometimes I love outings if she gives me opportunity 

because I also need some time out. 24/7 we are together, we sleep together, we wake up 

together, we come back here together, we go back together, it’s just together, together, 

together. I sometimes need time out. 

Marital Satisfaction 

In the focus group discussion, it seemed that marital satisfaction was more complex than could 

be captured in the single item rating used in Study 2. Most participants did not seem to have the 

expectation that “complete happiness” was possible; therefore, it is possible that ratings of “happy” on 

the questionnaire used in Study 2 were more akin to parents reporting being “content”. For example, 

one father argued:  

I think It also depends on how you look at being happy. I think to me it’s not having everything 

that we need for life but if my wife loves me and I still love her the way I love at first then of 

course we should be happy. 

One grandfather shared, “there cannot be total happiness”, while one mother said: 

I can say I’m ‘happy’ but with inverted commas. You know how marriage is. Marriage has got its 

own challenges and as they say, ‘two trees that are planted together will always shake’ so there 

is always that shaking … So there is part of marriages whether you like it or not will always have 

conflicts here and there. And there are happy times, sad times, because it is - we come from 

different backgrounds. We have grown from different families, so there’s no total fully - how can 

I say it? - that ‘total fully happiness’. 
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This mother went on to share that happiness within a marriage was more complicated for parents of 

children with DD, as the needs of the child trump the needs of the parent, thereby altering parental 

expectations related to marital satisfaction. She shared:  

I was thinking “if I leave this man then I have to go with my 3 daughters” - before I had 3 

daughters – “then if I go with them how will I cope with this condition alone?” So I said “let me 

sit. I will stay in this marriage and work it out until it works, and if there is all those conflicts then 

we will learn how to put up with one another eventually as we continue raising up [child]”. 

Because - like in my case - because if it wasn’t - if I hadn’t had [child] I would have left that 

marriage a long time ago because being single is nice [laughs]. 

She went on to share that marital satisfaction is further complicated for women in Zambia due to 

patriarchal expectations within the marriage, saying:  

But when you get married - as for us women - you always have to subject and subjection comes 

in when you have to give in a lot of things because if you want to do things he is going to say 

“no”, and you feel like “[sigh] I really wanted to do that but he says ‘no’”… And if you don’t do 

that then you’re conflicting now - “you don’t want to listen to me. you don’t have respect for 

me” - there is all that kind of issue. But if if if the man is more understanding … it makes things 

easier because then you will be able to work things together, unlike when a man starts 

commanding you … So basically, marriages are nice when one is strong enough to handle the 

challenges. There are a lot of challenges. 

Marital Breakdown 

The discussion revealed that some single mothers felt that their ex partners had left the 

relationship due to the child’s disability. One mother said, laughing,  
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Yes! And they’re leaving nicely, ka? Good! Like “hey, this is your child, my dear. Let me go and 

find another woman” – me, I was even told like that – “mama, this is your child. Let me go and 

find another woman who is going to give me another child who is going to do what other 

children are able to do at 9 months.” 

Another single mother shared that her husband left her because he considered the child’s disability to 

be proof of her infidelity:  

I will narrate from my own own experience. Me, the father of my child left me because of the 

child’s condition. He said it to my face. He said “su’ umvela” [“you misbehave”] - like “I’ve heard 

you’re sleeping around with other men that’s why your child has become like this”. Of which it 

wasn’t even the case. 

One single mother shared the belief that this trend was more rampant among young couples:  

From my own observations - I’ve observed to say fathers - those that experience disability - 

maybe to the first borns - usually they leave us. Because when you take the consideration of 

single parents it’s us young ones! Because those that have been married and those that have 

children before raising a child – or before giving birth to a child with a disability, they stay and 

they’re still together. But for us, first born child, as soon as they realize to say the child has 

disability they will surely leave us!  

A father suggested that the perceived trend of young men abandoning their families may have been 

related to fear about the financial burden of raising a child with a disability, rather than stigma related 

to the disability itself. He said:  
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It’s more to do with the responsibility because even even able-bodied children sometimes they 

are neglected because this young man doesn’t know how he is going to support this child and 

the mother. So sometimes they refuse the pregnancy based on the responsibility. What about 

this child who is not able-bodied? 

Finally, one single mother in the focus group lamented that, even though her child’s father claimed that 

the child’s disability was not the reason he left, the support she received from him was only financial in 

nature and he avoided seeing the child:  

On my behalf, although he denied that no he did not leave me because of the child, he 

supported the child but never saw her … He would definitely support the child. Anything, 

medically, whatever I needed for the child he supported but never saw her and … when I ask … 

he says “no, I’ll just send the money”. He … thought the money would - money was everything 

so my presence wasn’t - or his presence wasn’t needed at all. 

Education for Fathers 

 Some parents reported feeling as though the attitudes of fathers towards children with DD 

could be improved with increased access to education and counselling for the fathers. Both men and 

women alike agreed that this was an issue. For example, one mother shared her frustration that the 

burden of sharing the information with fathers fell on the mothers, who were the only ones expected to 

receive the information about child development:  

On the other side, I’ve noticed, there is no more counselling to the parent because us when we 

are pregnant we attend antenatals and even after giving birth at least we go to clinics more 

often compared to fathers of the children. So if there is something like counselling done to the 

parents of- or especially fathers - that would have brought maybe more acceptance and more 
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knowledge… There is no one to explain much - they all depend on information from us women 

only… Now whatever information we are given we bring the information, and sometimes maybe 

they misunderstand us. 

Men are free to attend such clinic visits with mothers and a father in the focus group shared that he had 

made a point of attending visits with his wife in order to remain informed about the child’s condition; 

however, many parents in the focus group (both men and women) expressed that this was not the 

expectation of men and not the norm. One mother therefore suggested that men may need to receive 

the information through other means:  

So maybe if there was another form of educating our men in this country to learn about certain 

things because like disabilities of our children they are things that they can learn to understand 

– they are not very difficult to understand and if men learned about the disabilities of different 

children maybe that way they would be able to be more supportive and more understanding of 

the child’s condition. 

A father in the group shared his agreement, saying “when it comes to education - sensitization on how 

these conditions come about - I think the men-folk are left behind when it comes to this”. 

Stigma 

Parents in the focus group went on the share that stigma in the Zambian community at large led 

to some parents isolating their children within the home. For example, one parent said:  

Some I would say they feel embarrassed to let the people know that they have a child with 

disability so they decide to have a maid - maybe they leave you with the maid at home they 

don’t want to know they have a disability child. 
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Stigma and parental shame about their child’s disability was thought to negatively affect the child by 

leading to the parent spending less time with the child. One mother expressed her feelings about the 

issue in this way:  

If they can neglect those normal children that they have, what more for a special child because 

these children we are told we need to have time with them, show them affection. Because for 

them to grow and to learn some of these things they need to feel that love from us … Basically 

all they are doing is spending money for that child and not showing the love and attention that 

the child deserves … [It] comes back to not having the love for the child, not having enough time 

just to find out what your child needs. Even just learning a few things that would make a child 

feel better.   

Acceptance 

In the focus group discussion, many parents discussed the importance of acceptance but alluded 

to it being a complex concept. When asked to define acceptance one mother described it this way:  

I take [child] just like any other of my daughters. I don’t separate or treat her in special way or 

mistreat her in any way. So, basically accepting means just treating her like a normal child that is 

my own understanding. 

Other parents provided similar definitions, while some others offered different interpretations. One 

father described it this way:  

I was thinking, I think accepting is more to do with not thinking that this person is to blame for 

the condition - or you, the parents. So it’s not because of the child, it’s not because of you but 

you have this situation that will remain with you and because it will remain with you, you have 
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to accept it in that sense. So, accepting is not blaming this one or that one for the condition but 

saying, “we will handle it. God has allowed it to be part of us”. 

Still other parents shared their belief that there was no such thing as “total acceptance”. For example, 

one mother shared this metaphor:  

There’s no total acceptance that’s what I’ve come to believe. Why? Because, there is – it’s like a 

sore that has got a scar. Every time you look at the scar it reminds you of the cause. Every time 

you look at the scar it reminds you of the cause - it reminds you of whatever you have gone 

through. 

Finally, some parents provided the distinction between accepting the child and accepting the child’s 

condition, or the problem behaviours that accompany the condition. For example, one mother shared:  

We love them. We have accepted them. But the package that has the condition - that is not 

really - not okay. We cannot accept it because still papaing my daughter - still putting her on my 

back - even at 10 - I will not say “it’s ok”. I get tired! I’m human!  

Similarly, one grandfather shared:  

I think this word ‘acceptance’, we accept that the son or daughter belongs to you but the effect 

that child – maybe through this behaviour – the child is behaving “what and what”. That’s the 

problem. 

The same grandfather shared the way he felt religious faith promoted acceptance, saying “if you go to 

Bible principles it is said that the child is gift from God so … whether disabled or abled, but all children 

are a child of God – these are some of the principles”. 
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Medical Care 

Many parents reported frustration with the medical system with parents expressing a perceived 

difference in quality between public and private hospitals. For example, one parent responded: “your 

question was ‘what’s the difference between those who are happy with the hospitals and those who are 

not’. Well, unless they tell me they go to private - but the government ones I think the general feeling I 

have is that they don’t do their work.” Another mother added: “they keep on changing doctors”. In 

public hospitals, the lack of continuity between physicians was a factor that seemed to impact the 

quality of care the families received. For example, one mother complained:  

I don’t sleep, my daughter doesn’t sleep (there was only one good doctor used to give us the 

medication for her to sleep) so when I went back to [the hospital] - tried to find out what they 

can use for her to sleep, I didn’t find the medicine up to this date. So, I don’t sleep, she only 

sleeps two hours.   

Wait times at the hospital were another complaint: “I think it’s [doctors] to attend to people but you 

have to look for them. Even when you tell them your problem, they are so reluctant to the point where 

sometimes even the condition gets worse at the clinic itself”. Parents complained of wait times despite 

many of them having the understanding the children with disabilities were supposed to have special 

provisions at the clinic so that they did not have to wait as long: “yes, even when there is a law saying 

that special child shouldn’t be on the line even when you find a line you go and see the doctor they 

come out but that’s it … every child, special child should go straight to see the doctor”. Additionally, 

parents complained that, even when the child was seen, doctors sometimes seemed to lack 

understanding about disabilities and are so busy that they do not have the time or patience to spend 

trying to determine the cause of the child’s complaint. For example, one mother complained of the 

challenges of taking a nonverbal child to the clinic:  
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You know these children they don’t come with menus - most of us don’t know if the child is 

[sick] but we also don’t know, but [we] keep guessing because most of them are not verbal. It’s 

this: you trying to assess, you just keep guessing, you don’t even know. Even as mother you 

don’t know but keep guessing. But you take that child who has been crying the whole night and 

whole day [to the clinic] - trying to say “maybe the child may stop crying, the child may stop 

crying” but the child doesn’t stop crying. Taking that child to medical personnel, “my child has 

been crying maybe the temperature … maybe she is not comfortable … maybe she has 

headache” … they don’t really do their - they are maybe too busy with their work. Maybe they 

want to attend to as many patients as they can so they don’t give us much time. 

Another mother complained that some medical professionals still used terms like “brain damage” that 

some parents found offensive:  

I get upset - ‘brain damage’ - anything that is damage you throw because it’s useless. Explain to 

us what is [cerebral palsy], what are the causes of this? Nothing is explained in the hospital. 

Finally, one mother shared that, even when information is shared by medical professionals it is not 

always in language that can be understood by the parents and, as a result, parents may give up on trying 

to obtain information from the medical professional. This parent further suggested that, such 

communication barriers may disproportionately affect parents who may need the information the most: 

And the other thing again is just like knowledge - you know. This is a mother that has never been 

to school and then they show you this and you don’t understand anything about - you know 

nothing. They explaining medically, there are big words, that you don’t even understand … They 

can explain it – teach, I mean - Zambian women whatever in local languages they understand… 

Now if you say it in English, in very big words that you don’t even understand, even if they are 

taught - because language is also a barrier… - even if they are taught we do not understand. Also 
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that also becomes an issue. The doctor and the client they cannot get along because of big big 

languages that they have studied in their books. No, “this is whatever” …okay, and then when 

you go home, “what did they say?” … You just say “okay whatever” - you live like that. So 

language is also a barrier with someone that has never been to school. It’s very hard. And you 

know you find that, with disabilities, those [who] have never been to school, they are the ones 

producing more, that’s how I look at it, they are producing more children. 

School 

One parent shared that seeing any progress that her child made left her satisfied with the 

school: “because my daughter is improving each time and teach her new things and she comes home 

with experience in those things”. The only specific complaint about the educational system expressed 

during the focus group discussion, was the lack of widespread or accessible vocational training for 

children with disabilities. For example, one mother said:  

I want the child to learn at least certain skills, maybe even making small basket, even just 

mending a shoe. Most skills that they can learn - because children with disabilities have got 

different talents we don’t even know them even ourselves as parents. But, when they get there 

- those people with right training - they can do something. 

Overall, parents in the focus group expressed that their child’s level of impairment affected their 

feelings about their child’s educational prospects, above and beyond their school experience. For 

example, one mother compared her daughter to other children with disabilities, saying:  

She is not talking - she can’t to do some other skills because she is dependent on me hard to 

sleep and other stuff. I want her to reach like other children. Even just to sew something - if she 

was normal she was able to sew and go sell and find something for herself. Now such a child 
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that cannot learn or just sleeps, [it] is really hard for them to do these skills and other stuff. For 

me, I would really want my child to learn skills for - but looking at disability that the child has I 

have no hope for anything. 

Discussion 

The focus group was successful in providing parents with the opportunity to share their 

perspectives on the results from Study 1 and Study 2. Parents appeared to feel comfortable sharing their 

opinions about results that they agreed and disagreed with and the results of the focus group provided 

valuable insight into the experiences of parents of children with DD in Zambia.  

The results of Study 1 and Study 2 established the significant impact that financial need had on 

the lives of parents of children with DD in Zambia; however, the focus group discussion added further 

context to that information. For example, parents talked about how they could not be as selective as 

they might want to be about the specialized services that their children received due to financial 

restrictions. The focus group discussion also highlighted the fact that our assessment of employment in 

Study 2 did not fully capture the nuances of women’s experiences in Zambia. For example, parents 

reflected on how cultural norms in Zambia resulted in some men preferring their wives to not seek 

employment outside the home, despite the family’s financial insecurity. Similar to mothers of children 

with DD in other countries, however, Zambian mothers who wanted to work also reported being limited 

by their caregiving role (Gordon et al., 2007; Yantzi et al., 2007). Employment limitations were judged to 

restrict financial freedom for single parents or women who did not have supportive husbands. 

Additionally, mothers reported wanting to work for reasons that went beyond financial incentives, such 

as a desire for fulfillment or simply a desire to have a reason to leave the home. This is important as 

research has found paid employment to be associated with better mental health for mothers of children 

with DD in particular (Einam & Cuskelly, 2002). Importantly, however, research by Eisenhower and 
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Blacher (2006) points to the strong moderating role that financial hardship may have in this relationship. 

Specifically, they found that mothers who were unmarried and unemployed demonstrated markedly 

diminished well-being while mothers in the other groups (i.e., unmarried and employed, married and 

unemployed, married and employed) demonstrated comparable well-being to one another (Eisenhower 

& Blacher, 2006). Overall, the results of the focus group provided further context to the complex 

relationship between financial hardship, employment, and marital status for mothers of children with 

DD in Zambia.  

The present study also highlighted factors that may have contributed to parent ratings of their 

marital satisfaction in Study 2. The high ratings of marital satisfaction in Study 2 were particularly 

surprising given that research in other countries suggests that parents of children with DD, such as 

autism spectrum disorder, report lower marital happiness (Higgins et al., 2005), marital adjustment 

difficulties (Lickenbrock et al., 2011), and less sense of consensus in the marital relationship (Oelofsen & 

Richardson, 2006) than parents of typically developing children. The results of the focus group 

discussion indicate that, among Zambian parents of children with DD, there may not be an expectation 

of “complete” happiness in marriage. For these parents, their benchmark of happiness seemed to be 

lowered to what they perceived to be a more realistic standard. Another mother offered the perspective 

that, for women, marital satisfaction was more related to one’s ability to overlook or withstand the 

challenges that inevitably accompany marriage. Consistent with this sentiment, Mwape and colleagues 

(2012) report that “a sense of endurance is commonly inculcated in women in Zambia. A strong woman 

is one who possesses the ability to withstand problems in her marriage, including extramarital affairs by 

her husband” (p. 7). Finally, for women in this study, societal expectations about female subjugation, 

and the degree to which one’s husband was understanding or supportive of a wife’s needs, also seemed 

to play a role in their satisfaction. This is consistent with cross-cultural research by Rehman and 
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Holtzworth-Monroe (2007) suggesting that marital communication is significantly related to marital 

satisfaction across various cultures.  

Single mothers in the focus group seemed to share the perspective that their relationships had 

dissolved because of the child’s disability. Some parents reported that this had been explicitly stated to 

them while others reported that they came to this conclusion because of their ex spouse’s behaviour 

towards the child. One father ventured that some fathers who left their partner and child due to the 

child’s disability, may have done so from fear of the financial commitment and the pressure to provide 

for the family, rather than because of stigma related to the disability. He proposed that fear of 

commitment and financial obligations were pressures that many young men experienced, and the 

financial obligations and needs were perceived to be greater for children with DD, resulting in a greater 

frequency of abandonment. Indeed, Mwape and colleagues (2012) found that anxiety related to 

abandonment by one’s spouse was common for women during the perinatal period, even among 

mothers who did not have children with DD. For women who did not have children with DD, it was 

assumed that the reason men deserted their spouses was due to the shift in women’s focus of attention 

and care from their partners to their children, which resulted in men feeling neglected and seeking 

affection outside their marriages (Mwape et al., 2012). Importantly, Mwape and colleagues report that 

low-income women were particularly susceptible to increased psychological distress related to fear of 

desertion.   

Parents in the focus group suggested that providing education for fathers may help reduce the 

frequency of fathers abandoning their families following the birth of a child with DD. Parents reported 

that a key point of education for mothers was through antenatal and “under 5” clinic appointments, 

where they were provided with counseling and education about DD. Parents reported that there was no 

expectation for fathers to attend such appointments and the majority did not do so. As a result, the 
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burden of sharing information provided at these appointments fell to mothers. One mother ventured 

that an effort needs to be made to educate fathers specifically, through a different means than 

antenatal appointments. Research by Diemer (1997) and by Sahip and Turan (2007) supports the idea 

that men may benefit from parent education tailored to fathers, specifically. Diemer (1997) proposed a 

conceptual framework for evaluating the effects of educating expectant fathers on spousal relations 

that suggested that participation in ‘father-focused’ discussion classes would decrease stress, increase 

coping skills, and increase social support for fathers. Indeed, in a sample of fathers in the United States, 

the male-focused training programme was more effective than a traditional programme (Diemer, 1997). 

Sahip and Turan (2007) based their study on fathers in Turkey on a similar conceptual framework. 

Similar to the assertions of parents who participated in the present study, Sahip and Turan (2007) 

reported that fathers in Turkey displayed reluctance to attend antenatal and postnatal appointments 

with their partners. They found that a physician-lead program, provided in the father’s workplace, was 

an effective means of providing parenting education to fathers in Turkey and resulted in an increase in 

positive maternal-child health behaviours by the father (e.g., supporting good nutrition for the 

expectant mother and for the child). Additionally, participation in this “father-focused” program also 

lead to an increase in attendance in antenatal and postnatal appointments. These studies suggest that, 

providing parent education specifically for fathers, may result in better education and parent 

involvement amongst fathers of children with DD in Zambia. Improving fathers’ understanding of DD 

and their involvement in caring for the child may decrease conflict in the marital relationship, as well as 

improve the father’s acceptance of the child with DD.  

The focus group also highlighted parents’ different interpretations of what it means to accept 

the child with DD. Spousal desertion was interpreted by some mothers as a lack of acceptance of the 

child, as noted above. Similarly, some parents reported that, despite receiving financial support from 

their spouses, a lack of emotional support or engagement with the child was perceived as a lack of 
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acceptance of the child. For mothers like this, a single overall “helpfulness” rating, such as the one used 

to assess spousal support in Study 2, may not be sufficient to capture the complexities of the type of 

support the spouse provides, and what support needs are remaining unmet. The concept of acceptance 

primarily came up in Study 2 through the assessment of coping strategy use. The focus group discussion 

suggested that more research is needed in order to understand the complex ways that Zambian parents 

reconcile what it means to accept their child with DD, and which interpretations of “acceptance” 

facilitate positive coping outcomes. Additionally, it suggests that researchers wishing to examine 

“acceptance” as a coping strategy or treatment target may wish to consider using more precise language 

and clear examples of the specific coping behaviour being examined.  

Similar to Study 1, but in contrast to Study 2, many parents in the present study reported 

dissatisfaction with the medical care they received. In Study 2, few parents endorsed having regular 

access to a physician, but the majority reported satisfaction with the healthcare that their child receives. 

These discrepancies highlight again the challenges in rating satisfaction on a single item scale in the 

present sample and suggest that, in future studies, it may be important to use different language or 

more precise questions to evaluation satisfaction. When medical care was explored in the focus group, 

parents reported a discrepancy between public and private clinics, complaining that public clinics had 

long wait times, lack of continuity of physicians, and a lack of awareness of the needs of children with 

DD and their parents. In a study conducted at a child development centre in Israel, parents’ satisfaction 

with the care that their children with disabilities received was significantly correlated with the three 

dimensions of physician communication measured: collaboration, caring, and interest (Galil et al., 2006). 

Additionally, collaboration between the physician and the parent (e.g., mutual decision making and 

sharing of responsibility) significantly contributed to the variability in parent satisfaction in that sample 

(Galil et al., 2006). Research on physician-parent communication with parents of preterm infants also 

found that parents wanted physicians to be sensitive, compassionate, use limited medical jargon, and 
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provide realistic and truthful information (Kharrat et al., 2018). It is likely that increasing the degree to 

which physicians checked in with parents about their recommendations, and used lay language, would 

serve to improve parent satisfaction with the services they were receiving and may improve compliance 

with medical recommendations. Indeed, an important finding in the present study was that parents felt 

that often information was not shared in language that was accessible to many parents and that, rather 

than ask for clarification or endeavour to decipher the information, parents may simply give up. In 

considering barriers to medical care for children with DD and their families, it is also important to 

consider, as reported in Study 1, and as is common in other countries as well (e.g., Fenton et al., 2003; 

Wilkinson et al., 2012), Zambian doctors face a number of challenges in the workplace and experience a 

high amount of stress (Menon et al., 2007). This stress, coupled with low levels of education about DD 

(Chansa-Kabali et al., 2019), makes it more difficult for physicians to provide adequate care to children 

with DD and their families. Therefore, increased support and training of medical professionals will also 

be essential in helping alleviate challenges faced by children with DD and their families in Zambia.  

Finally, many parents in the focus group expressed an interest in vocational training to allow 

their children to learn practical skills that they may be able to use to support themselves. A few studies 

exist outlining vocational training programs for individuals with DD in other countries. For example, a 

training program in Canada trains young adults with intellectual disabilities in a number of service and 

clerical jobs, such as filing documents, folding laundry, or making a hotel bed. However, while the young 

adults receiving training at the centre enjoyed their time there, vocational opportunities remained 

limited (Butcher & Wilton, 2008). The authors therefore suggest that vocational training programs for 

individuals with DD be evaluated by, and valued for, their potential to provide meaningful activity and 

social interaction for individuals with DD outside the home, rather than using the acquisition of paid 

employment as the only metric of success (Butcher & Wilton, 2008). A vocational training program in 

Brazil adopted the approach of training participants for a specific employment opportunity, and 
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involving a family member of caregiver in the vocational training of the individual with DD so they would 

be able to maintain the vocational support for the individual on an ongoing basis, as needed (Gomes-

Machado et al., 2016). Gomes-Machado and colleagues (2016) found that, once the individuals with DD 

were employed, they were able to maintain employment at least one-year post-training, with a 

decrease in their need for support. Similarly, in an Australian sample, Cavanagh and colleagues (2019) 

found that opportunities for individuals with DD to participate in the labour market were driven by 

management staff and that, when given the opportunity, individuals with DD were productive and 

successful staff members. The authors argue that workplace interventions are needed to promote the 

inclusion of individuals with DD in more organizations (Cavanagh et al., 2019). Overall, the results point 

to the feasibility of increasing vocational skills among individuals with DD in Zambia with training but 

suggest that employment outcomes following such training will largely be dependent on the workplaces 

being open to supporting the involvement of individuals with DD in their labour force. Promoting 

awareness of DD in Zambia and reducing stigma may help increase the willingness of employers to 

include individuals with DD in their workforces.  

The use of a focus group to validate our interpretations of the results and provide a deeper 

perspective on our findings was judged to be an effective means of critically re-examining our prior 

assumptions. The parents had not participated in a focus group before; however, they responded 

favourably to the process and expressed appreciation for the explicit guidelines around confidentiality 

and respecting the privacy of others in the group. Anecdotally, many parents reported that having this 

conversation about confidentiality and privacy at the outset of the group discussion put them at ease 

about being vulnerable and open within the group. Participants also expressed interest in research 

methodology and appreciated being involved further in the process. At the end of the group discussion, 

many parents spontaneously expressed how therapeutic the process of participating in the focus group 

had been, and some parents reported that they had found it valuable to hear the opinions of others that 
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differed from their own. In this way, it seemed that the focus group not only provided an invaluable 

benefit to me as a researcher, and to the validity of the data, but was also judged to have sundry 

benefits for the participants themselves.  

There are some limitations to the present study. For example, the group conversation that 

ensued between participants sometimes made it difficult to follow up on conversational leads to elicit 

additional information in a way that would possible through an individual interview study design. It is 

also possible that some people with differing opinions from others may have felt uncomfortable voicing 

a minority opinion in a group setting. I stressed to participants the value of their unique perspectives 

and that there was no “right” or “wrong” way to feel or think about the issues discussed; however, some 

people may have still felt uncomfortable with what they may perceive as disagreeing with or criticizing 

others. Additionally, for some people, the idea of having to speak in front of a group may have been 

more anxiety-provoking than an individual interview would have been. The focus group interview could 

also have been affected by selection bias. I selected participants who were fluent in English and who I 

thought would feel comfortable participating in this format of data collection. Therefore, I may have left 

out participants who may have had different perspectives than the people included in the discussion. 

Similarly, although I made efforts to put participants at ease, my presence in the room functioning as a 

moderator and potentially being perceived as an “outsider” may have impacted participants’ responses. 

Finally, the topics raised for discussion were based on items that I felt needed further clarification. Due 

to time constraints it was not possible to discuss the results of Study 1 and Study 2 in their entirety. As a 

result, some topics that may have benefited from inclusion in the focus group discussion may have been 

missed. Despite these considerations, this study provided valuable insights that enriched the 

understanding of the data collected in Studies 1 and 2 and contributed significantly to my understanding 

of the experiences of Zambian parents of children with DD. 
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General Discussion 

In this dissertation I set out to explore the experiences of Zambian mothers of children with DD 

with a goal of providing direction for intervention and service provision. Using the Perry Stress Model 

(2004) as a framework helped make my examination of parent’s experiences more comprehensive and I 

made an effort to ensure that I was capturing parent’s experiences across each of the various domains 

(stressors, resources, supports, outcomes). Additionally, the model’s explicit focus on both positive and 

negative outcomes helped ensure that parents positive experiences were valued as well. The model was 

easily applied to parents in Zambia, despite the cultural differences between Zambia and the North 

American context in which the measure was developed. The domains are broad and flexible enough that 

factors that may not be significant within one context can still be easily situated within the model in a 

different context.  

The results of the four studies highlighted a number of challenges for parents of children with 

DD in Zambia but, as intended, also provided direction for improvements. Specifically, the results 

suggest that, at an individual level, certain personal resources and coping styles are associated with 

more favourable outcomes. Therefore, providing parents with the direction and tools to engage in more 

beneficial coping strategies will likely help parents better manage daily stressors. Additionally, increasing 

access to mental healthcare will help ensure that parents have the resources they need to be most 

effective. At a broader systemic level, the results of this dissertation also indicate that educating fathers 

about DD, and increasing knowledge about DD amongst healthcare providers, religious leaders, and 

teachers will improve the supports available to mothers of children with DD. Further, my findings 

suggest that efforts to combat poverty and increase financial independence for individuals with DD and 

their mothers will have far reaching implications. Finally, this dissertation highlighted the resilience of 

Zambian parents of children with DD, the vast majority of whom described experiencing positive 

impacts related to raising a child with DD alongside the challenges. Recognizing that my suggestions are 
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likely influenced by Western norms and expectations, I offer them with respect in the hope that they 

can provide some benefit to stakeholders and policy makers seeking to improve the experiences of 

Zambian parents of children with DD.  

Targeting Personal Resources and Coping Strategies 

The results of Studies 2 and 3, in particular, suggest that there is significant potential for 

personal resources to mediate the relationship between stressors and outcomes. For example, the 

results of Study 2 suggest that empowering parents and promoting greater self-efficacy, will lead to 

better quality of life for parents, and more positive perceptions of their experiences with their children. 

Mothers described the use of various coping strategies in Study 1; however, the results of Studies 2 and 

3 suggest that not all coping strategies will be equally effective (or feasible) for all parents, and some 

strategies may provide some relief from emotional distress in the moment but are related to negative 

outcomes. For example, some mothers in Study 1 described using strategies such as behavioural 

disengagement; however, the results of Study 2 suggest that use of negative coping strategies (including 

behavioural disengagement) was significantly predictive of poorer outcomes in this sample.  

Active coping is generally associated with better responses to stressors; however, active coping 

strategies are also more cognitively demanding, and the results of Study 3 suggest that parents with 

poorer executive functioning abilities may have more difficulty effectively engaging in the use of such 

strategies. For these parents, use of other positive coping strategies, such as support seeking, may lead 

to better outcomes than the use of negative coping strategies. Indeed, the results of Study 2 indicated 

that having a greater number of sources of social support (formal and informal) was significantly related 

to having a higher quality of life in this population.  

Taken together these results suggest that parents will benefit from being encouraged to avoid 

the use of negative coping strategies, such as behavioural disengagement, denial, and self blame. When 
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possible, for parents who have the capacity to utilize them, active coping strategies such as actively 

seeking solutions to problems, planning, and acceptance will likely be most effective. For parents who 

do not have the capacity to engage in active coping strategies – perhaps due to limited executive 

functioning – support seeking strategies will likely lead to better outcomes than engaging in negative 

coping strategies. Research on interventions to promote coping skills for Zambian parents is limited; 

however, research on interventions for parents of children with DD from other countries suggest that 

cognitive behavioural therapy interventions, including coping skills training, may be effective at reducing 

stress levels and improving some cognitive functions (e.g., attention, memory, flexibility; Romero-

Martinez et al. 2017; Singer et al., 2007).  

Improving Access to Mental Health Care 

It is not surprising, given the significant stressors that parents reported, that poor mental health 

- in the form of anxiety, unhappiness, loneliness, guilt, and stress - was a significant outcome for many 

parents who participated in this dissertation research. Unfortunately, similar to many countries, there 

are still barriers to accessing mental health care in Zambia. For example, despite the existence of mental 

health policy in Zambia, implementation remains poor, possibly due to lack of feasible plans and 

inadequate resource commitments (Omar et al., 2010). Further, research by Aidoo and Harpham (2001) 

found that Zambian women only considered physical symptoms such as headaches and heart 

palpitations as ill health, while problems of affect, such as unhappiness and suicidal ideation were 

considered “problems of the mind” but not ill health. Stigma towards such “problems of the mind” 

inhibited women from seeking psychiatric services (Aidoo & Harpham, 2001). Additionally, many women 

did not readily recognize stress and depression as health-related problems (Aidoo & Harpham, 2001). 

This research suggests that mothers of children with DD may not readily seek out support for mental 

health challenges even though the results of this dissertation indicate that mental health support would 

likely benefit many of these parents. Consequently, as suggested by Elafros et al. (2013), it may be 
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beneficial for mothers to be screened for mental health challenges even when they do not volunteer 

information about poor mental health. Following their study on Zambian parents of children with 

epilepsy, Elafros et al. (2013) suggest that caregivers be screened routinely for symptoms of depression 

or anxiety when accessing healthcare services for their child. At that point, if warranted, parents can 

then be provided with resources or supports to help them manage those symptoms. Such screenings 

will likely be beneficial for a wide range of mothers; not just mothers of children with DD. 

Increasing Awareness, Education, and Training in DD  

The need to promote awareness of DD, enhance training for professionals, and reduce societal 

stigma about DD was raised by many parents in Studies 1 and 4 and indeed is not unique to Zambia. It is 

an unfortunate but widespread problem that negatively impacts the life experiences of individuals with 

DD and their families and limits the potential for society to perceive and benefit from the potential 

contributions of individuals with DD.  

Educating Fathers 

Parents in Study 4 also indicated that fathers of children with DD were left behind when it came 

to education about DD and one parent suggested that an effort needs to be made to educate fathers 

specifically, through a means separate from that used to educate women. Indeed, as discussed in Study 

4, research on parenting programs specifically tailored for fathers have demonstrated favourable results 

in other countries and, in a sample of fathers in the United States, a male-focused training programme 

was more effective than a traditional programme (Diemer, 1997). Parents who participated in Study 4 

suggested that educating fathers about DD may improve marital stability by shifting the blame of the 

child’s condition from the mother and helping fathers accept their children with DD. Educating fathers 

about DD may also result in fathers being better prepared to provide emotional support and having 

fathers involved in their children’s care may help relieve some of the burden of care from mothers.  
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Educating Healthcare Providers and Increasing Access to Healthcare Services 

The results of this dissertation also highlighted the need to promote training in DD among 

healthcare professionals. In interviews conducted with mothers in Study 1 it seemed as though parents 

turned to healthcare providers for support with understanding their children’s DD, as well as for medical 

care for physical ailments. Despite the potential for healthcare providers to function as a significant 

source of information and support, parents who relied on government-funded clinics (rather than 

privately funded clinics) reported a lack of consistency in the physicians they saw, reported that many 

physicians seemed to lack knowledge about DD, and shared that physicians were often too busy to take 

the time that was needed to provide information to parents in an accessible way. Parents' perceptions 

are consistent with the literature from various countries and a recent study by Chansa-Kabali and 

colleagues (2019) confirmed that there is a paucity of knowledge about DD among medical students in 

Zambia. Chansa-Kabali and colleagues (2019) found that only 27% of medical students in their 3rd to 6th 

year of medical school had ever heard of autism. Additionally, of the students who had heard of autism, 

the majority reported hearing about it from sources such as television, print media, and radio, and not 

through their educational programs.  

Overall, introducing some basic training on DD to medical students and other healthcare 

providers will likely have a significant impact in the future on the stress of parents of children with DD, 

the health of their children, and their long-term quality of life outcomes. For physicians who are already 

practicing, it may be useful to provide continuing education opportunities on DD, or to facilitate the 

production and sharing of publications or pamphlets oriented towards providing healthcare 

practitioners with important information about DD. In addition to a need for additional training, it may 

be necessary to also publicize and promote the use of tools such as short questionnaires, that are 

specifically designed to support assessment or diagnosis of need in individuals with DD. Such tools can 

help improve clinicians’ capacity to quickly and efficiently obtain and share information relevant to 
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diagnosis or intervention of DD when they are limited in their expertise on DD. For example, Mont and 

Loeb (2010) advocate for the use of measures such as the Activity Limitation Score and Participation 

Restriction Score to quickly and reliably assess the impact of public health interventions in improving the 

lives of individuals with disabilities. Magnusson and colleagues (2019) present a scoping review 

exploring the use of screening and diagnostic tools for identifying children with disabilities in low- and 

middle-income countries. As healthcare professionals are expected to provide services to clients with 

DD, it is essential that training programs address this gap and empower practitioners with the expertise 

to support individuals with DD and their families.  

A lack of widespread expertise in DD amongst healthcare workers is not a problem unique to 

Zambia and some international research exists examining the efficacy of pre-service physician training 

and practicing physician retraining programs. For example, Barkowski and colleagues (2018) report on 

the effectiveness of a clinician improvement program in the United States designed to improve medical 

care for individuals with intellectual disabilities. Following participation in the program clinicians 

demonstrated statistically significant differences in knowledge and self-assessed competence related to 

treating people with intellectual disabilities. Raemy and Paignon (2019) describe the development and 

implementation of an intervention to improve medical care for individuals with DD at a specific hospital 

in Switzerland. Rather than outline a specific curriculum that may not be completely transferable to 

other settings, their study can be used as a model for how different institutions in different countries 

may be able to develop their own intervention to meet their unique needs. Whilst guidelines based on 

interventions that have already been piloted can be helpful, they may miss key elements of physician 

experiences in Zambia. One helpful approach to determining how to best increase clinician competency 

in working with individuals with DD may be to take advantage of the expertise of the physicians and 

other healthcare providers in Zambia who already do have expertise in working with individuals with DD. 
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These clinicians will likely be in the best position to provide guidance and direction for physician training 

programs.  

Finally, along with other researchers, Chiluba and Moyo (2017) propose that a move towards 

increasing the number of community-based health workers in order to promote access to in-home 

health support may be beneficial. Following interviews with community-based rehabilitation workers in 

southern Africa, van Pletzen and colleagues (2014) suggest that the workers’ knowledge and 

understanding of resource-limited communities may constitute an important local resource that may 

strengthen their ability to address the related effects of poverty and disability in developing countries. 

Increasing the number of community-based health workers with training in DD may help promote access 

to higher quality health services for this population and may significantly improve parent stress resulting 

from barriers to accessing healthcare. For parents of children with DD who struggle with access to 

transportation (e.g., if the child is not mobile) or whose children may struggle with the noise or chaos of 

a busy hospital waiting room, access to in-home services can be particularly impactful.  

In seeking to increase the number of community-based workers to help support parents of 

children with DD, it is worth considering the option of training a subset of parents of children with DD 

across various regions. Parents who participated in this dissertation already reported relying heavily on 

other parents of children with DD for various forms of social support, including emotional, instrumental, 

and informational. Training and recruiting these parents into formal positions that would help them 

better support one another would take advantage of the strong relationships and shared understanding 

that already promote a strong sense of community amongst these parents. Additionally, employing 

parents of children with DD in order to support other parents of children with DD could have the 

twofold benefit of increasing employment for parents in this subgroup, as well as improving access to 

relevant services. Whilst providing this healthcare support, these parent community-based workers 
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would also be able to provide other forms of support to parents, based on their personal experience as 

well as the training they receive.  

Recruiting Religious Leaders as Allies 

The majority of respondents who participated in Study 1 endorsed using acceptance and 

religious practices to cope and religious communities and religious leaders were frequently endorsed as 

a significant source of support. This finding was consistent with my expectations, given the importance 

of religion in Zambian culture (Mung'omba, 2008). Unfortunately, however, there remains a high degree 

of stigma towards individuals with DD and their families, some of which is tied to the presence of 

disability being seen as the consequence of religious misfortunes directed to the family (Mung’omba, 

2008). As such, religious leaders may be particularly well-poised to act as allies and help combat stigma 

against DD by spreading accurate information and improving community attitudes.  

Similar efforts have been successful in combatting the AIDS epidemic in Zambia. For example, 

Patterson (2013) proposes that some pastors have been able to mobilize their religious followers to 

address the disease by taking advantage of the existing church organizational structures, and by using 

frames that resonate with the religious adherents. African religious leaders are particularly strong allies 

as they are respected and trusted, able to use their charisma and personalities to motivate, and have 

access to prior experience with the community, knowledge of cultural traditions, and social networks 

that may be advantageous. Wiginton et al. (2019) found that collaborations between international 

organizations and faith-based organizations in Zambia have been helpful in implementing HIV-

prevention programmes. They argue that providing scientific information to faith leaders takes 

advantage of this “trusted messenger” (the faith leader) and empowers them to embrace a 

responsibility to effectively engage in health issues, and to transgress cultural boundaries to the benefit 

of the population at large. Stekelenburg and colleagues (2005) also point out that that collaboration 
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with traditional healers (including faith-based healers and spiritualists) increases the potential to 

support a greater number of people living in less accessible areas as these healers tend to be more 

“evenly distributed” geographically than formal health institutions like hospitals.  

Educating Teachers and Improving Access to Education for Children with DD 

Special education schools and teachers were one formal source of support that was consistently 

described positively by parents and parents in Study 2 endorsed high rates of satisfaction with their 

child’s school. Unfortunately, not all parents had access to special education schools due to a variety of 

barriers. Mainstream schools were not consistently described in the positive way that special education 

schools were; however, the excellent support that special education schools and teachers were able to 

provide to parents suggests that mainstream schools may be well-positioned to play an intermediary 

role if mainstream teachers and school personnel were able to receive some training related to DD.  

Despite the introduction of free education to Zambia and the Zambian national policy on the 

formal education of children with special education needs (implemented in the 1980s; Serpell & Jere-

Folotiya; 2011) children with special needs remain less likely to be educated (Miles, 2011; Malungo et 

al., 2018). Serpell and Jere-Folotiya (2011) outline the way that the special education policy has been 

limited by economic challenges and competing priorities for resource allocation. The government of 

Zambia has made some efforts to introduce special education services through special schools but Miles 

(2011) argues that the assumption that special education services can only be provided through 

separate and specialized services makes it far more difficult to promote broad improvements, given the 

under-resourced condition of the public education system in Zambia. Miles (2011) instead argues for 

mainstreaming or inclusive education, where students with and without disabilities can be educated in 

the same setting.  
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Research suggests that attitudes towards the inclusion of children with disabilities in 

mainstream schools or classrooms varies greatly amongst teachers in Zambia (Moberg, 2003). Teachers 

tended to be critical of inclusion and more biased towards segregation of children with “severe” 

disabilities, compared to those with “moderate” disabilities (Moberg, 2003). Similarly, although Muwana 

and Ostrosky (2014) found that pre-service teachers’ attitudes towards inclusion were positive overall, 

when disability groupings were examined more closely, positive attitudes regarding inclusive education 

tended to apply more to physical disabilities than intellectual disabilities. Pre-service teachers’ attitudes 

also differed significantly depending on their area of specialization (i.e., special education, primary, or 

secondary), their year of study, and how many years of teaching experience they had. Notably, 

participants with more than 10 years of teaching experience exhibited less positive attitudes towards 

inclusion (Muwana & Ostrosky, 2014).   

Despite some teachers’ negative attitudes towards inclusive education, Miles (2011) provided 

evidence that attitudes may be improved through writing, discussion, and reflection. Further, such 

discussion and reflection may lead to collaborative action that helps address barriers to learning and 

inclusion. Moberg (2003) found that few teachers surveyed had experience with inclusive education and 

Muwana and Ostrosky (2014) suggest that some of the reticence regarding inclusive education may be 

addressed with increased support for teachers, retraining of general classroom teachers, and 

information about how the general education classroom procedures can be adapted to accommodate 

these students. As suggested by Malungo and colleagues (2018), it will likely be necessary and beneficial 

to increase training for pre-service teachers, as well as provide opportunities for continuing education of 

teachers who are already practicing. Overall, the results of Muwana and Ostrosky’s (2014) study are 

optimistic in that, despite raising significant concerns, many teachers acknowledged that children with 

special education needs have a right to be educated in the general education classroom and many also 
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saw the benefit of inclusive education for students with and without disabilities (e.g., promoting 

understanding and acceptance of individual differences).  

Increasing the capacity for mainstream schools to provide inclusive education and ensuring that 

all schools have access to information about children with special needs is important for multiple 

reasons. Building the capacity for mainstream schools to provide special education programs will help 

improve access to special education services for families who do not live near a special school. In 

addition to the rights of these children to be educated, schools and teachers were relied upon by 

mothers in this dissertation as a significant source of support. Mainstream schools may be the first place 

that children are identified as having special needs. As a result, they should at least be informed enough 

to be able to direct parents to appropriate services. With the appropriate information about DD, schools 

may be better equipped to identify children early and provide parents with direction on how to support 

their children. Finally, increasing the exposure of other, typically developing children, to children with 

DD at an early age may be instrumental in helping address stigma in the broader community. Indeed a 

pilot study by Nabuzoka and Rønning (1997) found that Zambian primary school boys who had been 

exposed to children with intellectual disabilities expressed more positive attitudes towards children with 

disabilities than boys who had not had any contact with children with intellectual disabilities.  

The positive perceptions of special education teachers shared by parents who participated in 

this dissertation speak to the quality of special education training likely already being provided in special 

education training programs for preservice teachers in Zambia. It may be helpful for Zambian teacher 

training programs to consider ways to adapt the special education specialization into a training module 

on DD that can be incorporated into training for mainstream teachers. Similarly, as suggested by 

Malungo and colleagues (2018), it will likely be beneficial for Zambian special education teachers to 

work with mainstream teachers in order to improve education programs for children with DD in Zambia. 

It is worth noting that, in a study examining the preparation of mainstream teachers in Zimbabwe for 
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the inclusion of children with disabilities in mainstream schools, Majoko (2017) found that several 

strategies used in conjunction with one another were beneficial. In addition to the infusion of disabilities 

and socio-cultural issues in the curriculum for educators, mainstream teachers were also trained in 

theory and practice related to inclusion, and stakeholders collaboratively pooled resources. Majoko’s 

(2017) study suggests that facilitating teacher training in DD may require more than an expansion of the 

curriculum, but also provides a model of success in a similarly resourced and neighbouring nation.  

Financial Supports for Children with DD and their Families 

Financial difficulties were a significant source of stress for many parents and the results of Study 

2 indicated that financial need is significantly predictive of poorer mental health and poorer quality of 

life in this sample. 

Utility of School Access and Vocational Training in Combatting Poverty 

Single mothers who participated in this dissertation were under further financial strain when 

they did not have family support. Lack of spousal or family support meant that these mothers 

shouldered the burden of financial provision alone, but had difficulty finding employment as they also 

struggled to find childcare. One mother in Study 4 suggested that if the government were able to 

improve access to special education programs (e.g., by providing transportation or increasing the 

number of schools equipped to support children with special education needs), mothers may be able to 

find paid employment outside the home during the hours that their children were being educated. 

Additionally, education is positively associated with access to employment for Zambian adults with 

disabilities (Trani & Loeb, 2012). In this way, increasing education services for children with DD can 

target poverty in this population twofold.  

Many parents in the present study reported significant concern related to their children’s future 

that were sometimes related to the child’s inability to care for themselves. These concerns are not 
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unfounded as Mung’omba (2008) found that a majority of adults with intellectual disabilities who were 

able to acquire life skills through programs run by NGOs still remained unemployed, even though the 

few individuals who were able to find employment tended to perform well. This is unfortunate as 

international studies suggest that vocational programs for individuals with DD are effective at 

supporting adults in this population in obtaining and maintaining gainful employment when they are 

provided with appropriate assistance (e.g., Fasching, 2014; Gomes-Machado et al., 2016; Lin et al., 

2017). Research on vocational training and employment of individuals with DD highlights the potential 

for individuals with DD to contribute to society in a meaningful way. Malungo and colleagues (2018) 

assert that affirmative action policies promoting the employment of individuals with disabilities are one 

important way that individuals with disabilities in Zambia may be able to overcome systemic barriers to 

accessing employment. Importantly, however, optimal outcomes are received by providing access to 

appropriate supports for these individuals. Research by Petner-Arrey and colleagues (2016) suggests 

that parents and family members can also be a significant source of support and should be involved in 

the process of connecting with work options, negotiating job fit, and sustaining work over time. Scheef 

et al. (2019) suggest that a practical approach for vocational programs would be to start by identifying 

employability skills that certain employers value in order to ensure that these skills are being targeted in 

training for individuals with DD. Overall, this research suggests that improving vocational outcomes for 

individuals with DD is possible with some support. Further, such improvements are likely to have far-

reaching implications. Beyond opportunities to generate income and reduce poverty, inclusion in the 

labour market improves the lives of individuals with DD by promoting learning, autonomy, affective and 

social development, and family and community relations (Gomes-Machado et al., 2016). Trani and Loeb 

(2012) also report a positive relationship between education, employment, and access to healthcare; an 

association that is particularly notable for people with intellectual disabilities in Zambia, who faced 

greater barriers to accessing healthcare overall.  
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Empowering Mothers through Financial Support Programs or Social Welfare Benefits 

The importance of helping mothers, and single mothers in particular, meet their basic needs and 

those of their children cannot be overstated. Mothers in Study 1 indicated that some financial support 

was received from local NGOs; however, many single mothers were still unable to meet their basic 

needs. Results pertaining to single mothers are particularly poignant as rates of single motherhood in 

Zambia are high and children of single mothers, including typically developing children, tend to have less 

favourable outcomes than children in two-parent homes. For example, research by Clark and Hamplova 

(2013) found that the percentage of women in Zambia who will have a premarital birth is 26% and 

Zuilkowski and colleagues (2019) purport that adolescent pregnancy remains a major contributor to 

child mortality and cycles of poor health and poverty. Despite policy in Zambia ensuring that young 

mothers have the right to continue their schooling following a pregnancy, the study suggests that stigma 

and judgement result in young mothers leaving school and not returning. The study suggests that, while 

girls with knowledge of the policy were less likely to be forced out of school, the implementation of the 

policy often fell short of its potential (Zuilkowski et al., 2019), thereby resulting in these mothers being 

doubly disadvantaged in the job market by lower educational attainment and having to care for a child.  

Research by Bonilla and colleagues (2017) and Hjelm et al. (2017) provides evidence of the 

potential that financial support programs have to reduce poverty and improve the lives of Zambian 

families of children with DD. Mung’omba (2008) found that social welfare benefits in Zambia tended not 

to be accessible to individuals with DD and, even though the government administers a trust for persons 

with disabilities, these funds are rarely accessible to those with developmental disabilities in particular. 

Such financial assistance would not only benefit single mothers who are at greater risk of poverty, but 

also empower married women in homes where men are the primary breadwinners. In research on 

Zambian families, Mwape and colleagues (2012) found that it was not uncommon for men living in their 

home to not be providing financial support to the family even though most women in the study were 
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depending on their husbands for financial sustenance. It is not surprising then that research by Bonilla et 

al. (2017) found that a cash transfer program for parents of children under the age of 5 empowered 

female beneficiaries by allowing these mothers to exercise more control over household finances and 

savings for emergencies.  

Parent Resilience and Positive Impacts of Raising a Child with DD 

In addition to the valuable information gained regarding directions for intervention and service 

provision, the results of this dissertation also highlighted the strength and resilience of parents of 

children with DD. Many mothers who participated in this study were resourceful in finding ways to 

overcome financial restrictions in order to meet the needs of their children, were proactive at seeking 

support from others, were advocates for their children, were active at seeking out information to help 

them better support their children, and were engaged in learning and acquiring new skills to help them 

supplement interventions provided by professionals (e.g., speech and language interventions, 

physiotherapy interventions). Despite the many obstacles they faced, a number of mothers who 

participated in Study 1 reported feeling confident in their ability to care for their child and meet their 

child’s needs and the results of Study 2 indicated that mean self-report ratings of parents’ self-efficacy 

were high. These mothers reported that the challenges related to having a child with DD helped them 

grow stronger as people. Further, despite their own challenges, parents reported being able to find 

peace and gratitude through prayer and made efforts to support other mothers in whatever ways they 

could. These mothers described the various ways in which they supported one another and relied on 

one another for inspiration and information alike and many parents reported on the value of upholding 

this sense of community and mutual support.  

One of my goals with this dissertation was to intentionally explore and consider positive 

outcomes parents might experience as a result of having a child with DD and indeed I found that despite 
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the many challenges reported by parents, they also reported experiencing positive changes in their own 

lives, and those of their close family and friends. For example, some parents reported that the 

experience of raising a child with DD made their families stronger and felt that the adversity brought the 

family closer together. Parents also reported that the experience helped them further cultivate virtues 

such as patience and love. Additionally, parent ratings of the positive impact of having a child with DD in 

Study 2, as measured by the Positive Gain Scale (Pit-ten Cate, 2003) indicated that parents in the sample 

had very high perceived benefits of raising a child with DD.  

Despite the overwhelmingly positive perceptions reported by most parents in this dissertation, 

it is still worth considering ways to continue to promote positive relationships between parents of 

children with DD and their children. It is possible that parents who were comfortable participating in 

research about their experience of parenting a child with DD may have been more likely to feel 

positively towards their children than parents who did not participate in this project. Some research 

exists on promoting positive perceptions of raising children with DD. For example, in case studies of 

families in the UK, Dura-Vila and colleagues (2010) describe the important role that cultural or religious 

beliefs can play in promoting positive attitudes towards children with intellectual disabilities and the 

perception of the child as a gain and not a loss for the family. Positive attitudes of parents towards their 

children with DD may also be enhanced through the building of positive relationships. In research with 

Australian adults with intellectual disabilities and their families, Johnson and colleagues (2012) found 

that positive relationships were underpinned by processes such as recognising individuality, sharing the 

moment, connecting, feeling good, and sharing the message. Promoting these ideals and messages 

amongst Zambian parents can help promote positive relationships between in families who are 

struggling in this domain.   
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Conclusion 

Overall, this dissertation presents a complex picture of strong and resilient mothers, many of 

whom face significant barriers to promoting the well-being of themselves or their children, but who 

remain positive and supportive of one another nonetheless. The results of this project highlight the ways 

in which parents may be well-supported by some services and advocates in their lives but may find that 

their support systems fall short in other domains. These parents and their children deserve the same 

opportunities for success and quality of life that other families in Zambia enjoy. Despite the effort that 

improving interventions and services for this population will require, promoting positive outcomes in 

parents of children with DD has the potential to positively impact the lives of the parents themselves, 

the lives of their children, and Zambian society at large. 

This dissertation also provided some directions for future research that may further benefit 

parents of children with DD. For example, results outlining the experiences of African parents of children 

with DD can help inform research on African-immigrant parents of children with DD residing in other 

countries, such as Canada. Research specifically targeting African-immigrant parents is important as 

parents of children with DD who are also immigrants can face multiple layers of disadvantage (e.g., 

Khanlou et al., 2015; 2017), and African immigrants are more likely to have children with DD (e.g., 

Bolton et al., 2014; Dealberto, 2011). Research on the experiences of parents residing in Africa may 

provide contextual information that can help researchers better understand and address the unique 

challenges experienced by African-immigrant parents of children with DD, such as discrepancies in 

healthcare utilization (Pavlish et al., 2010). 

Another area for future research, as discussed in Studies 2 and 3, is the need to develop 

questionnaire measures to assess various factors related to parent stress and outcomes among 

Zambians, or to establish the validity of using measures developed in other countries with a Zambian 
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sample. The results of Studies 1 and 2 also suggest that future research should examine the complexities 

of religious coping, and its role in ameliorating challenges for Zambian parents of children with DD, in 

greater detail. As discussed in Study 3, the relationship between coping and executive functions in 

Zambian parents of children with DD should be examined in a larger sample. Finally, as discussed above, 

research on coping skills interventions for Zambian parents is limited. Pursuing such research can help 

further inform interventions and will support the continued improvement of services for Zambian 

parents of children with DD.  

 

  



158 
 

References 

Abidin, R. R. (1995). Parenting Stress Index (3rd ed.) Professional Manual. Odessa, FL: Psychological 

Assessment Resources.  

Adjorlolo, S. (2016). Ecological validity of executive function tests in moderate traumatic brain injury in 

Ghana. The Clinical Neuropsychologist, 30(sup1), 1517-1537. 

Adjorlolo, S. (2018). Diagnostic accuracy, sensitivity, and specificity of executive function tests in 

moderate traumatic brain injury in Ghana. Assessment, 25(4), 498-512. 

Adugna, M. B., Nabbouh, F., Shehata, S., & Ghahari, S. (2020). Barriers and facilitators to healthcare 

access for children with disabilities in low and middle income sub-Saharan African countries: a 

scoping review. BMC Health Services Research, 20(1), 1-11. 

Aidoo, M. & Harpham, T. (2001). The explanatory models of mental health amongst low-income women 

and health care practitioners in Lusaka, Zambia. Health Policy and Planning, 16(2), 206-213. 

Allen, A. P., Curran, E. A., Duggan, Á., Cryan, J. F., Chorcorain, A. N., Dinan, T. G., Molloy, D. W., Kearney, 

P. M., & Clarke, G. (2017). A systematic review of the psychobiological burden of informal 

caregiving for patients with dementia: Focus on cognitive and biological markers of chronic 

stress. Neuroscience & Biobehavioral Reviews, 73, 123-164. 

Allen, A. B., Finestone, M., Eloff, I., Sipsma, H., Makin, J., Triplett, K., Ebersohn, L., Sikkema, K., Briggs-

Gowan, M., Visser, M., & Ferreira, R. (2014). The role of parenting in affecting the behavior and 

adaptive functioning of young children of HIV-infected mothers in South Africa. AIDS and 

Behavior, 18(3), 605-616. 



159 
 

Arriaza, P., Nedjat-Haiem, F., Lee, H. Y. & Martin, S. S. (2015). Guidelines for conducting rigorous health 

care psychosocial cross-cultural/language qualitative research. Social Work in Public Health, 

30(1), 75-87. 

Barratt, W. (2006). The Barratt simplified measure of social status (BSMSS). Unpublished measurement 

instrument]. Retrieved from http://socialclass-bpd. 

wikispaces.com/file/view/Barratt_Simplifed_Measure_of_Social_Status. pdf.  

Bartkowski, J. P., Kohler, J., Escude, C. L., Xu, X., & Bartkowski, S. (2018). Evaluating the impact of a 

clinician improvement program for treating patients with intellectual and developmental 

disabilities: The challenging case of Mississippi. Healthcare, 6(1), 3-18.  

Bernstein, I. H. & Teng, G. (1989). Factoring items and factoring scales are different: Spurious evidence 

for multidimensionality due to item categorization. Psychological Bulletin, 105(3), 467. 

Birt, L., Scott, S., Cavers, D., Campbell, C., & Walter, F. (2016). Member checking: A tool to enhance 

trustworthiness or merely a nod to validation? Qualitative Health Research, 26(13), 1802-1811.  

Bishop, S. L., Richler, J., Cain, A. C., & Lord, C. (2007). Predictors of perceived negative impact in mothers 

of children with autism spectrum disorder. American Journal on Mental Retardation, 112(6), 

450-461. 

Bitsika, V., Sharpley, C. F., & Bell, R. (2013). The buffering effect of resilience upon stress, anxiety and 

depression in parents of a child with an autism spectrum disorder. Journal of Developmental and 

Physical Disabilities, 25(5), 533-543. 

Blacher, J. & Baker, B. (2007) Positive impact of intellectual disabilities on families. American Journal on 

Mental Retardation, 112, 330–48. 



160 
 

Black, R. E., Morris, S. S., & Bryce, J. (2003). Where and why are 10 million children dying every year? The 

Lancet, 361(9376), 2226-2234. 

Bolton, S., McDonald, D., Curtis, E., Kelly, S. & Gallagher, L. (2014). Autism in a recently arrived 

immigrant population. European Journal of Pediatrics, 173(3), 337-343. 

Bonilla, J., Zarzur, R. C., Handa, S., Nowlin, C., Peterman, A., Ring, H., Seidenfeld, D., & Zambia Child 

Grant Program Evaluation Team (2017). Cash for women’s empowerment? A mixed-methods 

evaluation of the government of Zambia’s child grant program. World Development, 95, 55-72. 

Brekke, I. & Nadim, M. (2017). Gendered effects of intensified care burdens: Employment and sickness 

absence in families with chronically sick or disabled children in Norway. Work, Employment and 

Society, 31(3), 391-408. 

Bruininks, R. H., Woodcock, R. W., Weatherman, R. F., & Hill, B. K. (1996). Scales of Independent 

Behavior-Revised. Rolling Meadows, IL: Riverside Publishing Company. 

Butcher, S., & Wilton, R. (2008). Stuck in transition? Exploring the spaces of employment training for 

youth with intellectual disability. Geoforum, 39(2), 1079-1092. 

Cantwell, J., Muldoon, O. T., & Gallagher, S. (2014). Social support and mastery influence the association 

between stress and poor physical health in parents caring for children with developmental 

disabilities. Research in Developmental Disabilities, 35(9), 2215-2223. 

Caretta, M. A. (2016). Member checking: A feminist participatory analysis of the use of preliminary 

results pamphlets in cross-cultural, cross-language research. Qualitative Research, 16(3), 305-

318. 

Carver, C. S. (1997). You want to measure coping but your protocol’s too long: Consider the brief 

cope. International Journal of Behavioral Medicine, 4(1), 92. 



161 
 

Carver, C. S., Scheier, M. F., & Weintraub, J. K. (1989). Assessing coping strategies: A theoretically based 

approach. Journal of Personality and Social Psychology, 56(2), 267-283. 

Cavanagh, J., Meacham, H., Cabrera, P. P., & Bartram, T. (2019). Vocational learning for workers with 

intellectual disability: interventions at two case study sites. Journal of Vocational Education and 

Training, 71(3), 350-367. 

Chansa-Kabali, T., Nyoni, J., & Mwanza, H. (2019). Awareness and Knowledge Associated with Autism 

Spectrum Disorders Among University Students in Zambia. Journal of Autism and Developmental 

Disorders, 1-11. 

Chiluba, B. C. & Moyo, G. (2017). Caring for a cerebral palsy child: A caregiver’s perspective at the 

University Teaching Hospital, Zambia. BMC Research Notes, 10(1), 1-8. 

Chukwu, N. E., Okoye, U. O., Onyeneho, N. G., & Okeibunor, J. C. (2019). Coping strategies of families of 

persons with learning disability in Imo state of Nigeria. Journal of Health, Population and 

Nutrition, 38(1), 1-9. 

Cianfaglione, R., Hastings, R. P., Felce, D., Clarke, A., & Kerr, M. P. (2017). Change over a 16-month 

period in the psychological well-being of mothers of girls and women with Rett 

syndrome. Developmental Neurorehabilitation, 20(5), 261-265. 

Clark, S., & Hamplová, D. (2013). Single motherhood and child mortality in sub-Saharan Africa: A life 

course perspective. Demography, 50(5), 1521-1549. 

Conrad, C. D. (2008). Chronic stress-induced hippocampal vulnerability: the glucocorticoid vulnerability 

hypothesis. Reviews in the Neurosciences, 19(6), 395-412. 



162 
 

Corrêa, M. S., Vedovelli, K., Giacobbo, B. L., De Souza, C. E. B., Ferrari, P., de Lima Argimon, I. I., Walz, J. 

C., Kapczinski, F., & Bromberg, E. (2015). Psychophysiological correlates of cognitive deficits in 

family caregivers of patients with Alzheimer Disease. Neuroscience, 286, 371-382. 

Creswell, J. W., & Plano Clark, V. L. (2007). Designing and Conducting Mixed Methods Research. 

Thousand Oaks CA: Sage. 

Danielsen, A. K., Pommergaard, H. C., Burcharth, J., Angenete, E. & Rosenberg, J. (2015). Translation of 

questionnaires measuring health related quality of life is not standardized: A literature based 

research study. PloS One, 10(5), 1-10. 

Dardas, L. A., & Ahmad, M. M. (2015). Coping strategies as mediators and moderators between stress 

and quality of life among parents of children with autistic disorder. Stress and Health, 31(1), 5-

12. 

Daudji, A., Eby, S., Foo, T., Ladak, F., Sinclair, C., Landry, M. D., Moody, K., & Gibson, B. E. (2011). 

Perceptions of disability among south Asian immigrant mothers of children with disabilities in 

Canada: implications for rehabilitation service delivery. Disability and Rehabilitation, 33(6), 511-

521. 

Dawson, E., Hollins, S., Mukongolwa, M., & Witchalls, A. (2003). Including disabled children in 

Africa. Journal of Intellectual Disability Research, 47(3), 153-154. 

De Andrés-García, S., Moya-Albiol, L., & González-Bono, E. (2012). Salivary cortisol and immunoglobulin 

A: Responses to stress as predictors of health complaints reported by caregivers of offspring 

with autistic spectrum disorder. Hormones and behavior, 62(4), 464-474. 

Dealberto, M. J. (2011). Prevalence of autism according to maternal immigrant status and ethnic origin. 

Acta Psychiatrica Scandinavica, 123(5), 339-348. 



163 
 

Deater-Deckard, K., Sewell, M. D., Petrill, S. A., & Thompson, L. A. (2010). Maternal working memory and 

reactive negativity in parenting. Psychological science, 21(1), 75-79. 

Diemer, G. A. (1997). Expectant fathers: influence of perinatal education on stress, coping, and spousal 

relations. Research in Nursing and Health, 20(4), 281-293. 

Divan, G., Vajaratkar, V., Desai, M. U., Strik‐Lievers, L., & Patel, V. (2012). Challenges, coping strategies, 

and unmet needs of families with a child with autism spectrum disorder in Goa, India. Autism 

Research, 5(3), 190-200. 

Dollman, A. K., Figaji, A. A. & Schrieff-Elson, L. E. (2017). Academic and behavioral outcomes in school-

age South African children following severe traumatic brain injury. Frontiers in 

Neuroanatomy, 11, 1-14. 

Donald, K. A., Kakooza, A. M., Wammanda, R. D., Mallewa, M., Samia, P., Babakir, H., Bearden, D., 

Majnemer, A., Fehlings, D., Shevell, M., & Chugani, H. (2015). Pediatric cerebral palsy in Africa: 

Where are we? Journal of Child Neurology, 30(8), 963-971. 

Douma, E. H., & de Kloet, E. R. (2019). Stress-Induced Plasticity and Functioning of Ventral Tegmental 

Dopamine Neurons. Neuroscience & Biobehavioral Reviews. 

Doyle, S. (2007). Member checking with older women: A framework for negotiating meaning. Health 

Care for Women International, 8(10), 888-908. 

Dunst, C. J., Jenkins, V., & Trivette, C. M. (1984). Family Support Scale: Reliability and validity. Journal of 

Individual, Family and Community Wellness, 1, 45–52. 

Durà-Vilà, G., Dein, S., & Hodes, M. (2010). Children with intellectual disability: A gain not a loss: 

Parental beliefs and family life. Clinical Child Psychology and Psychiatry, 15(2), 171-184. 



164 
 

Einam, M., & Cuskelly, M. (2002). Paid employment of mothers and fathers of an adult child with 

multiple disabilities. Journal of Intellectual Disability Research, 46(2), 158-167. 

Eisenhower, A., & Blacher, J. (2006). Mothers of young adults with intellectual disability: Multiple roles, 

ethnicity and well‐being. Journal of Intellectual Disability Research, 50(12), 905-916. 

Elafros, M. A., Sakubita-Simasiku, C., Atadzhanov, M., Haworth, A., Chomba, E., & Birbeck, G. L. (2013). 

Stigma and psychiatric morbidity among mothers of children with epilepsy in 

Zambia. International Health, 5(4), 288-294. 

Emerson, E., & Hatton, C. (2007). Poverty, socio‐economic position, social capital and the health of 

children and adolescents with intellectual disabilities in Britain: a replication. Journal of 

Intellectual Disability Research, 51(11), 866-874. 

Essex, E. L., Seltzer, M. M., & Krauss, M. W. (1999). Differences in coping effectiveness and well-being 

among aging mothers and fathers of adults with mental retardation. American Journal on 

Mental Retardation, 104(6), 545-563. 

Familiar, I., Ruisenor-Escudero, H., Giordani, B., Bangirana, P., Nakasujja, N., Opoka, R. & Boivin, M. 

(2015). Use of the Behavior Rating Inventory of Executive Function and Child Behavior Checklist 

in Ugandan children with HIV or a history of severe malaria. Journal of Developmental & 

Behavioral Pediatrics, 36(4), 277-284. 

Fasching, H. (2014). Vocational education and training and transitions into the labour market of persons 

with intellectual disabilities. European Journal of Special Needs Education, 29(4), 505-520. 

Fenton, S. J., Hood, H., Holder, M., May, P. B., & Mouradian, W. E. (2003). The American Academy of 

Developmental Medicine and Dentistry: Eliminating health disparities for individuals with 



165 
 

mental retardation and other developmental disabilities. Journal of Dental Education, 67(12), 

1337-1344. 

Filmer, D. & Pritchett, L. (2001). Estimating wealth effects without expenditure data – or tears: An 

application to educational enrollments in states of India. Demography, 38(1), 115-132.  

Folkman, S., & Lazarus, R. S. (1984). Stress, appraisal, and coping (pp. 150-153). New York: Springer 

Publishing Company. 

Friedrich, W. N., Greenberg, M. T., & Crnic, K. (1983). A short form of the Questionnaire on 

 Resources and Stress. American Journal of Mental Deficiency, 88, 41-48. 

Galil, A., Bachner, Y. G., Merrick, J., Flusser, H., Lubetzky, H., Heiman, N., & Carmel, S. (2006). Physician–

parent communication as predictor of parent satisfaction with child development 

services. Research in Developmental Disabilities, 27(3), 233-242. 

Gallagher, S., Phillips, A. C., & Carroll, D. (2010). Parental stress is associated with poor sleep quality in 

parents caring for children with developmental disabilities. Journal of Pediatric 

Psychology, 35(7), 728-737. 

Gardner, D. L., Huber, C. H., Steiner, R., Vazquez, L. A., & Savage, T. A. (2008). The development and 

validation of the Inventory of Family Protective Factors: A brief assessment for family 

counseling. The Family Journal, 16, 107–117. 

Girotti, M., Adler, S. M., Bulin, S. E., Fucich, E. A., Paredes, D., & Morilak, D. A. (2018). Prefrontal cortex 

executive processes affected by stress in health and disease. Progress in Neuro-

Psychopharmacology and Biological Psychiatry, 85, 161-179. 

Gioia, G. A., Isquith, P. K., Guy, S. C., & Kenworthy, L. (2000). Behavior rating inventory of executive 

function: BRIEF. Odessa, FL: Psychological Assessment Resources. 



166 
 

Gioia, G. A., Isquith, P. K., Retzlaff, P. D., & Espy, K. A. (2002). Confirmatory factor analysis of the 

Behavior Rating Inventory of Executive Function (BRIEF) in a clinical sample. Child 

Neuropsychology, 8(4), 249-257. 

Gomes‐Machado, M. L., Santos, F. H., Schoen, T., & Chiari, B. (2016). Effects of vocational training on a 

group of people with intellectual disabilities. Journal of Policy and Practice in Intellectual 

Disabilities, 13(1), 33-40. 

Gordon, M., Rosenman, L., & Cuskelly, M. (2007). Constrained labour: Maternal employment when 

children have disabilities. Journal of Applied Research in Intellectual Disabilities, 20(3), 236-246. 

Grantham-McGregor, S., Cheung, Y. B., Cueto, S., Glewwe, P., Richter, L., Strupp, B., & International Child 

Development Steering Group. (2007). Developmental potential in the first 5 years for children in 

developing countries. The Lancet, 369(9555), 60-70. 

Grech, L. B., Kiropoulos, L. A., Kirby, K. M., Butler, E., Paine, M., & Hester, R. (2016). Coping mediates and 

moderates the relationship between executive functions and psychological adjustment in 

multiple sclerosis. Neuropsychology, 30(3), 361-376. 

Grech, L. B., Kiropoulos, L. A., Kirby, K. M., Butler, E., Paine, M., & Hester, R. (2017). Executive function is 

an important consideration for coping strategy use in people with multiple sclerosis. Journal of 

Clinical and Experimental Neuropsychology, 39(8), 817-831. 

Gruenewald, T. L., Kemeny, M. E., & Aziz, N. (2006). Subjective social status moderates cortisol 

responses to social threat. Brain, Behavior, and Immunity, 20(4), 410-419. 

Gupta, V. B. (2007). Comparison of parenting stress in different developmental disabilities. Journal of 

Developmental and Physical Disabilities, 19(4), 417-425. 



167 
 

Guralnick, M. J., Hammond, M. A., Neville, B., & Connor, R. T. (2008). The relationship between sources 

and functions of social support and dimensions of child‐and parent‐related stress. Journal of 

Intellectual Disability Research, 52(12), 1138-1154. 

Hastings, R. P. (2016). Do children with intellectual and developmental disabilities have a negative 

impact on other family members? The case for rejecting a negative narrative. International 

Review of Research in Developmental Disabilities, 50, 165-194. 

Hastings, R. P. & Brown, T. (2002). Behavior problems of children with autism, parental self-efficacy, and 

mental health. American Journal on Mental Retardation, 107(3), 222-232. 

Hastings, R. P., Kovshoff, H., Brown, T., Ward, N. J., Espinosa, F. D., & Remington, B. (2005). Coping 

strategies in mothers and fathers of preschool and school-age children with 

autism. Autism, 9(4), 377-391. 

Hestad, K. A., Menon, J. A., Serpell, R., Kalungwana, L., Mwaba, S. O., Kabuba, N., Franklin Jr., D. R., 

Umlauf, A., Letendre, S., & Heaton, R. K. (2016). Do neuropsychological test norms from African 

Americans in the United States generalize to a Zambian population? Psychological 

Assessment, 28(1), 18. 

Higgins, D. J., Bailey, S. R., & Pearce, J. C. (2005). Factors associated with functioning style and coping 

strategies of families with a child with an autism spectrum disorder. Autism, 9(2), 125-137. 

Hjelm, L., Handa, S., de Hoop, J., Palermo, T., Zambia, C. G. P., & Teams, M. E. (2017). Poverty and 

perceived stress: Evidence from two unconditional cash transfer programs in Zambia. Social 

Science & Medicine, 177, 110-117. 

Hofmann, W., Schmeichel, B. J., & Baddeley, A. D. (2012). Executive functions and self-regulation. Trends 

in Cognitive Sciences, 16(3), 174-180. 



168 
 

Hui, N., Vickery, E., Njelesani, J., & Cameron, D. (2018). Gendered experiences of inclusive education for 

children with disabilities in West and East Africa. International Journal of Inclusive 

Education, 22(5), 457-474. 

Ivankova, N. V., Creswell, J. W., & Stick, S. L. (2006). Using mixed-methods sequential explanatory 

design: From theory to practice. Field Methods, 18(1), 3-20. 

Jeckel, C. M. M., Lopes, R. P., Berleze, M. C., Luz, C., Feix, L., de Lima Argimon, I. I., Stein, L. M., & Bauer, 

M. E. (2010). Neuroendocrine and immunological correlates of chronic stress in ‘strictly 

healthy’populations. Neuroimmunomodulation, 17(1), 9-18. 

Jess, M., Hastings, R. P., & Totsika, V. (2017). The construct of maternal positivity in mothers of children 

with intellectual disability. Journal of Intellectual Disability Research, 61(10), 928-938. 

Johnson, H., Douglas, J., Bigby, C., & Iacono, T. (2012). A model of processes that underpin positive 

relationships for adults with severe intellectual disability. Journal of Intellectual and 

Developmental Disability, 37(4), 324-336. 

Kabuba, N., Menon, J. A., Franklin Jr, D. R., Heaton, R. K., & Hestad, K. A. (2016). HIV-and AIDS-associated 

neurocognitive functioning in Zambia–a perspective based on differences between the 

genders. Neuropsychiatric Disease and Treatment, 12, 2021-2028. 

Kavčič, A., & Vodušek, D. B. (2005). A historical perspective on cerebral palsy as a concept and a 

diagnosis. European Journal of Neurology, 12(8), 582-587. 

Kelkar, A. S., Hough, M. S., & Fang, X. (2013). Do we think alike? A cross-cultural study of executive 

functioning. Culture and Brain, 1(2-4), 118-137. 



169 
 

Kessler, R. C., Andrews, G., Colpe, L. J., Hiripi, E., Mroczek, D. K., Normand, S. L. T., Walters, E. E., & 

Zaslavsky, A. M. (2002). Short screening scales to monitor population prevalences and trends in 

non-specific psychological distress. Psychological Medicine, 32(6), 959-976. 

Kessler, R.C., Barker, P.R., Colpe, L.J., Epstein, J.F., Gfroerer, J.C., Hiripi, E., Howes, M. J., Normand, S. L. 

T., Mandersheid, R. W., Walters, E. E., & Zaslavsky, A.M. (2003). Screening for serious mental 

illness in the general population. Archives of General Psychiatry, 60, 184-189. 

Khanlou, N., Haque, N., Mustafa, N., Vazquez, L. M., Mantini, A., & Weiss, J. (2017). Access barriers to 

services by immigrant mothers of children with autism in Canada. International Journal of 

Mental Health and Addiction, 15, 239-259. 

Khanlou, N., Mustafa, N., Vazquez, L. M., Haque, N. & Yoshida, K. (2015). Stressors and barriers to 

services for immigrant fathers raising children with developmental disabilities. International 

Journal of Mental Health and Addiction, 13(6), 659-674. 

Kharrat, A., Moore, G. P., Beckett, S., Nicholls, S. G., Sampson, M., & Daboval, T. (2018). Antenatal 

consultations at extreme prematurity: a systematic review of parent communication needs. The 

Journal of Pediatrics, 196, 109-115. 

Kienhuis, M., Rogers, S., Giallo, R., Matthews, J., & Treyvaud, K. (2010). A proposed model for the impact 

of parental fatigue on parenting adaptability and child development. Journal of Reproductive 

and Infant Psychology, 28(4), 392-402. 

Kimemia, M., Asner-Self, K. K., & Daire, A. P. (2011). An exploratory factor analysis of the Brief COPE with 

a sample of Kenyan caregivers. International Journal for the Advancement of Counselling, 33(3), 

149-160. 



170 
 

Koelsch, L. E. (2013). Reconceptualizing the member check interview. International Journal of Qualitative 

Methods, 12(1), 168-179. 

Koren, P. E., DeChillo, N., & Friesen, B. J. (1992). Measuring empowerment in families whose children 

have emotional disabilities: a brief questionnaire. Rehabilitation Psychology, 37(4), 305. 

Krägeloh, C. U. (2011). A systematic review of studies using the Brief COPE: Religious coping in factor 

analyses. Religions, 2(3), 216-246. 

Krägeloh, C. U., Chai, P. P. M., Shepherd, D., & Billington, R. (2012). How religious coping is used relative 

to other coping strategies depends on the individual’s level of religiosity and spirituality. Journal 

of Religion and Health, 51(4), 1137-1151. 

Krpan, K. M., Levine, B., Stuss, D. T., & Dawson, D. R. (2007). Executive function and coping at one-year 

post traumatic brain injury. Journal of Clinical and Experimental Neuropsychology, 29(1), 36-46. 

Kyzar, K. B., Turnbull, A. P., Summers, J. A., & Gómez, V. A. (2012). The relationship of family support to 

family outcomes: A synthesis of key findings from research on severe disability. Research and 

Practice for Persons with Severe Disabilities, 37(1), 31-44. 

Lawn, J. E., Cousens, S., Zupan, J., & Lancet Neonatal Survival Steering Team. (2005). 4 million neonatal 

deaths: When? Where? Why? The Lancet, 365(9462), 891-900. 

Lawson, G. M., Hook, C. J., & Farah, M. J. (2018). A meta‐analysis of the relationship between 

socioeconomic status and executive function performance among children. Developmental 

Science, 21(2), 1-40. 

Lazarus, R. S., & Folkman, S. (1987). Transactional theory and research on emotions and 

coping. European Journal of Personality, 1(3), 141-169. 



171 
 

Lee, R. M. & Liu, H. T. T. (2001). Coping with intergenerational family conflict: Comparison of Asian 

American, Hispanic, and European American college students. Journal of Counseling 

Psychology, 48(4), 410. 

Lickenbrock, D. M., Ekas, N. V., & Whitman, T. L. (2011). Feeling good, feeling bad: Influences of 

maternal perceptions of the child and marital adjustment on well-being in mothers of children 

with an autism spectrum disorder. Journal of Autism and Developmental Disorders, 41(7), 848-

858. 

Lin, M. L., Chiang, M. S., Shih, C. H., & Li, M. F. (2018). Improving the occupational skills of students with 

intellectual disability by applying video prompting combined with dance pads. Journal of Applied 

Research in Intellectual Disabilities, 31(1), 114-119. 

Lloyd, T. & Hastings, R. P. (2009). Parental locus of control and psychological well-being in mothers of 

children with intellectual disability. Journal of Intellectual and Developmental Disability, 34(2), 

104-115. 

Loeb, M. E., Eide, A. H., & Mont, D. (2008). Approaching the measurement of disability prevalence: the 

case of Zambia. ALTER-European Journal of Disability Research/Revue Européenne de Recherche 

sur le Handicap, 2(1), 32-43. 

Lovell, B., Elliot, H., Liu, C. C. S., & Wetherell, M. A. (2014). Memory failures for everyday tasks in 

caregivers of children with autism. Research in Developmental Disabilities, 35(11), 3057-3061. 

Lovell, B., & Wetherell, M. A. (2011). The cost of caregiving: Endocrine and immune implications in 

elderly and non elderly caregivers. Neuroscience & Biobehavioral Reviews, 35(6), 1342-1352. 

Lupien, S. J., McEwen, B. S., Gunnar, M. R., & Heim, C. (2009). Effects of stress throughout the lifespan 

on the brain, behaviour and cognition. Nature Reviews Neuroscience, 10(6), 434-445. 



172 
 

Luthra, N. (2018). The experience of South Asian immigrant and Canadian mothers of children with a 

developmental disability: A mixed methods study [Unpublished doctoral dissertation]. York 

University. 

MacDonald, E. E., Hastings, R. P., & Fitzsimons, E. (2010). Psychological acceptance mediates the impact 

of the behaviour problems of children with intellectual disability on fathers’ psychological 

adjustment. Journal of Applied Research in Intellectual Disabilities, 23, 27–37. 

MacMullin, J., Tint, A., & Weiss, J. (2011). Brief report: Professional support and positive gain for 

mothers of children with ASD. Journal on Developmental Disabilities, 17(2), 60-63. 

Magnusson, D., Sweeney, F., & Landry, M. (2019). Provision of rehabilitation services for children with 

disabilities living in low-and middle-income countries: A scoping review. Disability and 

Rehabilitation, 41(7), 861-868. 

Majoko, T. (2017). Mainstream early childhood education teacher preparation for inclusion in 

Zimbabwe. Early Child Development and Care, 187(11), 1649-1665. 

Malungo, J.R.S., Nabuzoka, D. P., R., & Sachingongu, N. (2018). Disability and Education: Qualitative 

Study from Zambia on Barriers to and Facilitators of Life-Long Learning. Lusaka: UNICEF, Central 

Statistical Office (CSO) & Ministry of Community Development and Social Services. 

https://www.unicef.org/zambia/sites/unicef.org.zambia/files/2018-12/Zambia NDS 2015 

Qualitative Disability and Education Web.pdf 

Marshall, A., & Batten, S. (2003). Ethical issues in cross-cultural research. Connections, 3(1), 139-151. 

Mckenzie, J. A., McConkey, R., & Adnams, C. (2013). Intellectual disability in Africa: Implications for 

research and service development. Disability and Rehabilitation, 35(20), 1750-1755. 

https://www.unicef.org/zambia/sites/unicef.org.zambia/files/2018-12/Zambia%20NDS%202015%20Qualitative%20Disability%20and%20Education%20Web.pdf
https://www.unicef.org/zambia/sites/unicef.org.zambia/files/2018-12/Zambia%20NDS%202015%20Qualitative%20Disability%20and%20Education%20Web.pdf


173 
 

Menon, A., Munalula, B., & Glazebrook, C. (2007). Stress in doctors: A pilot study of the University 

Teaching Hospital, Lusaka, Zambia. Journal of Psychology in Africa, 17(1-2), 137-140. 

Miles, S. (2011). Exploring understandings of inclusion in schools in Zambia and Tanzania using reflective 

writing and photography. International Journal of Inclusive Education, 15(10), 1087-1102. 

Miller, A. C., Gordon, R. M., Daniele, R. J., & Diller, L. (1992). Stress, appraisal, and coping in mothers of 

disabled and nondisabled children. Journal of Pediatric Psychology, 17(5), 587-605. 

Milner IV, H. R. (2007). Race, culture, and researcher positionality: Working through dangers seen, 

unseen, and unforeseen. Educational Researcher, 36(7), 388-400. 

Minnes, P., Perry, A., & Weiss, J. A. (2015). Predictors of distress and well being in parents of young 

children with developmental delays and disabilities: The importance of parent perceptions. 

Journal of Intellectual Disability Research, 59(6), 551-560.  

Mitchell, D. B. & Hauser-Cram, P. (2008). The well-being of mothers of adolescents with developmental 

disabilities in relation to medical care utilization and satisfaction with health care. Research in 

Developmental Disabilities, 29(2), 97-112. 

Moberg, S. (2003). Education for all in the North and the South: Teachers' attitudes towards inclusive 

education in Finland and Zambia. Education and Training in Developmental Disabilities, 417-428. 

Monn, A. R., Narayan, A. J., Kalstabakken, A. W., Schubert, E. C., & Masten, A. S. (2017). Executive 

function and parenting in the context of homelessness. Journal of Family Psychology, 31(1), 61-

70. 

Mont, D. & Loeb, M. (2010). A functional approach to assessing the impact of health interventions on 

people with disabilities. ALTER-European Journal of Disability Research/Revue Européenne De 

Recherche Sur Le Handicap, 4(3), 159-173. 



174 
 

Mung'omba, J. (2008). Comparative policy brief: Status of intellectual disabilities in the Republic of 

Zambia. Journal of Policy and Practice in Intellectual Disabilities, 5(2), 142-144. 

Muwana, F. C. & Ostrosky, M. M. (2014). Factors related to pre-service teachers' attitudes towards 

inclusion: a case for Zambia. International Journal of Inclusive Education, 18(8), 763-782. 

Mwape, L., McGuinness, T. M., & Dixey, R. (2012). Socio-cultural factors surrounding mental distress 

during the perinatal period in Zambia: a qualitative investigation. International Journal of Mental 

Health Systems, 6(1), 1-10. 

Nabuzoka, D. & Rønning, J. A. (1997). Social acceptance of children with intellectual disabilities in an 

integrated school setting in Zambia: A pilot study. International Journal of Disability, 

Development and Education, 44(2), 105-115. 

Narullah, A. S. (2013). “It's really a roller coaster”: Experience of parenting children with developmental 

disabilities. Marriage & Family Review, 49(5), 412-445. 

Ndimande, B. S. (2012). Decolonizing research in postapartheid South Africa: The politics of 

methodology. Qualitative Inquiry, 18(3), 215-226. 

Nell, V. (2012). Cross-Cultural Neuropsychological Assessment: Theory and Practice. New York. 

Nygreen, K. (2006). Reproducing or challenging power in the questions we ask and the methods we use: 

A framework for activist research in urban education. The Urban Review, 38(1), 1-26.  

Nyoni, J. & Serpell, R. (2012). The impact on parents of raising a young child with autism: A 

phenomenological study of parents in Lusaka, Zambia. International Journal of Disability, 

Community & Rehabilitation, 11(1), 1-25. 



175 
 

Oelofsen, N. & Richardson, P. (2006). Sense of coherence and parenting stress in mothers and fathers of 

preschool children with developmental disability. Journal of Intellectual and Developmental 

Disability, 31(1), 1-12. 

Omar, M. A., Green, A. T., Bird, P. K., Mirzoev, T., Flisher, A. J., Kigozi, F., Lund, C., Mwanza, J., & Ofori-

Atta, A. L. (2010). Mental health policy process: a comparative study of Ghana, South Africa, 

Uganda and Zambia. International Journal of Mental Health Systems, 4(1), 24-34. 

Osborne L. A., McHugh, L., Saunders, J., & Reed, P. (2008). Parenting stress reduces the effectiveness of 

early teaching interventions for Autistic Spectrum Disorders. Journal of Autism and 

Developmental Disorders, 38, 1092–103.  

Owen, S. (2001). The practical, methodological and ethical dilemmas of conducting focus groups with 

vulnerable clients. Journal of Advanced Nursing, 36(5), 652-658. 

Patterson, A. S. (2013). Pastors as leaders in Africa's religious AIDS mobilisation: Cases from Ghana and 

Zambia. Canadian Journal of African Studies/La Revue Canadienne des Études Africaines, 47(2), 

207-226. 

Pavlish, C. L., Noor, S. & Brandt, J. (2010). Somali immigrant women and the American health care 

system: discordant beliefs, divergent expectations, and silent worries. Social Science & Medicine, 

71(2), 353-361. 

Peer, J. W., & Hillman, S. B. (2012). The mediating impact of coping style on stress perception for parents 

of individuals with intellectual disabilities. Journal of Intellectual Disabilities, 16(1), 45-59. 

Romero-Martínez, Á., Hidalgo-Moreno, G., & Moya-Albiol, L. (2020). Neuropsychological 

consequences of chronic stress: the case of informal caregivers. Aging & Mental Health, 24(2), 

259-271. 



176 
 

Perry, A. (2004). A model of stress in families of children with developmental disabilities: Clinical and 

research applications. Journal on Developmental Disabilities, 11(1), 1-16. 

Perry, A., Charles, M. A., Zapparoli, B. L., & Weiss, J. A. (2020). School satisfaction in parents of children 

with severe developmental disabilities. Journal of Applied Research in Intellectual Disabilities, 

Advance online publication. https://doi.org/10.1111/jar.12772 

Perry, A., Charles, M., Ncube, B., & Weiss, J. (2019). The GO4KIDDS school satisfaction scale. Journal of 

Applied Research in Intellectual Disabilities, 32(2), 471-474. 

Perry, A. & Weiss, J. (2009). GO4KIDDS Extended Survey (Unpublished survey), York University, Toronto, 

ON. 

Petner-Arrey, J., Howell-Moneta, A., & Lysaght, R. (2016). Facilitating employment opportunities for 

adults with intellectual and developmental disability through parents and social 

networks. Disability and Rehabilitation, 38(8), 789-795. 

Phillips, M., Miers, A., & Scholes, S. (2003). Families and Children Study (FACS) 2002, Wave 4. National 

Centre for Social Research. 

Pit-ten Cate, I. (2003). Positive gain in mothers of children with physical disabilities [Unpublished 

doctoral dissertation]. University of Southampton, England, UK. 

Plant, K. M. & Sanders, M. R. (2007). Predictors of care‐giver stress in families of preschool‐aged children 

with developmental disabilities. Journal of Intellectual Disability Research, 51(2), 109-124. 

Raemy, S. L. D. E. & Paignon, A. (2019). Providing equity of care for patients with intellectual and 

developmental disabilities in Western Switzerland: A descriptive intervention in a University 

Hospital. International Journal for Equity in Health, 18(1), 46. 



177 
 

Rehman, U. S., & Holtzworth-Munroe, A. (2007). A cross-cultural examination of the relation of marital 

communication behavior to marital satisfaction. Journal of Family Psychology, 21(4), 759-763. 

Robbins, R. N., Joska, J. A., Thomas, K. G., Stein, D. J., Linda, T., Mellins, C. A., & Remien, R. H. (2013). 

Exploring the utility of the Montreal Cognitive Assessment to detect HIV-associated 

neurocognitive disorder: the challenge and need for culturally valid screening tests in South 

Africa. The Clinical Neuropsychologist, 27(3), 437-454. 

Rodriguez Villegas, A. L., & Salvador Cruz, J. (2015). Executive functioning and adaptive coping in healthy 

adults. Applied Neuropsychology: Adult, 22(2), 124-131. 

Romero-Martínez, A., Ruiz-Robledillo, N., Sariñana-González, P., de Andrés-García, S., Vitoria-Estruch, S., 

& Moya-Albiol, L. (2017). A cognitive-behavioural intervention improves cognition in caregivers 

of people with autism spectrum disorder: A pilot study. Psychosocial Intervention, 26(3), 165-

170. 

Roth, R. M., Isquith, P. K., & Gioia, G. A. (2005). Behavior rating inventory of executive function--adult 

version. Lutz, FL: Psychological Assessment Resources.  

Roth, M. K., Bingham, B., Shah, A., Joshi, A., Frazer, A., Strong, R., & Morilak, D. A. (2012). Effects of 

chronic plus acute prolonged stress on measures of coping style, anxiety, and evoked HPA-axis 

reactivity. Neuropharmacology, 63(6), 1118-1126. 

Roth, R. M., Erdodi, L. A., McCulloch, L. J. & Isquith, P. K. (2015). Much ado about norming: The Behavior 

Rating Inventory of Executive Function. Child Neuropsychology, 21(2), 225-233. 

Ryan, G. W. & Bernard, H. R. (2003). Techniques to identify themes. Field Methods, 15, 85-109.  

Sadiki, T. G. & Mashegoane, S. (2019). Caring for children with an intellectual disability: An exploratory 

qualitative study. Journal of Psychology in Africa, 29(2), 191-194. 



178 
 

Sahip, Y. & Turan, J. M. (2007). Education for expectant fathers in workplaces in Turkey. Journal of 

Biosocial Science, 39(6), 843-860. 

Samaroo, J., Dahya, N., & Alidina, S. (2013). Exploring the challenges of conducting respectful research: 

Seen and unforeseen factors within urban school research. Canadian Journal of 

Education, 36(3), 438-457. 

Sanden, R. L., Bos, A. E., Stutterheim, S. E., Pryor, J. B., & Kok, G. (2015). Stigma by Association Among 

Family Members of People with a Mental Illness: A Qualitative Analysis. Journal of Community & 

Applied Social Psychology, 25(5), 400-417. 

Scheef, A. R., Walker, Z. M., & Barrio, B. L. (2019). Salient employability skills for youth with intellectual 

and developmental disabilities in Singapore: The perspectives of job developers. International 

Journal of Developmental Disabilities, 65(1), 1-9. 

Scheepers, D. & Ellemers, N. (2005). When the pressure is up: The assessment of social identity threat in 

low and high status groups. Journal of Experimental Social Psychology, 41(2), 192-200. 

Schmitt, S. A., Korucu, I., Purpura, D. J., Whiteman, S., Zhang, C., & Yang, F. (2019). Exploring cross-

cultural variations in the development of executive function for preschoolers from low and high 

socioeconomic families. International Journal of Behavioral Development, 43(3), 212-220. 

Scorgie, K. & Sobsey, D. (2000). Transformational outcomes associated with parenting children who have 

disabilities. Mental Retardation, 38(3), 195-206. 

Serpell, R. & Jere-Folotiya, J. (2011). Basic education for children with special needs in Zambia: Progress 

and challenges in the translation of policy into practice. Psychology and Developing 

Societies, 23(2), 211-245. 



179 
 

Shields, G. S., Sazma, M. A., & Yonelinas, A. P. (2016). The effects of acute stress on core executive 

functions: A meta-analysis and comparison with cortisol. Neuroscience & Biobehavioral 

Reviews, 68, 651-668. 

Singer, G. H., Ethridge, B. L., & Aldana, S. I. (2007). Primary and secondary effects of parenting and stress 

management interventions for parents of children with developmental disabilities: A meta‐

analysis. Mental Retardation and Developmental Disabilities Research Reviews, 13(4), 357-369. 

Smith, L. E., Seltzer, M. M., Tager-Flusberg, H., Greenberg, J. S., & Carter, A. S. (2008). A comparative 

analysis of well-being and coping among mothers of toddlers and mothers of adolescents with 

ASD. Journal of Autism and Developmental Disorders, 38(5), 1-27. 

Sofronoff, K. & Farbotko, M. (2002). The effectiveness of parent management training to increase self-

efficacy in parents of children with Asperger syndrome. Autism, 6(3), 271-286. 

St. John, A. M., & Tarullo, A. R. (2020). Neighbourhood chaos moderates the association of 

socioeconomic status and child executive functioning. Infant and Child Development, 29(1), 1-

19. 

Stekelenburg, J., Jager, B. E., Kolk, P. R., Westen, E. H., van der Kwaak, A., & Wolffers, I. N. (2005). Health 

care seeking behaviour and utilisation of traditional healers in Kalabo, Zambia. Health 

Policy, 71(1), 67-81. 

Taanila, A., Syrjälä, L., Kokkonen, J., & Järvelin, M. R. (2002). Coping of parents with physically and/or 

intellectually disabled children. Child: Care, Health and Development, 28(1), 73-86. 

Tang, K. N., Chan, C. S., Ng, J., & Yip, C. H. (2016). Action type-based factorial structure of Brief COPE 

among Hong Kong Chinese. Journal of Psychopathology and Behavioral Assessment, 38(4), 631-

644. 



180 
 

Tarkkonen, M. (2017). Changing understandings of gender and parenthood in a North-Central Namibian 

village. Journal of Southern African Studies, 43(2), 283-297. 

Teddlie, C. & Tashakkori, A. (2010). Overview of contemporary issues in mixed methods 

research. Handbook of Mixed Methods in Social and Behavioral Research, 2, 1-41. 

Thurmond, V. A. (2001). The point of triangulation. Journal of Nursing Scholarship, 33(3), 253-258. 

Tilley, S. A. (1998). Conducting respectful research: A critique of practice. Canadian Journal of Education, 

316-328. 

Tomlinson, M., Yasamy, M. T., Emerson, E., Officer, A., Richler, D., & Saxena, S. (2014). Setting global 

research priorities for developmental disabilities, including intellectual disabilities and 

autism. Journal of Intellectual Disability Research, 58(12), 1121-1130. 

Trani, J. F. & Loeb, M. (2012). Poverty and disability: A vicious circle? Evidence from Afghanistan and 

Zambia. Journal of International Development, 24, S19-S52. 

Trute, B., Hiebert-Murphy, D., & Levine, K. (2007). Parental appraisal of the family impact of childhood 

developmental disability: Times of sadness and times of joy. Journal of Intellectual & 

Developmental Disability, 32(1), 1-9. 

van der Mark, E. J., Conradie, I., Dedding, C. W. & Broerse, J. E. (2019). ‘We create our own small world’: 

Daily realities of mothers of disabled children in a South African urban settlement. Disability & 

Society, 34(1), 95-120. 

van Pletzen, E., Booyens, M., & Lorenzo, T. (2014). An exploratory analysis of community-based disability 

workers’ potential to alleviate poverty and promote social inclusion of people with disabilities in 

three Southern African countries. Disability & Society, 29(10), 1524-1539. 



181 
 

Wadsworth, M. E., Santiago, C. D., Einhorn, L., Etter, E. M., Rienks, S., & Markman, H. (2011). Preliminary 

efficacy of an intervention to reduce psychosocial stress and improve coping in low-income 

families. American Journal of Community Psychology, 48(3-4), 257-271. 

Weiss, J. A., Ting, V., & Perry, A. (2016). Psychosocial correlates of psychiatric diagnoses and maladaptive 

behaviour in youth with severe developmental disability. Journal of Intellectual Disability 

Research,60(6), 583-593.   

Weiss, M. J. (2002). Hardiness and social support as predictors of stress in mothers of typical children, 

children with autism, and children with mental retardation. Autism, 6(1), 115-130. 

Weiss, O., Perry, A., & Isaacs, B. (2013, April). Family Quality of Life: Measurement and validity. Poster 

presented at the Ontario Association on Developmental Disabilities Research Special Interest 

Group (RSIG), Niagara Falls, ON.  

Wiginton, J. M., King, E. J., & Fuller, A. O. (2019). ‘We can act different from what we used to’: Findings 

from experiences of religious leader participants in an HIV-prevention intervention in 

Zambia. Global Public Health, 14(5), 636-648. 

Wilkinson, J., Dreyfus, D., Cerreto, M., & Bokhour, B. (2012). “Sometimes I feel overwhelmed”: 

Educational needs of family physicians caring for people with intellectual disability. Intellectual 

and Developmental Disabilities, 50(3), 243-250. 

Wilkinson, S. (1998). Focus group methodology: A review. International Journal of Social Research 

Methodology, 1(3), 181-203. 

World Health Organization (1997). World Health Organization Quality of Life – BREF (WHOQOL-BREF) 

U.S. Version. Seattle, Washington: University of Washington.  

World Health Organization (2011). World Report on Disability 2011. Geneva.  



182 
 

Yantzi, N. M., Rosenberg, M. W., & McKeever, P. (2007). Getting out of the house: the challenges 

mothers face when their children have long‐term care needs. Health & Social Care in the 

Community, 15(1), 45-55. 

Zambia Statistics Agency (2014). 2010 Census of Population and Housing: Lusaka Province Analytical 

Report. Lusaka, Zambia. 

Zambia Statistics Agency (2020). Zambia Demographic and Health Survey 2018. Lusaka, Zambia. 

Zelikovsky, N., Rodrigue, J. R., & Gidycz, C. A. (2001). Reducing parent distress and increasing parent 

coping-promoting behavior during children's medical procedure. Journal of Clinical Psychology in 

Medical Settings, 8(4), 273-281. 

Zuilkowski, S. S., Henning, M., Zulu, J., & Matafwali, B. (2019). Zambia’s school re-entry policy for 

adolescent mothers: Examining impacts beyond re-enrollment. International Journal of 

Educational Development, 64, 1-7. 

Zulu, E. (2016). “Watipa Leza”: A critical re-engagement of Nsenga (African) religious values and 

disability. Journal of Disability & Religion, 20(1-2), 84-92. 

  



183 
 

Appendix A 

Semi-Structured Interview Guide 

GENERAL EXPERIENCE (Do not say these headings out loud to the parents, these are only to guide you in 

covering the different sections) 

First, I am going to ask you some general questions about your experience so far in raising a child with 

a disability. 

1. How has your journey been so far since your child was diagnosed with ________________. 

a. How old was he/she when he/she was diagnosed? 

b. So, its been_______ years since he/she was diagnosed? 

c. How would you describe your experiences in the past _____ years since his/her diagnosis? 

2. Please tell me about what it was like for you when he/she was diagnosed? 

3. What was your understanding of __________________'s diagnosis? 

Probe: When did you first notice something was different in your child and what did you notice 

first? 

Probe: What process did you go through once he/she was diagnosed? 

Probe: What professionals did you go to initially, and since then? 

4. Tell me a bit about any challenges that stood out for you during this time. 

STRESSORS   

Maladaptive & Adaptive Behavior (If the parent has ALREADY talked about these items,, then DO NOT 

REPEAT these questions, only ask the questions that you don't yet have an answer for). 

a. Describe some of the stresses that you have experienced over the years. 
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b. Did your child have any behavior difficulties? 

c. Tell me about your experience in dealing with his/her behaviors 

d. How independent is your child in daily life skills like personal care, helping at home, 

interacting with people etc.? 

e. How much do you think your child's skills and behaviours influenced your overall experience 

in raising him/her  

i. from No influence at all (1) to Extremely influenced (10) by it 

Other Life Events 

1. Did your family experience any big changes or major life events that added to your stress? How did 

you deal with it? 

2. Tell me about some highlights or positive changes you might have experienced as a parent or as a 

person. 

MEDIATORS  

Coping 

1. Tell me a bit about what helped you cope with the challenges that are related to raising a child with 

a disability? 

 

Probe: What kinds of things did you do in order to cope with the challenges you experienced on the 

way? (Only if needed) 

2. How did these coping strategies work for you OR how much did you think they influenced your 

overall experience? 

a. from No influence at all (1) to Extremely influenced (10) by it. 
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Self-efficacy 

1. How confident did you feel in your own ability to be able to help your child? 

2. Has this changed over time? 

3. This confidence in your ability to help your child - how much do you think it contributed to your 

experience and feelings about it overall? 

a. from No influence at all (1) to Extremely influenced (10). 

b. Tell me more about it. 

Mental Health 

1. How have you been feeling yourself? How have your experiences with your child affected you?  

2. At different times, did your own state of mind and emotions influence your overall experience? 

Family Hardiness 

1. In the event of any stressors or challenges, different families can cope in different ways  

a. How do you think your family adjusts and copes? 

2. What were some things that you as a family had to adjust with in order to deal with the daily 

challenges that your experience? 

3. Were any of your relationships effected by the time and energy you had to dedicate to your child? 

How so? 

4. To what extent do you think family's togetherness, adaptability and adjustment as a family influence  

a. from No influence at all (1) to Extremely influenced (10). 

Supports 

1. What kinds of family supports did you have - from your spouse/partner, his/her family, and friends. 



186 
 

a. Was it helpful or did it add to your stress at times? 

b. How much do you think it contributed to your experience and feeling. 

2. What about more formal services - what kinds of services have you or your child received over the 

years? 

a. How helpful have you found them to be? 

b. What kind of challenges, if any, did you experience? 

3. How much do you think it contributed to your experience? 

CULTURAL INFLUENCE  

1. In what ways do you think being from Zambia has influenced your experience of raising a child with 

a disability? 

 Probe: Were there ways in which it made things more difficult for you? 

 Probe: Were there ways in which it helped you with adapting and coping? 

2. What was your family's reaction to your child being diagnosed and the following challenges you 

faced as a parent? 

3. How did other people in your community react to your child's diagnosis? Have you experienced any 

difficulties socially? 

4. Do you think being from Zambia has had a significant influence on any of the different aspects we 

talked about? 
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Appendix B 

Parenting Stress in Parents of Children with Developmental Disabilities 

Information Letter 

Dear Parents, 

My Name is Busi Ncube and I am a doctoral student in the Clinical Developmental Psychology 

Program at York University in Toronto, Canada. I am writing to invite you to participate in a research 

study that I am doing as part of my doctoral dissertation, under the supervision of Dr. Adrienne Perry. 

The study is about the effect of raising a child with special needs such as Autism, Autism Spectrum 

Disorder, Pervasive Developmental Disorder, Asperger’s Syndrome, Intellectual Disability, Global 

Developmental Delay, Down Syndrome, Cerebral Palsy, etc., on Zambian Parents. This letter will 

describe the study and let you know how you can participate if you choose to do so. 

This research has been reviewed and approved by the York University Human Participants 

Review Committee in Toronto, Canada and ERES Converge IRB in Lusaka, Zambia. If you have any 

questions about this process, or about your rights as a participant in the study, please contact the 

secretary of ERES Converge IRB at [address].  

What is the Study About?  

Other research studies have found that having a child with a developmental disability has a 

negative impact on parents. As you know, parents experience stress because of the challenges of taking 

care of a child with special needs. On the other hand, they may also experience some positive results 

such as more -confidence and stronger family relationships. There are many different factors that can 

influence the experiences of each parent.  

Although most parents experience both challenges and positive results while taking care of their 

child with special needs, each experience can differ based on their beliefs, how well the child is accepted 

by the community, how supportive the family and community are, how easy it is to access support 

services (e.g., through government or community services), and how well the parent understands their 

child’s disability. Therefore, the goal of this study is to see whether these differences have an impact on 

the experience of raising a child with special needs. We expect that this information will help us to 

identify ways to help parents cope better and to have a more positive experience with their child. Very 

little research has been done on this topic, and it is very important to have such research because it 

could help professionals do a better job of understanding families’ needs and responding to them more 

effectively. This research can also provide guidance to government services and non-governmental 

organizations about what services and types of support are most needed among parents of children 

with special needs in Zambia.  

What is Involved? 

• If you choose to participate, we ask that you complete the questionnaire found in this package. 
It will take about 45 to 60 minutes to complete.  
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• You can also choose to complete this questionnaire online.  
o Please go to this link to access the questionnaire [link to questionnaire]  

• In order to understand your experience more deeply, we will also do interviews with some 
parents, which would take about 30 minutes on average. If you choose to participate in this 
interview, we will arrange for a time to meet you in person or talk to you over the phone.  

• Your child will not be directly involved in the study.   
What are the Potential Risks and Benefits?  

To thank you for giving us your time and supporting this research, we will be giving you ZMW 

240.  

❑ If you are completing this questionnaire using the hard copy attached, please fill out the receipt 
included with this package and return it to Busi Ncube [phone number] in the envelope 
provided. 

❑ If you are completing this questionnaire online, please fill out your name and address in the 
space provided at the end of the questionnaire. We will then deliver the honorarium to you.  

 The questionnaire and interview will involve giving us information about difficult times as well as 

positive experiences that you have experienced on this journey of taking care of your child. We do not 

anticipate any significant risks associated with participating in this study; however, discussing difficult 

times may bring up sadness, worry, anger, or discomfort. You can choose to not answer any question 

and you can stop participating in the study at any time if you feel uncomfortable.  

There are many services available to support parents of children with special needs in Zambia. 

Organizations such as the Zambia Association for Parents of Children with Disabilities and Special 

Hope Network provide resources for parents of children with developmental disabilities, including 

financial and emotional support.  

Will it be Private? 

Yes, we will keep your information private within the limits of law (e.g., if a child is in danger we 

must notify the proper personnel). 

We will only be asking for you name on the consent form, after which you will be given a 

participant number and your consent form will be kept in a separate file, and only I, Dr. Perry, and the 

researchers closely involved in this study will have access to it. The actual questionnaire and interview 

where your answers are written, will only have your participant number.  

We will be audio recording interviews in order for us to have time to record and summarize 

what you say during the interview. We will not say your name on the recording and when we write 

down what you said in the recording we will do this without including your name. After we have had 

time to write down what you said during the interview we will delete the recording. All information will 

be kept in a locked filing cabinet at York University for 10 years. The office is located in a building that 

is locked on evenings and weekends. Additionally, digital data, including audio recordings of the 

interviews, will be stored on an encrypted computer drive. After 10 years, hard copy data will be 

destroyed by shredding and digital data will be destroyed by deletion and overwriting of drives. When 

sharing the results of this study, we will never use your name or identifying you without your written 

permission.  
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Do I have a Choice about Participating? 

Yes, your participation in this study is completely voluntary and you may choose to stop 

participating at any time. Your decision not to participate will not affect your relationship with the 

researchers or York University. You will still receive the same services from any agency that you are 

involved with.  

You can stop participating in the study at any time, for any reason, if you decide to. If you decide 

to stop participating, you will still be eligible to receive the ZMW 240 for agreeing to be in the project. If 

you choose to stop participating in the study we will delete or shred all of the data we collected from 

you immediately. 

What is the Next Step if I want to Participate? 

If you are willing to participate,  

• please sign the consent form (there is also a copy for you to keep).  

• If you would also like to participate in the interview, please check off the box on the consent form, 
and sign the consent form for audio recording.  

• Please complete the questionnaire and return the questionnaire, consent forms and receipt (if 
completing a hard copy of this questionnaire) to us in the envelope provided.  

 

If you have any questions about the study, please contact the researcher, Busi Ncube, at [phone 

number] (leave a message for Busi) or email me at [email address].  

 

Thank you for reading this material and considering this request. 

 

Sincerely, 

 

 

 

 

 

  

Busi Ncube, M.A.  Adrienne Perry, Ph.D., C. Psych., BCBA-D   

PhD Candidate  Psychologist, Associate Professor, 

Clinical Developmental Psychology York University, Toronto, Canada 

York University, Toronto, Canada  
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Parenting Stress in Parents of Children with Developmental Disabilities 

 

Parent Consent Form for Study 

I have read and understood the description provided to me about the research being conducted by Busi 

Ncube and Dr. Adrienne Perry. I understand that the research has been approved by the York University 

Human Participants Review Committee in Toronto, Canada. 

I understand that my participation in the study is completely voluntary and I may choose to stop 

participating at any time. My decision not to volunteer will not influence the nature of my relationship 

with York University either now, or in the future. I understand that I will be provided with a ZMW 240 

honorarium. If I decide to stop participating, I will still be eligible to receive the honorarium of ZMW 240 

for agreeing to be in the project. My decision to stop participating, or to refuse to answer particular 

questions, will not affect my relationship with the researchers, York University, or any other group 

associated with this project. In the event that I withdraw from the study, all associated data collected 

will be immediately destroyed wherever possible. 

I understand that all information collected as part of this study will be kept confidential, except as 

required or allowed by law, and that specific information about myself and my child will only be seen by 

those directly involved in the research. I also understand that when results are shared in papers or 

presentations, no information that could identify my family will be used.  

I have been provided with the proper information to contact someone if I have any questions about this 

study. 

❑ I agree to participate in the study by completing a questionnaire 
 

❑ I would also be willing to participate in the individual interview (Optional. Please read the 
Consent for Audio Recording Interview, and sign if you agree) 

 

 

 

 

 

_________________ 

 

Thumb Print

_________________ 

 

Signature of Parent 

_________________ 

 

Name (please print) 

_________________ 

 

Date 
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This consent is valid for maximum of one year from the date of signing 

 

❑ I would like to receive a summary of the results of the study  
 

 

Phone number: __________________________________ 

or 

Email:  _________________________________________   

or 

Mail:  _________________________________________ 
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Appendix C 

Parenting Stress in Parents of Children with Developmental Disabilities 

Consent for Audio Recording 

I have read and understood the description provided to me about the research being conducted by Busi Ncube 

and Dr. Adrienne Perry. I understand that the research has been approved by the York University Human 

Participants Review Committee in Toronto, Canada. 

I understand that my interview with the researcher will be audio taped for accuracy of interview information. I 

also understand that: 

• This audio taped interview will be transcribed (typed out) without mine or my child's name in it, and 
my participant ID will be assigned to it.  

• This audio tape will be stored separately with the consent form, and nobody excepting the researchers 
directly involved with the study will have access to the original recording. 

• My name will never be associated with any of my responses in the interview, it will never be used in 
any written papers, presentations or publications, and only a summary of the entire interview data will 
be presented. 

I also understand that I would receive the ZMW 240 honorarium, even if I choose to not to participate in the 

interview. My decision to withdraw from the interview will not affect my relationship with or any services 

provided by York University. 

I have been provided with the proper information to contact someone if I have any questions about this study. 

❑ I agree to being audio taped during the interview, and thus agree to participate in the interview. 
 

In order to set up a time for this interview, please contact me  

by phone at _________________ or email at ___________________________________________. 

 

 

 

 

_________________ 

 

Thumb Print 

_________________ 

 

Signature of Parent 

_________________ 

 

Name (please print) 

_________________ 

 

Date 

 

This consent is valid for maximum of one year from the date of signing. 
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Appendix D 

Parenting Stress in Parents of Children with Developmental Disabilities 

Receipt for Honorarium 

 

Please fill out your name and address in the space provided below, so that we can deliver your honorarium 

(ZMW 240) to you.  

 

By filling this information out, I __________________________ am giving the researchers involved in this 

study to mail the honorarium to me. I know I can contact Busi Ncube at [phone number] or [email address]  

in case I do not receive it or if there are any issues with it. 

 

 

Address:______________________________________________________________________________ 
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Appendix E 

Questionnaire About African Mothers’ Experiences In Raising A Child With A Developmental Disability 

Please answer these questions about your child with disability, and your experiences in relation to 

raising this child. 

A.  Child's gender   M   F 
 

B. Child's age:  __________ 
 

C. Child's diagnosis: 

 Autism / Autism Spectrum Disorders / Asperger’s / PDD-NOS 

 Developmental disability / Intellectual Disability 

 Other__________________________________________________________ 
 

D. Was your child born in Canada? 

 No 

 Yes 
 

E. Which country was your child diagnosed in? 

 Canada 

 Other________________ 
 

F.  Please tell us about you as a parent and your family. 

F1. How old are you?  _______ 

F2. What is your ethnic background? ________________________________________________ 

F3. What language is most frequently spoken in the home? 

 English 

 French 

 Other: _________ 

F4. Do both parents speak English or French fluently? 

 Yes  

 No 

F5. What is the best way to describe the size of your community: 

 1.  Remote area of Canada 

 2.  Rural area of Canada 

 3.  Suburban area of Canada 

 4.  Urban area of Canada 
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F6. How many adults are living in the household? ________ 

F7. How many adults, if any, have a disability? ___________ 

 What disabilities (if any)? ________________________________ 

F8. How many children are living in the household in total, including the child you are reporting about? _________ 

F9. How many other children (not including the child you are reporting about), if any, have a disability? __________ 

 What disabilities (if any)? ________________________________ 

F10. What is the birth order of the child you are reporting about? 

 1.  Oldest or only child 4.  4th oldest child in family   

 2.  2nd oldest child in family 5.  5th oldest child or later  

 3.  3rd oldest child in family 

F11. Please indicate which of the following items you or your family own: 

 Bank account 

 Chair or bench 

 Computer 

 Cupboard 

 Electricity 

 Iron 

 Kitchen 

 Refrigerator 

 Mattress 

 Mobile Phone 

 Radio 

 Sewing Machine 

 Sofa 

 Table 

 TV 

 There are more than 2 people for every room in your home 

F12. Please rate your family’s access to the following items using the criteria (1 we have this, 2 we would like to 

have this but cannot it at the moment, 3 we do not want/need this at the moment) 

Do you and your family have:  

1. A cooked main meal every day? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

2. Meat or fish every other day? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

3. A roast meat joint (or something similar) at least once a week? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

4. Fresh vegetables on most days? 

 We have this 
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 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

5. Fresh fruit on most days? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

6. Cakes and biscuits on most days? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

7. Good quality ‘brand name’ food for family meals on most days? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

8. A weatherproof coat for each adult? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

9. A weatherproof coat for each child? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

10. Two pairs of all-weather shoes for each adult? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

11. Two pairs of all-weather shoes for each child? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

12. New, not second-hand clothes when you all need them? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

13. A best outfit for the children? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

14. Good quality, new ‘brand name’ clothes or shoes for children? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

15. A celebration with presents for friends and family at special occasions like birthdays? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

16. Toys and sports gear for the children? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

17. Money for trips, holidays, or outings, or going with gifts to parties? 

 We have this 

 We would like to have this, but cannot afford it at the moment 
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 We do not want/need this at the moment 

18. A one-week holiday away from home, not staying with relatives? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

19. A night out once a month? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

20. A colour TV set? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

21. Cable, satellite, or digital TV? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

22. A refrigerator (including a fridge freezer)? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

23. A separate deep freeze? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

24. A washing machine? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

25. A tumble dryer? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

26. A telephone (including a mobile phone)? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

27. A dishwasher? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

28. A video recorder? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

29. Central heating (including storage heaters)? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

30. A microwave oven? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 
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31. A car/van? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

32. A music system (tape or CD)? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

33. A home computer? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 

34. Are you and your family able to have friends or relatives for a meal, once a month? 

 We have this 

 We would like to have this, but cannot afford it at the moment 

 We do not want/need this at the moment 
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F13. Please answer these questions about yourself, 

the person completing the survey:  

Marital Status: 

1. Married 
2. Single  (Never married/divorced/widowed) 

What is your relationship to the child? 

1. Biological parent 
2. Adoptive parent 
3. Step parent  
4. Grandparent 
5. Other (Please specify__________________) 

Country of birth: ___________________________ 

If born outside of Canada, how old were you when you 

moved to Canada?__________________________ 

How many years have you lived in Canada? _______ 

What was your reason for moving to 

Canada?____________________________________

___________________________________________ 

What is your first language? ___________________ 

What is the highest level of education completed? 

1. Less than 7th grade 
2. Junior high / Middle school (9th grade) 
3. Partial high school (10th or 11th grade) 
4. High school graduate 
5. Partial college (at least one year) 
6. College / University graduate 
7. Graduate degree 

What is your occupation? Please be specific (e.g., 

legal secretary, bank executive, truck driver) 

___________________________________________ 

Do you currently work outside the home? 

1. Not currently 
2. Part-time 
3. Full-time 

Have you reduced your work hours to care for the child 

with a developmental disability? 

1. Yes 
2. No 

Have you increased your work hours to support the 

family because of having a child with a developmental 

disability? 

1. Yes 
2. No 
3. Sometimes 

F14. If you have a partner, please answer these 

questions  

What is his relationship to the child? 

1. Biological parent 
2. Adoptive parent 
3. Step parent  
4. Grandparent 
5. Other (Please specify__________________) 

Country of birth: ___________________________ 

If born outside of Canada, how old was he when he 

moved to Canada?_______________________________ 

How many years has he lived in Canada? 

___________________________ 

What was his reason for moving to 

Canada?_______________________________________

______________________________________________ 

What is his first language? ________________________ 

What is the highest level of education completed? 

1. Less than 7th grade 

2. Junior high / Middle school (9th grade) 

3. Partial high school (10th or 11th grade) 
4.  High school graduate 
5.  Partial college (at least one year) 
6.  College / University graduate 
7. Graduate degree 

What is his occupation? Please be specific (e.g., legal 

secretary, bank executive, truck driver) 

___________________________________________ 

Does he currently work outside the home? 

1. Not currently 
2. Part-time 
3. Full-time 

Has this person reduced his work hours to care for the 
child with a developmental disability? 

1. Yes 
2. No 

Has this person increased his work hours to support the 

family because of having a child with a developmental 

disability? 

1. Yes 
2. No 
3. Sometimes 
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F15. Have you had to go without any of the following in order to meet your child’s needs within the last year? 
(Choose all that apply) 

 Fresh fruit and vegetables at least once a day 
 Holiday away from home once a year (not staying with relatives) 
 Hobby or leisure activity  
 Shoes or clothing 
 Small amount of money each week to spend on yourself, not family 
 New furniture 
 Car 

 No 

G. Life Events [Items adapted from the Parenting Stress Index – Life Stress Scale (Abidin, 1995) and the 

GO4KIDDS Survey (Perry & Weiss, 2009)] - During the last 12 months, have any of the following events occurred 

in your immediate family?   

Has your family experienced (please check all that 

apply): 

 Separation 

 Divorce 

 Marital reconciliation 

 Marriage 

 Pregnancy 

 Other relative moved into household 

 Moved to a new location 

 Promotion at work 

 Began new job 

 Trouble with superiors at work 

 Serious illness or injury 

 Serious illness of close relative or friend 

   Recent immigration 

   Housing problems 

 Legal problems 

  Problems with police or other authority 

 Death of immediate family member 

 Death of close family friend 

 Went deeply into debt 

   Income increased substantially (20% or 

      more) 

Has your child with a disability (please check all that 

apply):   

 

 Entered new school 

 Been suspended or expelled from school 

 Transitioned to middle school 

 Transitioned to high school 

 Transitioned out of high school 

 Experienced another difficult transition  

               (Please specify _________________________) 

   Had difficulties with teacher  

               (Please specify _________________________) 

   Lost a good Educational Assistant or        

     Teacher 

   Lost a good paid caregiver (e.g. a nanny,     

      babysitter)  

               Diagnosis of another child/family member       

                  with disability 



201 
 

 

H. Child Health – adapted from the GO4KIDDS Scale (Perry & Weiss, 2009) 

H1. Compared with other children the same age, how healthy is your child? 
1. Very Unhealthy 
2. Unhealthy 
3. Average 
4. Healthy 
5. Very Healthy 

 

H2. How often in the past 2 months have you seen the following symptoms in your child? (1 Never, 2 
Monthly, 3 Weekly, 4 Daily, 5 Hourly) 

 Never Monthly Weekly Daily Hourly 

Anxiety or nervousness 1 2 3 4 5 

Depressed mood or extreme sadness 1 2 3 4 5 

Obsessive thoughts 1 2 3 4 5 

Compulsive behaviours 1 2 3 4 5 

Phobic responses or extreme fear 1 2 3 4 5 

Psychotic Behaviours 1 2 3 4 5 

H3. Does your child have any of the following? (check all that apply) 

 Problems using his/her legs (e.g., walking, 
running, standing – do not count 
clumsiness) 

 Problems using his/her hands (e.g., picking 
things up, holding a pencil) 

 Other problems with motor 
control/coordination (e.g., very clumsy) 

 Seizures 

 Major vision impairment 

 Major hearing impairment 

 Feeding or eating difficulties (gastro-
intestinal problems, feeding tubes, major 
allergies and sensitivities, etc.) 

 Heart problems 

 Asthma or other respiratory disease 

 Physical dysmorphology (unusual looking 
face, head, eyes, ears, fingers, toes) 

 Other: ______________________ 

 

 

I.  Scales of Independent Behaviour – Revised (Bruininks, Woodcock, Weatherman, & Hill, 1996) 

I1. Adaptive Behaviour – Mark how well the individual does (or could do) each task completely without any help or 

supervision. If you have not seen the individual do the task (or if he or she never has the chance to do the task), 

mark how well you think he or she could do the task now (without any help). Mark the highest rating (3: Does very 

well) for tasks that are now too easy for the individual. 

 Never or 

rarely 

Does, but 

not well 

Does 

fairly well 

Does very 

well 

1. Makes sounds or gestures to get attention. 0 1 2 3 

   Income decreased substantially  

 Alcohol or drug problem 

   Serious mental health problems 
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2. Reaches for a person whom he or she wants. 0 1 2 3 

3. Picks up small objects with hand. 0 1 2 3 

4. Swallows soft foods. 0 1 2 3 

5. Transfers small objects from one hand to the other hand. 0 1 2 3 

6. Stands for at least 5 seconds by holding on to furniture or 

other objects. 
0 1 2 3 

7. Pulls self into a standing position. 0 1 2 3 

8. Imitates actions when asked, such as waving or clapping 

hands. 
0 1 2 3 

9. Puts small objects into containers and takes them out 

again. 
0 1 2 3 

10. Stands alone and walks for at least 6 feet. 0 1 2 3 

11. Removes socks. 0 1 2 3 

12. Shakes head or otherwise indicates “yes” or “no” in 

response to a simple question such as, “Do you want some 

milk?” 

0 1 2 3 

13. Points to familiar pictures in a book on request. 0 1 2 3 

14. Says at least 10 words that can be understood by 

someone who knows him or her. 
0 1 2 3 

15. Eats solid foods with a spoon with little spilling. 0 1 2 3 

16. Ask simple questions (for example, “What’s that?”). 0 1 2 3 

17. Walks up and down stairs by alternating feet from step to 

step (may hold handrail). 
0 1 2 3 

18. Uses the toilet at regular times when placed on the toilet 

or a toilet chair or when taken to the bathroom. 
0 1 2 3 

19. Says last name when asked. 0 1 2 3 

 Never or 

rarely 

Does, but 

not well 

Does 

fairly well 

Does very 

well 

20. Uses the toilet, including removing and replacing 

clothing, with no more than one accident per month. 
0 1 2 3 

21. Uses complex sentences containing “because” (for 

example, “I’m not going outside today because it’s raining”). 
0 1 2 3 

22. Takes appropriate-size portions from serving dishes. 0 1 2 3 
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23. Prints first name, copying from an example. 0 1 2 3 

24. Changes clothing that is dirty from normal wear. 0 1 2 3 

25. Ties shoelaces and keeps them tied. 0 1 2 3 

26. Adjusts the water faucets for proper temperature in the 

bathtub or shower. 
0 1 2 3 

27. Goes at least 4 blocks (or ¼ mile) from home, school, or 

work alone or with friends of the same age. 
0 1 2 3 

28. Reads and understands materials such as books, 

comics, or magazines. 
0 1 2 3 

29. Washes and dries dishes and puts them away. 0 1 2 3 

30. Finds a telephone number in the white pages. 0 1 2 3 

31. Gives directions to help someone else find his or her way 

to a place at least ½ mile away. 
0 1 2 3 

32. Accepts criticism of a job without showing anger. 0 1 2 3 

33. Reads one or more articles in a regular newspaper at 

least weekly. 
0 1 2 3 

34. Loads and operates a washing machine using an 

appropriate setting and amount of detergent. 
0 1 2 3 

35. Reaches unfamiliar locations in a city or town with the 

use of a map. 
0 1 2 3 

36. Makes purchases with a check. 0 1 2 3 

37. Makes appointments for periodical medical or dental 

examinations. 
0 1 2 3 

38. Purchases with a credit card, or has loans, and makes 

payments in a timely manner. 
0 1 2 3 

39. Explains the terms of a written contract, such as 

installment purchase agreement. 
0 1 2 3 

40. Performs interior and exterior maintenance jobs (for 

example, painting or replacing broken windows. 
0 1 2 3 

I2. Problem Behaviour – Some behaviours are common at certain ages and are not of concern. Sometimes they 

cause a problem. If an individual does not exhibit problem behaviours in a category, check “No” and score the item 

“Never” (0) for frequency and “Not serious” (0) for severity. If you check “Yes,” check its frequency and severity.  
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1.  Hurtful to self – Does (name) injure his/her own body—for example, by hitting self, banging head, scratching, 

cutting or puncturing, biting, rubbing skin, pulling out hair, picking on skin, biting nails, or pinching self? 

    No   

 Yes  

             a) FREQUENCY: How often does the behaviour usually occur? (circle one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (circle one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 

2.  Hurtful to Others – Does (name) cause physical pain to other people or to animals—for example, by hitting, 

kicking, biting, pinching, scratching, pulling hair, or striking with an object? 

    No  

 Yes  

             a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 

3. Destructive to Property – Does (name) deliberately break, deface, or destroy things—for example, by hitting, 

tearing or cutting, throwing, burning, or marking or scratching things? 
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   No   

 Yes  

a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 

 

4.  Disruptive Behaviour – Does (name) interfere with the activities of others—for example, by clinging, pestering 

or teasing, arguing or complaining, picking fights, laughing or crying without reason, interrupting, or yelling or 

screaming? 

    No   

Yes 

             a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 
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5.  Unusual or Repetitive Habits – Does (name) have any unusual behaviours that he/she may do over and over—

for example, pacing, rocking, twirling fingers, sucking hands or objects, twitching (nervous tics), talking to self, 

grinding teeth, eating dirt or other objects, eating too much or too little, staring at an object or into space, or making 

odd faces or noises? 

    No   

 Yes  

a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 

 

6.  Socially Offensive Behaviour – Does (name) behave in ways that are offensive to others—for example, talking 

too loudly, swearing or using vulgar language, lying, standing too close or touching others too much, threatening, 

talking nonsense, spitting at others, picking nose, belching, expelling gas, touching genitals, or urinating in 

inappropriate places? 

    No   

 Yes  

a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 
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7.  Withdrawal or Inattentive Behaviour– Does (name) have difficulty being around others or paying attention—for 

example, keeping away from other people, expressing unusual fears, showing little interest in activities, appearing 

sad or worried, showing little concentration on a task, sleeping too much, or talking negatively about self? 

    No   

 Yes  

a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 

 

8.  Uncooperative Behaviour– Does (name) have any behaviour that is uncooperative—for example, refusing to 

obey, do chores, or follow rules; acting defiantly or pouting; refusing to attend school or go to work; arriving late at 

school or work; refusing to take turns or share; cheating; stealing; or breaking laws? 

    No   

 Yes  

a) FREQUENCY: How often does the behaviour usually occur? (check one) 

0 Never 
1 Less than once a month 
2 One to 3 times a month 
3 One to 6 times a week 
4 One to 10 times a day  
5 One or more times an hour 

  

             b) SEVERITY: How serious is the problem usually caused by this behaviour? (check one) 

0 Not serious; not a problem 
1 Slightly serious; a mild problem 
2 Moderately serious; a moderate problem                         
3 Very serious; a severe problem          
4 Extremely serious; a critical problem 
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J.  In the following section, please tell us about the positive and negative impact on YOU as a 

MOTHER of a child with a disability. 

 

J1. QRS-F – Parent and Family Problems Subscale (Friedrich, Greenberg, & Crinc, 1983). This part of the 

questionnaire deals with your feelings about your child.  There are many blanks below.  Imagine your child’s name 

filled in on each blank.  Give your honest feelings and opinions.  Please answer all of the questions even if they do 

not seem to apply.  If it is difficult to decide True (T) or False (F), answer in terms of what you or your family feel or do 

most of the time.  Sometimes the questions refer to problems your family does not have.  Nevertheless, they can be 

answered True or False even then.  Please begin.  Remember to answer all of the questions. 

 True False 

1. Other members of the family have to do without things because of______. T F 

2. Our family agrees on important matters. T F 

3. The constant demands for care for _____ limit growth and development of someone else 

in our family. 

T F 

4. I have given up things i have really wanted to do in order to care for _____. T F 

5. _____ is able to fit into the social family group. T F 

6. In the future, our family's social life will suffer because of increased responsibilities and 

financial stress. 

T F 

7. I can go visit with friends whenever I want. T F 

8. Taking _____ on vacation spoils the pleasure for the whole family. T F 

9. The family does as many things together now as we ever did. T F 

10. I get upset with the way my life is going. T F 

11. There are many places where we can enjoy ourselves as a family when _____ comes 

along. 

T F 

12. It is easy for me to relax. T F 

13. I get almost too tired to enjoy myself. T F 

14. There is a lot of anger and resentment in our family. T F 

15. The constant demands to care for _____ limit my growth and development. T F 

16. I feel sad when I think of _____. T F 

17. Caring for _____ puts a strain on me. T F 
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18. Members of our family get to do the same kinds of things other families do. T F 

19. I rarely feel blue. T F 

20. I am worried much of the time. T F 

J2Positive Gain Scale (Pit-ten Cate, 2003)  - The following statements focus on your own and your family’s 

experiences of having a child with disability.   

 Strongly 

Disagree 

Disagree Not 

Sure 

Agree Strongly 

Agree 

1. Since having this child, I feel I have grown as a person. 1 2 3 4 5 

2. Having this child has helped me to learn new things / 

skills. 

1 2 3 4 5 

3. Raising this child helps put life into perspective. 1 2 3 4 5 

4. Since having this child, my family has become closer to 

one another. 

1 2 3 4 5 

5. Since having this child, my family has become more 

tolerant and accepting. 

1 2 3 4 5 

6. Since having this child, I have become more 

determined to face up to challenges. 

1 2 3 4 5 

7. Since having this child, I have a greater 

understanding of other people. 

1 2 3 4 5 

 

J3WHOQOL-BREF (World Health Organization, 1997)  - The following statements ask how you feel about your 

quality of life, health, or other areas of your life. Please answer all the questions. If you are unsure about which 

response to give to a question, please choose the one that appears most appropriate. This can often be your first 

response.   

 Very poor Poor Neither poor 

nor good 

Good Very good 

1. How would you rate your quality of life? 1 2 3 4 5 
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 Very 

dissatisfied 

Dissatisfied Neither 

satisfied nor 

dissatisfied 

Satisfied Very 

satisfied 

2. How satisfied are you with your health? 1 2 3 4 5 

      

 Not at all A little A moderate 

amount 

Very much An extreme 

amount 

3. To what extent do you feel that physical 

pain prevents you from doing what you 

need to do? 

1 2 3 4 5 

4. How much do you need any medical 

treatment to function in your daily life? 

1 2 3 4 5 

5. How much do you enjoy life? 1 2 3 4 5 

6. To what extent do you feel your life to 

be meaningful? 

1 2 3 4 5 

 

 Not at all A little A moderate 

amount 

Very much Extremely 

7. How well are you able to concentrate? 1 2 3 4 5 

8. How safe do you feel in your daily life? 1 2 3 4 5 

9. How healthy is your physical 

environment? 

1 2 3 4 5 

 

 Not at all A little Moderately Mostly Completely 

10. Do you have enough energy for 

everyday life? 

1 2 3 4 5 

11. Are you able to accept your bodily 

appearance? 

1 2 3 4 5 

12. Have you enough money to meet your 

needs? 

1 2 3 4 5 
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13. How available to you is the 

information that you need in your day-to-

day life? 

1 2 3 4 5 

14. To what extent do you have the 

opportunity for leisure activities? 

1 2 3 4 5 

 

 Very poor Poor Neither poor 

nor good 

Good Very good 

15. How well are you able to get around? 1 2 3 4 5 

 

 Very 

dissatisfied 

Dissatisfied Neither 

satisfied nor 

dissatisfied 

Satisfied Very 

satisfied 

16. How satisfied are you with your sleep? 1 2 3 4 5 

17. How satisfied are you with your ability 

to perform your daily living activities? 

1 2 3 4 5 

18. How satisfied are you with your 

capacity for work? 

1 2 3 4 5 

19. How satisfied are you with yourself? 1 2 3 4 5 

20. How satisfied are you with your 

personal relationships? 

1 2 3 4 5 

21. How satisfied are you with your sex 

life? 

1 2 3 4 5 

22. How satisfied are you with the support 

you get from your friends? 

1 2 3 4 5 

23. How satisfied are you with the 

conditions of your living place? 

1 2 3 4 5 

24. How satisfied are you with your access 

to health services? 

1 2 3 4 5 

25. How satisfied are you with your 

transport? 

1 2 3 4 5 
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 Never Seldom Quite often Very often Always 

25. How often do you have negative 

feelings such as blue mood, despair, 

anxiety, depression? 

1 2 3 4 5 

 

K. Please tell us about other factors that may impact your experience as a mother. 

K1. Kessler 6-Item Psychological Distress Scale (K6; Kessler et al., 2003) - During the past 4 weeks how much 

of the time did YOU feel… 

 None of 

the time 

A little of 

the time 

Some of 

the time 

Most of 

the time 

All of the 

time 

1. So sad nothing could cheer you up 0 1 2 3 4 

2. Nervous 0 1 2 3 4 

3. Restless or fidgety 0 1 2 3 4 

4. Hopeless 0 1 2 3 4 

5. That everything was an effort 0 1 2 3 4 

6. Worthless 0 1 2 3 4 

 
K2. COPE Inventory (Carver, Scheier, & Weintraub, 1989) -  There are many ways to try to deal with problems. 
Obviously, different people deal with things in different ways, but I'm interested in how you've tried to deal with your 
problems. Each item says something about a particular way of coping. Please indicate the extent to which you've 
been doing what the item says. How much or how frequently. Don't answer on the basis of whether it seems to be 
working or not—just whether or not you're doing it. Use these response choices. Try to rate each item separately in 
your mind from the others. Make your answers as true FOR YOU as you can. 

 Haven't been 

doing this at 

all 

Been doing 

this a little 

bit 

Been doing 

this a 

medium 

amount 

Been doing 

this a lot 

 1. I've been turning to work or other activities to take 

my mind off things. 

1 2 3 4 

 2. I've been concentrating my efforts on doing 

something about the situation I'm in. 

1 2 3 4 

 3. I've been saying to myself "this isn't real." 1 2 3 4 

 4. I've been using alcohol or other drugs to make 

myself feel better. 

1 2 3 4 



213 
 

 Haven't been 

doing this at 

all 

Been doing 

this a little 

bit 

Been doing 

this a 

medium 

amount 

Been doing 

this a lot 

 5. I've been getting emotional support from others. 1 2 3 4 

 6. I've been giving up trying to deal with it. 1 2 3 4 

 7. I've been taking action to try to make the situation 

better. 

1 2 3 4 

 8. I've been refusing to believe that it has happened. 1 2 3 4 

 9. I've been saying things to let my unpleasant 

feelings escape. 

1 2 3 4 

 10. I’ve been getting help and advice from other 

people. 

1 2 3 4 

 11. I've been using alcohol or other drugs to help me 

get through it. 

1 2 3 4 

 12. I've been trying to see it in a different light, to 

make it seem more positive. 

1 2 3 4 

 13. I’ve been criticizing myself. 1 2 3 4 

 14. I've been trying to come up with a strategy about 

what to do. 

1 2 3 4 

 15. I've been getting comfort and understanding from 

someone. 

1 2 3 4 

 16. I've been giving up the attempt to cope. 1 2 3 4 

 17. I've been looking for something good in what is 

happening. 

1 2 3 4 

 18. I've been making jokes about it. 1 2 3 4 

 19. I've been doing something to think about it less, 

such as going to movies, watching TV, reading, 

daydreaming, sleeping, or shopping. 

1 2 3 4 

 20. I've been accepting the reality of the fact that it has 

happened. 

1 2 3 4 

 21. I've been expressing my negative feelings. 1 2 3 4 

 22. I've been trying to find comfort in my religion or 

spiritual beliefs. 

1 2 3 4 
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 23. I’ve been trying to get advice or help from other 

people about what to do.  

1 2 3 4 

24. I've been learning to live with it. 1 2 3 4 

 Haven't been 

doing this at 

all 

Been doing 

this a little 

bit 

Been doing 

this a 

medium 

amount 

Been doing 

this a lot 

 25. I've been thinking hard about what steps to take. 1 2 3 4 

 26. I’ve been blaming myself for things that happened. 1 2 3 4 

 27. I've been praying or meditating. 1 2 3 4 

 28. I've been making fun of the situation. 1 2 3 4 

 

L.  So far you told us about your own experiences. In the following section, please tell us about the 

experiences of YOUR FAMILY. 

L1. The Family Impact of Childhood Disability (Trute & Hiebert-Murphy, 2002) - In your view, what have been 

the family consequences (positive and/or negative) of having a child with a disability in your family?  Please circle 

answers below. 

 Not at all To a mild 

degree 

To a 

moderate 

degree 

To a 

substantial 

degree 

1. We have experienced extraordinary time demands 

created in looking after the needs of this child. 

1 2 3 4 

2. We have had an unwelcome disruption to "normal" 

family routines. 

1 2 3 4 

3. The experience has brought us closer to God. 1 2 3 4 

4. It has led to additional financial costs. 1 2 3 4 

5. Family members do more for each other than they 

do for themselves. 

1 2 3 4 

6. Having a disabled child has led to an improved 

relationship with my spouse. 

1 2 3 4 

7. It has led to limitations in social contacts outside the 

home. 

1 2 3 4 

8. The experience has made us come to terms with 

what should be valued in life. 

1 2 3 4 
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9. Chronic stress in the family has been a 

consequence. 

1 2 3 4 

10. This experience has helped me appreciate how 

every child has a unique personality and special 

talents. 

1 2 3 4 

11. We have had to postpone or cancel major 

holidays. 

1 2 3 4 

 Not at all To a mild 

degree 

To a 

moderate 

degree 

To a 

substantial 

degree 

12. Family members have become more tolerant of 

differences in other people and generally more 

accepting of physical or mental differences between 

people. 

1 2 3 4 

13. It has led to a reduction in time we could spend 

with our friends. 

1 2 3 4 

14. The child's disability has led to positive personal 

growth, or more strength as a person in mother and/or 

father. 

1 2 3 4 

15. Because of the situation, we have hesitated to 

phone friends and acquaintances. 

1 2 3 4 

16. The experience has made family members more 

aware of other people's needs and struggles which are 

based on disability. 

1 2 3 4 

17. The situation has led to tension with my spouse. 1 2 3 4 

18. The experience has taught me that there are many 

special pleasures from a child with disabilities. 

 2 3 4 

19. Because of the circumstances of the child's 

disability, there has been a postponement of major 

purchases. 

1 2 3 4 

20. Raising a disabled child has made life more 

meaningful for family members. 

1 2 3 4 

L2. Inventory for Family Protective Factors – Compensating Experiences Subscale - How true are the following 
statements for your family? 

 Not True 

At All 

Mostly 

Not True 

Somewhat 

True 

Mostly 

True 

Very 

True 

1. Our family has been able to resolve many (but not 
all) of our problems by ourselves. 

1 2 3 4 5 
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2. Our family has control over many (but not all) 
events in our lives. 

1 2 3 4 5 

3. Our family has coped well with one or more major 
stressors in our lives. 

1 2 3 4 5 

4. Our family has been able to “make the best out of a 
bad situation” a number of times. 

1 2 3 4 5 

 

 

 

 

 

L3. Marital Satisfaction (if married or in long-term relationship) - adapted from the GO4KIDDS Survey (Perry & 

Weiss, 2009).   

Skip these 2 questions if you are single. 

I5. How happy is your marriage/relationship? 

  1   2  3  4  5 

  Very  

  unhappy Unhappy Mixed  Happy  Very happy 

I6. How much support do you feel you receive from your spouse/partner related to caring for your child with a 
developmental disability? 

  1   2  3  4  5 

  Makes it Not helpful Somewhat Very helpful Extremely helpful, 

more difficult   or sometimes   I depend on them 

    helpful 

 

L4. Family Support Scale (Dunst, Jenkins, & Trivette, 1984) - Listed below are people and groups that 
oftentimes are helpful to members of a family raising a child.  The following questions asks you to rate how helpful 
each source is to your family.  Please circle the response that describes how helpful the sources have been to your 
family during the past 3 to 6 months.   

How helpful has each of the following 
been to you in terms of raising your 
child(ren) 

Not 

available 

Not at all 

helpful 

Sometim

es helpful 

Generally 

helpful 

Very 

helpful 

Extremely 

helpful 

1. My parents NA 1 2 3 4 5 

2. My spouse/partner's parents NA 1 2 3 4 5 

3. My relatives NA 1 2 3 4 5 
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4. My spouse/partner's relatives NA 1 2 3 4 5 

5. Spouse or partner NA 1 2 3 4 5 

6. My friends NA 1 2 3 4 5 

7. My spouse/partner's friends NA 1 2 3 4 5 

8. My own children NA 1 2 3 4 5 

9. Other parents NA 1 2 3 4 5 

10. Co-workers NA 1 2 3 4 5 

11. Parent groups NA 1 2 3 4 5 

12. Social groups/clubs NA 1 2 3 4 5 

13. Church or religious 
community/spiritual leader 

NA 1 2 3 4 5 

14. My family or child's physician NA 1 2 3 4 5 

15. Child's intervention program NA 1 2 3 4 5 

 Not 

available 

Not at 

all 

helpful 

Sometimes 

helpful 

Generally 

helpful 

Very 

helpful 

Extre

mely 

helpf

ul 

16. School/day-care centre NA 1 2 3 4 5 

17. Professional helpers (social workers, 
therapists, teachers, etc.) 

NA 1 2 3 4 5 

18. Professional agencies (public health, 
social services, mental health, etc.) 

NA 1 2 3 4 5 

19. Other_______________________ NA 1 2 3 4 5 

20. Other_______________________ NA 1 2 3 4 5 

L5. Please add any comments about the positive and/or negative impact of having a child with a 

developmental/intellectual disability on you and your family. 
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L6. Does your child have access to a school that is appropriate for your child and is able to meet your child’s needs? 

 Yes 

 No 

 Comment:  

L7. Please rate your satisfaction with the following aspects of your child’s schooling on a 5 point Likert scale (1 Very 

Dissatisfied – 5 Very Satisfied) using the following 11 items 

1. How Satisfied are you with: 1  2  3  4 5 

2. Type of classroom and 

education program 

1  2  3  4 5 

3. Your child’s classroom staff 1  2  3  4 5 

4. Communication between you 

and the school staff 

1  2  3  4 5 

5. Specialized treatments received 

in school (e.g., SLP, OT) 

1  2  3  4 5 

6. Process of setting goals by the 

school (e.g., IEP) 

1  2  3  4 5 

7. Your child’s academic progress 1  2  3  4 5 

8. Your child’s behavioural 

progress 

1  2  3  4 5 

9. Your child’s social skills 

progress 

1  2  3  4 5 

10. Your child’s inclusion in class 

activities 

1  2  3  4 5 

11. Your child’s social inclusion by 

typical peers 

1  2  3  4 5 

Please add any comments about your 

child’s school situation:  

 

L8. Medical/Healthcare Support 
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1. Do you have a family doctor? 

 Yes 

 No 

2. In addition to your family doctor do you see any of the following medical specialists to support your child’s 

healthcare needs? 

 Paediatrician 

 Developmental Paediatrician 

 Psychiatrist 

3. Do you have a medical specialist who understands your child’s disability and is competent in caring for them? 

 Yes 

 No 

4. Overall, how satisfied are you with the quality of healthcare that your child receives? 

Very Dissatisfied Dissatisfied Mixed/Unsure Satisfied Very Satisfied 

1 2 3 4 5 
 

L9. Religious Support 

1. Do you have a religious elder or leader who has been able to offer you comfort or other support in response to 

your child’s condition? 

 Yes 

 No 

 Comments:  

2. Have you sought support from a traditional healer for your child’s condition? 

 Yes 

 No 

 Comments:  

L10. Respite Care 

1. Do you have any friends or family members who are available to help you take care of your child when you need 

a break or extra support? 

 Yes  

 No 

 Comment:  

2. Do you have access to professional services that will provide you with temporary care for your child (respite 

care) when you need it? 

 Yes  

 No 

 Comment:  

3. If Yes, do you receive this respite care in your home or outside your home? 

 Inside the home 

 Outside the home 

 Both inside and outside the home 

 

M.  Stigma 

The Stigma-by-Association Scale (Sanden et al., 2015): 

People who have children with disabilities at times find that they too are stigmatized by others due to their 
association with a child who has a disability. This can bring up reactions about what seeking help would mean. 
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Please use the 5-point scale to rate the degree to which each item describes how you might react in this situation. 
Circle the number that best corresponds with your opinion. 

1 = Strongly Disagree 2 = Disagree 3 = Agree & Disagree Equally 4 = Agree 5 = Strongly Agree 

1. There was a time when I worried whether people would find out 

about my son or daughter’s disability. 

1 2 3 4 5 

2. There was a time when I worried that my neighbours would treat 

me differently because of my son or daughter’s disability. 

1 2 3 4 5 

3. There was a time when, because of my son or daughter’s disability, 

I felt the need to hide his or her condition. 

1 2 3 4 5 

4. There was a time when, because of my son or daughter’s disability, 

I kept his or her condition a secret.  

1 2 3 4 5 

5. There was a time when, because of my son or daughter’s disability, 

I worried that friends and neighbours would avoid me after they 

found out about it.  

1 2 3 4 5 

6. There was a time when, because of my son or daughter’s disability, 

I didn’t see some of my friends and neighbours as often as I did 

before.  

1 2 3 4 5 

7. There was a time when, because of his or her disability, I avoided 

going to large parties or social events with my son or daughter.  

1 2 3 4 5 

8. There was a time when, because of my son or daughter’s disability, 

I worried that even my best friends would treat me differently.  

1 2 3 4 5 

9. There was a time when, because of my son or daughter’s disability, 

I felt ashamed or embarrassed about his or her condition. 

1 2 3 4 5 

 

N. Influence of Canadian culture - Please answer each question as carefully as possible by circling one of the 

numbers to the right of each question to indicate your degree of agreement or disagreement. 

Many of these questions will refer to your heritage culture, meaning the original culture of your family (other 

than North American), the culture that has influenced you most. It may be the culture of your birth, the culture in 

which you have been raised, or any culture in your family background. If there are several, pick the one that has 

influenced you most (e.g. Ghanaian, Irish, Chinese, Mexican,). If you do not feel that you have been influenced by 

any other culture, please name a culture that influenced previous generations of your family.   

Please write your heritage culture (other than North American) here: __________________________ 

 

       Strongly    Neutral/         Strongly 

       Disagree         Disagree  Depends      Agree       Agree 

            1 2 3    4       5         6          7           8           9 

 

1. I often participate in my heritage cultural traditions.   1     2     3     4     5     6     7     8     9 

2. I often participate in mainstream Canadian cultural traditions. 1     2     3     4     5     6     7     8     9 

3. If was/am single, I would be willing to marry a person from my 

heritage culture. 
1     2     3     4     5     6     7     8     9 
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4. If was/am single, I would be willing to marry a typical Canadian 

person. 
1     2     3     4     5     6     7     8     9 

5. I enjoy social activities with people from the same heritage culture as 

myself. 
1     2     3     4     5     6     7     8     9 

6. I enjoy social activities with typical Canadian people. 1     2     3     4     5     6     7     8     9 

7. I am comfortable working with people of the same heritage culture as 

myself. 
1     2     3     4     5     6     7     8     9 

8. I am comfortable working with typical Canadian people.  1     2     3     4     5     6     7     8     9 

9. I enjoy entertainment (e.g. movies, music) from my heritage culture. 1     2     3     4     5     6     7     8     9 

10. I enjoy Canadian entertainment (e.g. movies, music).  1     2     3     4     5     6     7     8     9 

11. I often behave in ways that are typical of my heritage culture. 1     2     3     4     5     6     7     8     9 

12. I often behave in ways that are typically Canadian. 1     2     3     4     5     6     7     8     9 

13. It is important for me to maintain or develop the practices of my 

heritage culture. 
1     2     3     4     5     6     7     8     9 

14. It is important for me to maintain or develop Canadian cultural 

practices. 
1     2     3     4     5     6     7     8     9 

15. I believe in the values of my heritage culture. 1     2     3     4     5     6     7     8     9 

16. I believe in mainstream Canadian values. 1     2     3     4     5     6     7     8     9 

17. I enjoy the jokes and humor of my heritage culture. 1     2     3     4     5     6     7     8     9 

18. I enjoy typical Canadian jokes and humor. 1     2     3     4     5     6     7     8     9 

19. I am interested in having friends from my heritage culture. 1     2     3     4     5     6     7     8     9 

20. I am interested in having Canadian friends.  1     2     3     4     5     6     7     8     9 
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Appendix F 

 Experiences of Zambian Parents of Children with a Disability 

Information Letter for Focus Group 

My Name is Busi Ncube and I am a PhD student in the Clinical Developmental Psychology Program at York 

University in Toronto, Canada. You recently participated in my study about the experiences of Zambian parents 

who have a child with a developmental disability. I am inviting a group of [parents/service providers] to 

participate in a discussion about the study you participated in and the results that we found. We would like 

[parents/service providers] like yourself to share your opinions on our findings in order to ensure that our 

interpretations provide an accurate account of your experiences. Please note that you do not need to 

participate in the discussion to get a copy of the results.  

Questions About the Research?  

If you have any questions about the research in general or about your role in the study, please feel free to 

contact Dr. Perry by phone at [phone number] or Busi Ncube at [phone number]. You may also email us at 

[email address]. This research has received ethics review and approval by the Human Participants Review Sub-

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, please contact the Sr. Manager & Policy Advisor for the Office of Research Ethics, York University, 

Toronto, Canada. 

What is Involved? 

• If you choose to participate, we ask that you join us in person for a 1-2 hour group discussion. The 
discussion will involve us sharing the results of the study with you, and you and a group of other 
[parents/service providers] letting us know your thoughts and opinions about the results. The 
discussion may cause you to remember difficult times as well as successes that you may have 
experienced on this journey of taking care of your child. 

• Your child with a developmental disability does not have to attend and will not be directly involved in 
the study.   

What are the Potential Risks and Benefits?  

As a token for giving us your time and supporting this research, we will be providing you with an 

honorarium of ZMW 100 (approx. $12 CAD).  

We do not anticipate any significant risks associated with participating in this study; however, 

discussing difficult times may bring up strong negative emotions and discomfort. You can choose to not 

respond to certain questions or discontinue participation at any point if you feel uncomfortable.  

There are a number of services available to support parents of children with developmental disabilities 

in Canada. Organizations such as the Zambia Association for Parents of Children with Disabilities and Special 

Hope Network provide resources for parents of children with developmental disabilities, including financial 

and emotional support.  

Will it be Confidential? 

The researchers will make an effort to maintain your privacy throughout the study and afterwards.  
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We, the researchers, will keep all information you provide confidential within the limits of law (e.g., if a child is 

in danger we must break confidentiality). However, the other research participants will be aware of your 

identity as you will be participating in the study and sharing information with one another present. We ask 

that everyone who participates keeps the identity of other participants confidential; however, unfortunately, 

we cannot guarantee that other research participants will not share your information.   

We will only be asking for you name on the consent form. Your consent form will be kept in a private 

file, and only I, Dr. Perry, and the researchers closely involved in this study will have access to it.  

We will be audio recording focus groups in order for us to have accurate data to summarize. We will 

transcribe the audio recordings without names and then destroy the audio files. All information will be stored 

securely in a locked filing cabinet at York University for 10 years. The office is located in a building that is 

locked on evenings and weekends. Additionally, digital data, including audio recordings of the focus groups, 

will be stored on an encrypted USB drive. After 10 years, hard copy data will be destroyed by shredding and 

digital data will be destroyed by deletion and overwriting of drives. When presenting or publishing the results 

of this research, we will never use your name or identifying information without your written permission.  

Do I have a Choice about Participating? 

Yes, your participation in this study is completely voluntary and you may choose to stop participating 

at any time.  Your decision not to volunteer will not influence the nature of your relationship with York 

University either now, or in the future. You will still receive the same services from any agency that you are 

involved with.  

You can stop participating in the study at any time, for any reason, if you so decide.  If you decide to 

stop participating, you will still be eligible to receive the honorarium of ZMW 100 (approx. $12 CAD) for 

agreeing to be in the project. Your decision to stop participating, or to refuse to answer particular questions, 

will not affect your relationship with the researchers, 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 

Thank you for reading this material and considering this request. 

Sincerely, 

 

  

Busi Ncube, M.A.  Adrienne Perry, Ph.D., C. Psych., BCBA-D   

PhD Candidate  Psychologist, Associate Professor, 

Clinical Developmental Psychology York University, Toronto, Canada 

York University, Toronto, Canada  
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Experiences of Zambian Parents of Children with a Disability 

Consent Form for Focus Group 

I have read and understood the description provided to me about the research being conducted by Busi Ncube 

and Dr. Adrienne Perry. I understand that the research has been approved by the York University Human 

Participants Review Committee in Toronto, Canada. 

 

I understand that my participation in the study is completely voluntary and I may choose to stop participating 

at any time. My decision not to volunteer will not influence the nature of my relationship with York University 

either now, or in the future. I understand that I will be provided with a ZMW 100 honorarium. If I decide to 

stop participating, I will still be eligible to receive the honorarium of ZMW 100 for agreeing to be in the project. 

My decision to stop participating, or to refuse to answer particular questions, will not affect my relationship 

with the researchers, York University, or any other group associated with this project. In the event that I 

withdraw from the study, all associated data collected will be immediately destroyed wherever possible. 

 

I understand that all information collected as part of this study will be kept confidential by the researchers, 

except as required or allowed by law, and that specific information about myself and my child will only be seen 

by those directly involved in the research. However, I also understand that my identity will be known to the 

other people participating in the focus group and I am aware that the researchers cannot confirm that the 

other participants will not share my identity or my information. I also understand that when results are 

shared in papers or presentations, no information that could identify my family will be used.  

 

I understand that the focus group will be audio taped for accuracy of collecting focus group information. I also 

understand that: 

• This audio taped focus group will be transcribed (typed out) without mine or my child's name in it.  

• This audio tape will be stored separately with the consent form, and nobody excepting the researchers 
directly involved with the study will have access to the original recording. 

• My name will never be associated with any of my responses in the focus group, it will never be used in 
any written papers, presentations or publications, and only a summary of the entire focus group data 
will be presented. 

I have been provided with the proper information to contact someone if I have any questions about this study. 

 

❑ I agree to being audio taped during the focus group, and thus agree to participate in the focus group. 
 

 

_________________________  __________________________  __________________            

Signature of participant   Name (please print)   Date 
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This consent is valid for maximum of one year from the date of signing 

 

❑ I would like to receive a summary of the results of the study  
  

Email:  _________________________________________   

or 

Phone:  __________________________________________ 

 

❑ I give permission for the researchers to share my identity as someone who participated in this research 
study (NOT REQUIRED). 
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Appendix G 

Focus Group Discussion Guide 

Introduction 

Hello, my name is Busi as you all know. I’m very appreciative of you joining me here today. The goal of this 

whole project is to learn about what it is like to be a mother of a child with special needs in Zambia. So I’ve 

asked a lot of questions to many mothers and today I just wanted to discuss with you some of the things that I 

found so I can hear your opinions.  

Mutual Respect and Confidentiality 

Please when others share their thoughts or opinions it’s important for us to be respectful even if we have had 

a different experience. You can just offer to also share your own experience if it’s different from what 

someone else has said. Also, please don’t go and gossip or talk about what other people here have said. It’s 

important that what people say in this group is kept private. We want everyone to be comfortable to share 

without feeling like someone else here will be telling others what they said. Even us when we share results we 

won’t be sharing your names. We won’t go and say “Mrs. So and so said this”.  

Respect and Encouragement 

Please feel free to talk. We won’t feel like “this person is talking too much” or “this person is complaining” or 

“this person is not happy” – no, we want to hear about what you think, that’s why we invited you here. So 

don’t answer just “yes” or “no”, feel free to elaborate and share your own thoughts.  

Focus Group Questions 

Many mothers who I talked to said that when you have such a child it is important that you accept the child 

and accept the child’s condition. Now I’m not sure I fully understand what that means. What does it mean to 

accept it? 
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Do you think “accepting it” means the same thing to all mothers, or do some mothers mean something 

else when they say they accepted it? 

How is “accepting it” it a positive thing? In what ways does it have a positive impact on your life? 

Does “accepting it” mean that you are no longer sad about it? 

Does “accepting it” mean that you just wait and see what happens? 

Does “accepting it” mean that you just have faith that everything will work out? 

Does “accepting it” apply to other challenges in your life? Like if you are having difficulties with a family 

member would you still use the same method of “accepting it” to cope? 

It seems like many marriages end when the child has such a condition.  

Is this true?  

Why do you think that is?  

Do you think it’s for the better or do you think it’s a problem? 

In your opinion what can be done to stop this from continuing to happen? 

For couples that stay together, I take it the mother is doing most of the caring for the child. How can fathers 

help? What do you think mothers need from their husbands in order to have better experiences?  

How do mothers need their husbands to support them?  

From your husbands do you need financial support, or help with caring for the child, or supportive 

words or encouragement? 

Which do you think is the most important and which is the most lacking? 

Most of the women who were married said they were very happy in their marriages.  

Do you think that’s true that they are happy? Why or why not? 
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What do you think helps a marriage stay happy when you have a child with such challenges?  

How do you think that having money can have an impact on your experience of raising your child?  

Do you think that parents have similar challenges with raising children with special needs no matter 

how much money they have? 

It seems as though many mothers who have such children are not able to work. Is this true? Why? 

In what ways does having a child with special needs make it difficult to work? 

Do mothers wish for jobs only so they can make money or are there other reasons that mothers may want to 

work (e.g., to meet with friends/coworkers, to follow a passion, etc.) 

How do you think schools should be helping such children?  

What do you think schools should be teaching these children? Should they be learning to do the same 

things as other children (e.g., reading, writing)? 

Do you think the government schools should be keeping these children in the same classes as other 

children or do you think they need to be in special classes or special schools? 

How do you think doctors or hospitals should be helping parents with such children?  

Do you think you need the same care as other parents or do you think you need something 

special/different from doctors? 

What do you think you need from doctors in order to have better experiences?  

Some parents have said that it can be difficult when you are seeing a different doctor every time you go to the 

clinic. Can you tell me a bit more about that? 

Some parents have said that doctors do not always have time to give them the information they need to better 

help their child. Has this been the case for you? 

What things does the government do that are helpful for you in terms of raising your child? 
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 What do you wish the government were doing differently?  

In what ways can the government be helping more? 

Many people talked about support being important. Now there are different ways people can support. People 

can support by giving money, they can support by helping you take care of your child or run errands, they can 

support by sharing information with you, or they can support by offering kind words of encouragement. We 

were not sure which kinds of support are the most important to you. 

Which kinds of support do you feel are most lacking?  

Many people talked about other people – like family members or even strangers - being ignorant about their 

child’s condition or not understanding such conditions. How does the ignorance of other people affect you in 

your life? 

Do people treat you or your child differently because they don’t understand such conditions? 

What is this most important thing for other people to know about you or your child’s condition? 

It seems like many people can have difficulty with their families (e.g., parents, grandparents, aunts, uncles) 

after they have a child with such a condition, but other parents get a lot of support from their family.  

Is this true?  

Why do you think some people have such difficulty with their families?  

What do you think you need from your families in order to have better experiences?  

It seems like some people feel very supported by their friends and neighbours when they have a child with 

such a condition, while other people have difficulty.  

Is this true?  

Why do you think some friends and neighbours are so supportive while others are not?  

What do you think you need from your friends and neighbours in order to have better experiences?  
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If you could choose 3 things and say “if only this was different, my life with my child would be so much easier” 

what would those 3 things be? 

What advice would you give to other parents? 

What do you wish you had known earlier? 

Would it be different if the child did not have such problems? 

 


