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ABSTRACT

This study examined Portuguese Canadian and Caribbean Canadian immigrants' perceptions of
health research and informed consent procedures. Six focus groups (three in each cultural group)
involving 42 participants and two individual interviews were conducted. The focus groups began
with a general question about health research. This was followed by three short role-plays
between the moderator and the assistant. The role-plays involved a fictional health research study
in which a patient 1s approached for recruitment, is read a consent form, and 1s asked to sign. The
role-plays stopped at key moments at which time focus group participants were asked questions
about their understanding and their perceptions. Focus group transcripts were coded in QSR
NUDIST software using open coding and then compared across cultural groups. Six overriding
themes emerged: two were common in both the Portuguese and Caribbean transcripts, one
emphasized the importance of trust and mistrust, and the other highlighted the need and desire
for more information about health research. However, these themes were expressed somewhat
differently in the two groups. In addition, there were four overriding themes that were specific to
only one cultural group. In the Portuguese groups, there was an overwhelming positive regard for
the research process and an emphasis on verbal as opposed to written information. The
Caribbean participants qualified their participation in research studies and repeatedly raised
imagcs of invasive rescarch.

Key Words

Canada; Informed consent; Research participation; Portuguese; Caribbean; Tmmigrants

Introduction

The importance  of including  participants  from
vartous cultural backgrounds in health research cannot
be understated. The most obvious reason is that rescarch
findings may not apply to all ethnic groups equally. This
may be cspecially relevant for social scicnce rescarch
where social mediators can play a large role. For

instance, racial and ethnic differences have been found
with respect to delays for therapy with cardiac patients
(Bradley <t al., 2004), Morcover, individuals from
dilferent cultural groups have the right o participale
in rescarch in order 1o henefit from any medical gains,
and in order to provide information about their cultural
grcup (Elks, 1993). The purpesc of the present study
was to investigate Portuguese Canadian and Caribbean
Canadian immigrants’ perspectives on research partici-
pation and the informed consant process.

Most literature critiquing the informed consent
process has [ocused on the consent forms. They arc



generally 1oo complex {Goduka, 1990; Harth & Thong,
1995; Leach et al., 1999), the literacv is tco high
(Paasche-Orlow, Taylor, & Brancati, 2003) and paruici-
pants do not understand the research terminology
(Freimuth et al, 2001). One can imagine that the
complexity of these forms would be particularly proble-
matic for people reading them in their second language.
In addition, emphasizing disclosure, individual decision-
muking, and signed consent can be considered culturally
insensitive and can further deter minority individuals
from participation (Gostin, 1995).

The problems with culturally insensitive recruitment
and consent procedures are particularly relevant given
the decrsasing number of ethnic minority individuals
participating in medical research (Murthy, Krumholz, &
Gross. 2004). Some of the reasons for the exclusion of
ethnic minority individuals in research include researcher
bias (c.g., belief thal minorities will not agree Lo
participate or adhere Lo protocols) and rescarcher
perception of costs {e.g., expensive to translate materials)
(Swanson & Ward, 1995). There are also less obvious
impadiments to recruittnent such as participant fear of
exploitation or mistrust of researchers or of medicine
(Arean, Gallagher-Thompson, 1996; Baker, 1999; Frei-
muth ¢t al.,, 2001; Harris, 1996; Robcertson, 1994). This
mistrust may be compounded by consent procedures that
arc loreign Lo participants and require a signature, which
may connole 4 legal obligalion (0 come.

Although it may be tempting to justity minority
exclusion because of these difficulties, this justification is
clearly unacceptable (Freimuth et al., 2001; Swanson &
Wardt, 1995) Difficulty with reeruitment docs not
justify an ethically homogeneous sample when the
communily clearly serves a culturally heterogencous
population. A number of authors have successfully, and
often creatively, overcome recruitment challenges
(Arean & Gallagher-Thompson, 1996; Coleman et al.,
1997; Preloran, Browner, & Liebar, 2001).

Informed consent is particularly important as a
safeguard against the exploitation of minority partici-
panls, which has occurred in the past (Dula, 1997).
However, a halance needs to be reached bhetween
overprolection 1o the point of exclusion and Lhe right
Lo participale in health research (Elks, 1993). We need Lo
understand how different minority groups perceive the
informed consent process so that it can proceed without
undue anxiety that heightens mistrust and discourages
participation.

The current study sought the perspectives of Paortu-
guese and Black Caribbean immigrants living in Canada
on participating in a mildly invasive meadical study with
an emphasis on the informed consent process. We
wanled o compare (wo  very dilferent mmigrant
groups. These two ethnic groups were selected for both
practical and theoretical reasons. TFirst, we had encoun-
tered problems in the recruitment of Portuguese

participanis in past research thal seemed 10 stem directly
from our consent precedures. Second, because much of
the literature available has examined Aflrican American
perspectives, we were interested in including a compar-
able group that was also a visible minocrity but that
would not have language difficulties. Our hospitals serve
a large number of Caribbean patients whose first
language is English because they are originally [rom
English speaking islands. Our interest lay in how
research protocels may be contribuling Lo recruitment
problems with ethnic minority groups. There were two
research questions:

(1) What are the main issues that Portuguese and
Caribbean individuals express with regards to
research participation and the informed consenl
process (specifically, the consent form and the
signalure requirement)?

(2) Are there similarities and ditferences between groups
on these issues?

Method

Focus group methodology is particularly advantageous
lor Lopics thal participants have not thought out in detail
because it stimulales dialogue (Morgan, 1997). Three
focus groups within esach ethnic group were conducted. In
addition, a Caribbean man and a Caribbean woman who
did not want to participate in the focus groups were
intervicwed. An additional focus group was organized,
but invitees refused 1o [ormally participate when they
arrived. Instead an informal discussion with the mod-
erator took place and participants allowed us to take
notes for our research purpose. We included these notas
in the analysis because the research question was specific
to research participation and it was important to under-
stand why this group did not want to participate.
Unfortunately this means we did not collect demogra-
phical data from this group, bul they were recruiied from
a senior’s group and they were all women. An institu-
tional research ethics board approved this study.

Adull men and women over age 18 who had
immigrated to Canada from Portugal or an English-
speaking Caribbean country were elipible to participate.
Initially, two English speaking female recruiters who
were  African—Canadian  and  Asian—Canadian  ap-
proached potential participants in the waiting rooms
ol various outpaticnt clinics in three hospitals. This
recruitment strategy was not verv effective. Only one
Caribbean [ocus group and the two people interviewed
were recruiled in (his manner. The remaining groups
were organized by service providers in community
centers serving Portuguese and Caribbean communitics
in Toronto and surrounding areas.



Topic guide

We [ollowed Morgan and Scannel’s (1998) guidelines
for designing the focus group topic guide and used a
funnel appreach for questions. Qur first question asked
participants for their perceptions about “health re-
scarch.” To help engage focus group participants in the
specifics of recrmitment and informed consent, we
introduced a fictional scenario for a rescurch study
titled, “*Cross-cultural risk laclors [or hearl discase.”
This fictitious rescarch study was mildly invasive and
involved filling out a guestionnaire in language of
preference on diet, physical exercise, drinking patterns,
smoking patterns, and stress levels. It also involved
measuring heart rate, blood pressure, body weight, and
cholesterol levels, which they were told would involve
laking a small amount of blood rom a finger with a
“pin prick lest.” The only remuneration provided in the
lictitious study was bus tickets and a lottery ticket.,

Participants watched three short role-plays between
the moderator and her assistant, which were followed by
focus group questions. The first involved the recruitment
of a participant who was waiting for a doctor’s
appointment. After watching the role-play, focus group
participants answered questions about their own parti-
cipalion. In the second role-play the pretend participant
listened to the consent [orm being read aloud, while the
focus group participants followed along. This consent
form (see Appendix A) followed our research ethics
board’s guidelines for consent. It began by telling
participants that they should read the form carefully
and be sure that they understand it, and it contained
specilic szctions on the study purpose, procednre, risks,
benefits, confidentiality, voluntary participation and
withdrawal, and payment. Parlicipants explained what
they understood from the form and whether or not it
would influence their decision to participate. In the final
rale-play, the pretend participant was asked to sign the
congent form. Here, the final statement on the form was
read; it stated a willingness to participate and requested
a signaturc. The participants then explained how they
would feel about heing asked to sign, whether or not
they would sign, and what they believed the signature
meunt, The real participants in Lhis study were nol asked
to sign the fictitious consent form or any other consent
form. Finally. participants were asked what they
believed would encourage others from their ethnic
community to participant in health rescarch.

The topic guide for the two individual interviews was
exactly the same, but participants were only told about
the scenarios and did not watch a role-play.

Procedure

The Portugusse focus groups were conducted in
Portuguese and the Caribbean focus groups were

conducled in English. The moderator began by explain-
ing the purpose of the focus group and emphasized the
voluntary nature of their participation. Focus groups
were audio taped with the participants’ verbal consent.
At the end of each focus group, participants filled out a
one-page demographic questionnaire, and received a
debricing form and subway tickets. The individual
interviews followed a similar format, hut only ihe
interviewer und the participant were present.

Analysis

All focus group discussions were transcribed and the
Portuguese ones were also translated into English,
Following open coding procedures (Strauss & Corbin,
1998), meaningful scctions of the transcript were
assigned Lo preliminary themes. These themes were then
grouped together or assigned o subthemes as mean-
inglul units emerged and changed when new inlorma-
tion was added (Lincoln & Guba, 1985). The transcripts
were analvzed by ethnic group so that general compar-
isons could be made between the two groups. Themes
were first identified by content area, which was largely
determined by the questions asked in the focus group
protocol. Sccond, transcripts were comparcd across
contenl areas o identily overriding themes thal Lrans-
cended both content arca and locus groups. Finally, the
overriding themes in each cultural group were compared
to identify differences (group specific themes) and
similarities (cross-cutting themes) between the two
groups. The first author used QSR NUIJIST version 6
to help sort and identify themes. The sccond author read
through all the transcripis and examined the coding.
These two authors met, discussed discrepancies, and
agreed on the [inal themes.

Results
Demographics

The demographics of the focus group participants are
listed in Table 1. Overall, the average age of the
Portuguese participanls was 56,36 vears (SD = 18.07)
and they had lived in Canada for an average of 20.57
years (SD = 12.22), The average age of all Caribbean
participants was 45.88 years (S = 13.28) and they had
lived in Canada for an avecrage of 15.00 ycars
(SD = 10.28). The Caribbean woman who was inter-
viewed was 50 years old and had lived in Canada [or 28
years. She had never been married and held a nniversity
degres. The Caribbean man who was interviewed was 63
years old and had been in Canada for 32 years. He was
married and had a college educaticn. It should be noted
that all of the Portuguese participants and 13 of the 16
Caribbean participants were women, Unfortunately, in



Takle 1
Participant demographics

Demaographics Portuguese #1 Portuguese #2 Portuguese #3 Caribbean #1 Caribbean #2 Caribbean #3
N=5 N=12 N=1I N=4 N=+4 N=6
Aye in veury
Mean 28.40 35.87 69.81 39.25 36.00 40.00
5D 344 13.52 Rt 14 .64 113 374
Range 25 33 26 71 21 Rl 39 74 21 43 35 45
Years in Canada
Mean .20 2392 2300 2000 200 1133
SD 5.83 11.88 1118 15.03 1.63 361
Range 3-17 240 436 734 6-10 717
Country of birth Al Portugal 67% Portugal All Portugal All Caribbzan All Jamaica 33% Jamaica
25% Brazil but not specified 17% Grenada
8% Mozambique
Gender All female All female All female 50% female All female All fermale
Educarion
Grrade 4 or less 0% 42% H2% 0% 0% 0%
Grade 5-12 80% 25% 9% 25% 0% 50%
Graduated 20%, 17% 9% 0% 0% 17%
secondary
Post sceondary 0% 1 7% 0% T5% 0% 33%
Marital status
Marricd 100% 42% 36% 100% 23% 5%
Separated/ 0% 2% 18% 0% 25% 0%
divorced
Widowed 0% 17% 36% 0% 0% 0%
Single, never 0% 0% 9% 0% 0% 50%
married

the first Caribbean focus group we asked if they were
born in an English-speaking Caribbean island, but did
not ask participants to specify which one, so this
information is missing.

Overriding themes

Some of the overriding themes, called cross-cutting,
dominated in both the Portuguese and Caribbean
groups; however, these themes were not expressed in
exactly the same way and important differences were
noted in the analysis, Other overriding themes were
group-specific in that they dominated in only one of the
two cthnic groups. However, even within these themes
there were somcetimes similaritics belween the two cthnic
groups, which were also noted and appear in the
similarities column in Table 2.

In the quotes, the abbreviations “PF1”, “PF2”, and
“PF3" reler Lo Lhe three Portuguese [ocus groups.
Conversely, CF1 ete. refer to the Caribbean focus
groups. “M" and “P”” indicate moderator and partici-
pant.

Crasscutting theme: the importance of trust and mistrust

Trust and mistrust were discussed at length by both
Portuguese and Caribbean participants. However, with-
in the two cultural groups, trust takes on a particular
meaning.

Portuguese: interpersonal trust and validity

In the Portuguese groups, establishing interpersonal
trust and confirming the validity of the research was very
important. Suspicion of strangers and concerns about
being tricked were apparent in many places throughout
the transeripts. For instance, most agreed that they
would participate in the [fietitious study, but the
following dialogue occurred:

P1: T would accept. T would accept o participate.
P2: 1 would accept. 1 would look at your face and
malke sure it not...

FP3: Make sure it is not a deception (laughs).
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M: Normally the person would have an identifica-
tion.

P1: I only wouldn’t talk il it was not a sure thing,
if it was a thing under the cloth [under the cloth
translates roughly as seemingly sneaky], but if it is
something public, a study, [ would accept to do the
research.

P2: You have to look at their face [to see if you can
trust them]. (PF2)

This dialogue continued with participants discussing
their suspicion of strangers who came to the door or
phoned to ask questions, but the intentions of our
fictitious study was also suspect as is apparent in the
following quotation:

“Here it refers o problems of the heart and
cholesterol ete. Now suppose this is a front so that
they are able to ask other questions. Going beyond
these questions. To ask about other things, other
illnesses... I think that sometimes thev look like one
thing, but they aren’t. It’s always more than what it
looks like.” (PF2)

Onc woman cxplained that Portugucse people
were  less  trusting and  thus  difficult to  recruit.
Having the research validated by a trusted source
was discussed at length. For instance, one group
said that a radio announcement about the study
could give it validity. and another group indicated
that recruiting in a doctor’s office would garner
legitimacy to a study. However, establishing inter-
personal trust was particularly important. Participants
in two focus groups noted that they had only come
that day because someonc [(amiliar and trusied
had invited them. One woman summed up this
sentiment when she said, I trust you (to the
moderator) because you look like an honest person.”
(PT-2)

Caribbean. Fear, anxiety, and mistrust of research

For the Caribhean participants fear and anxiery
about participating was a recurring theme in their
discussions. This sentiment appeared (o be compounded
by a general mistrust of research and medicine. A
number of people expressed a fear of the medical risks
associated with participation or emphasized that they
would have Lo make sure things were “‘clean” belore
they agreed to take part. T.ogistic barricrs were seen as
problems. but the more importantl barrier Lo participa-
liom was clearly [ear, which is expressed in the [ollowing
dialogue.

Pl: Trv to convince people that when you say
research it’s not a bad word. Some people tend 1o

get scared [rom the word rescarch. Educate them |on]
what research is all about.

P2: Try to tell them that it’s not scary, as they tend to
gct mixed up with different kinds of research against
the simple ones. ...

P3: Once you say research everything gets so scary.
Just the things that you don't want to know,
especially blood tesis and then alier you start
thinking about the transportation, the moncy.”
(CE3)

Mistrust was also connected to ethnicity in the
informal discussion where two women were particularly
adamant that they would not do research that targeted
Caribbean people because il would be used 1o stigmaltize
the community. Their mistrust of the moderator and
assistant (neither of whom were Caribbean) was also
apparent i their unwillingness o take part in the
orgamized focus group, although as indicated they were
willing o engage in an informal discussion. Like the
Portugucsc participants, cstablishing trust was wvery
important [or rccruitment, as is cvidenced by this
woman’s explanation of her willingness to do the
lictitious study, *I can see that you guys are straight
forward...” (CF1) Also like the Porluguese women, the
Caribbean participants discussed the tact that they had
ouly shown up because a trusted community member
had called them to set up the focus groups.

Crosscutting theme: Need and desire for more information
about health research

In both ethnic groups there was a perceived lack of
information about health research and a genuine desire
to know more. This theme was similar in the two ethnic
groups, but they began with a different knowledge base
that impacted the dialogue around this issue.

Portuguese: lacking knowledge and appreciating more
information

Portuguese participants did not seem to know very
much about health research. This was first apparent in
the lack of dialogue stimulated in response to Lhe first
question, Later, participants themselves noted this lack
of information. They cxplained that people do not know
very much about medical research and therelore [eel
insccure getting involved. For instance, one woman said,
“they would be scared to get involved in something
when they don’t know what they are getting involved in”
(PF1). When information was provided, il was highly
valued. A number of women saw the fictitious study as
an opportunity to get information, and many women
praised the consent form because it was so informative.
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In the lollowing dialoguc a direct link between being
well informed and agreeing to participate was made.

P1: T would sign.

P2: T would sign without any problem.

Ps: (other agree).

M: You wouldn™t [eel intimidated...

Ps: No, no, no.

(a little later)

P1: We have a lot of information about what 1s going
to happen.

P2: There is no reason not to sign. Nothing, nothing.
M: So you would feel comfortable because you
would be informed, is that it?

Ps: Yes, yes, yes (PF1).

Participants also spoke of increasing knowledge as a
recruitment strategy. Interestingly, some saw our focus
groups as an information scssion, which could itsclf
increase recruitment.

P1: This is good, what you've done now... Informing
people and gewting the informaticn you need from the
people.

P2: Ycah.

Pl: Group information sessions, telling people that
there aren™t any risks, that there are more advanta-
ges... (PF3)

Caribbean: Carrecting misconcepiions and providing the
delails

Unlike the Portuguese participants, the Caribbean
participants had an idea about what medical rescarch
involved. They talked about health rescarch as involving
drugs, injections, and blood tests, which could put them
at risk. The need for knowledge about research took on
two different [erms. First, parficipants saw educating
people and correcling misconceptions aboul rescarch in
general as an important way to improve recruitment.

“Jusl talking (o you, though, I was negative on doing
rescarch bul you here, being here kinda enlighten me
about to like go and do research...it kinda changed
my mind because T used to get a lot of negative
fcedback about rescarch becausc people would say
‘Oh, T'm not going. They want to test us or this or
that...or kill us or something like that, but you here
and Lalking o us T'm leeling different,” (CF2)

The Caribbean man who was interviewed emphasized
that others might not understand thalt rescarch also
provided societal or culture specific benetits. He said
*You'd have to...vou know...vou’d have to explain...
Look...it’s really for the benefit of, maybe not vou per

sc, but lor the Caribbean people in general ... the more
we know about it the better we're able to help people.™

Second, information about the details of specilic
rescarch studies was also secen as important. Some
participants spoke of having to seek out more informa-
tion before deciding whether or not to participate. When
asked about willingness to participate. a person said,
“Not necessarily. 1 would like to know what the research
is all about and going back to whether they have to
inject anything and the time duration.” (CF1)

Specific themes

Poriuguese specific theme: posiiive regard for research
and foi the research process

Overall, the Portuguese participants were very posi-
tive aboul research in general, the specific [iclional
research study, and the informed consent process. In
response to the question ““what comes to mind when you
think about health rescarch?” a participant said, T feel
pleased hecause it is hetterment. When you are exploring
medical issues, you are trying to find something that we
need. Tt is sumething that is going (o be betier” (PF2), In
each focus group there was an overwhelming willingness
to participate that did not wanc after rcading the
consent form as one woman explains, 1 don’t think
there's anything negative [in the form] for the person o
say, I don’t want to [participate]... It doesn’t seem like
there's very complicated questions here...” (PF3).
Interestingly a number of women poiuted vut that the
risks listed in the consent form were not actually risks
(i.c., anxicty over lcarning that vou arc at risk for heart
disease and discomflort due o pin prick).

Most women genuinely liked the details in the consent
form as illustrated by the following quote, “It has
everything. everything. It's completely marvelous.”
(PF3). There was a lot of dialogne about the specific
things that women liked about the consent form like the
emphasis on the voluntary nature of participation. The
positive regard for the research process was also
expressed in women’s willingness o sign the form.

It is important to note that some of the Caribbean
participants also felt positively about health research
especially towards the end of the focus groups when they
had had time to consider the issues in more detail.
However, Lhe Portuguese lranscripls were unique in
their overwhelming positive regard for research, which
was consistent in all the focus groups and across content
areas.

Portuguese specific theme: verbal and writien infornation

In the Portuguese focus groups the importance of
verbal information and the problematic nature of
written forms and surveys became apparent. This theme
did not generate as much dialogue as some of the other



themes, but it was important in that it emerged in every
focus group and in different content areas. For instance,
the problem of illiteracy came up when one woman
admittad that she could not read the consent form
(although it was in Portugucsc). When the moderator
tried to assure her that she could listen to the consent
form being read she said, “It’s a problem, it’s necessary
to know how to rzad™ (PF3). The illiteracy in focus
group 3 beeame much more apparent when participants
were asked to fill out the one page demographic form (in
Portuguese) at the end ol the [ocus group. Nine of the
cleven participants had no more than a grade four
education and many needed help with this form. The
importance of verbal communication was cven morc
apparent in dialogue around recruitment. Here partici-
pants emphasized the impertance of word of mouth and
other form of oral communication (i.e., radio, TV,
Iriends) and indicaled that, “‘written inlormation is
ignored by people.” (PF2)

Caribbean specific themes

Curibbean specific theme: qualified participation early

Unlike the Portuguese participants who readily agreed
to participale in the fictitious study, the Caribbean
participants qualified (heir participation almost lmime-
diately. As mentioned earlier, many women said they
would first have to obtain more information before
deciding to participate. Other individuals emphasized
that they would have to make sure the rescarch was not
invasive. Many talked about participating only if they
could see benefits or il it applied Lo them personally. One
person said, I would think about it....if I had heart
problems or diabetes I probably would but if I didn’t it
would be something I have Lo think abouwt.” (CFI)
Participating for the benefit of others, especially family
or friends, was also expressed. One woman said, “If
results would benefit society T would take part. T have
people in my family, my dad, who have heart problems,
that’s why I would participate.” (CF2)

The Portuguese participanls mentioned many of these
same things when asked to explain their willingness to
patticipate, but the difference was that they did not
qualify their own participation. When asked if' they
wonld narticinate almpgt averuo o1 anag
would participate, almost everyone simply ar

that they would participate.

swered
WEWETEQ

Caribbean specific theme: Invasive notions of research
Caribbean participants immediately presented whal
we came to describe as invasive images when asked the
first question about what comes to mind when you hear
the words health research: “a group of doctors together
have some medications that they like to experiment on
differant people.” (CFI) *"...injection and pills...that T
am scared of.” (CT'2) “Poking and scraping, needles.
blood.” (CF3) These images then reemerged throughout

the focus groups in response to dilferent questions. In
every focus group and in the informal discussion group,
some participants explained that they would not
participate in invasive research, but would in other
kinds of research. Once woman said, “If it have anything
to do with just talking and answering questions and
...asking questions, fine, but if they going to say to me,
Tet me Lry some injection or some pills Lo see
whalcver...”, then no it wouldn't work lor me thal
way.” (CF2) [n the informal discussion group, there was
a concern that medical research uses people as ““guinea
pigs.” For some women there was a fear of medicine
that explained their dislike of medical research.

P: I get scarced like the doctors, the testing. finding a
cure

M: Why docs it scarc you?

P: Oh! First of all I don’t like to go to doctors, I don’t
like medicine, injection, pills. (CF3)

There were also a number of discussions about the
perceived risks of participating. which caused anxiety.
After reading the consent form one woman said, *‘it
leaves me with just anxiety, and provoking. The reason
why people most people don’t wanl o parlicipale is
because of anxicty, IF you are healthy right now why
would vou go down the road and do this?” (CF3) The
risks of medical rescarch were also discussed in passing
in the Portuguese groups, but they did not generate the
same anxiely. For instance, in one group a woman joked
about making sure that the needle for the pin prick test
was clean, which generated laughter.

Discussion

Establishing trust was clearly an important issue for
both Portuguese and Caribbean participants, which is
consistent with existing literature on minority participa-
tion in research. Fear ol exploitation and issues of
mistrust have repeatedly surfaced (e.g., Corbie Smith,
Thomas, & St. George, 2002; Corbie-Smith, Thomas,
Williams, & Moody-Ayers, 1999; Founad et al., 2001;
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Burmcister, 2001, 2002; Robertson, 1994). In particular,
estublishing trust and overcoming fear and mistrust have
been cmphasized for the successful recruitment of
minority participants (Arean & Gallagher-Thompson,
1996).

In our study Portuguese and Caribbean participants
did not view trust in the same way. Portuguese
participants emphasized establishing interpersonal trust
and voiced their suspicion of strangers (but not of
rescarch or medicine per sc). This may be explained
somewhat by understanding the roots of the Portugucse



immigrant community in Toronto. Porrugal was under a
dictatorship from 1926 to 1974 (Grosner. 1995) at which
lime the population became very [earful ol voicing their
opinions and suspicious of government institutions and
strangers. In addition, education was very limited during
the dictatorship and so few people had more than a
grade four cducation —cspecially among thosc who
immigrated (Anderson & Davis, 1990). Thus the few
who were educated (e.g. doctors, priests, leachers, ele.)
were highly respecled. This may explain both the
underlying trust participants seemed o give (o the
research process, and the need to have the research
verified by an authority figure like their family doctor.

For the Caribbean participants, establishing trust
served to verify the legitimacy and, more importantly,
the safety of the rescarch. A possible explanation is that
dangerous research may be especially salienl for visible
minorily participants who are more conscious ol racial
discrimination, For example. Black Americans are more
aware of previous examples of unethical or dangerous
research conducted on minorities (ITarris, 1996; Shavers
et al., 2002). Unethical studies make headline news and
can have a particularly detrimental affect on the already
eroded trust that some minorities have of medical
rescarch. For instance. a relatively recenl article on the
perils of medical research appeared in Time magazine
titled, At your own risk” (Lemonick & Goldstein,
2002).

Tt is interesting that the participants in our study did
not specifically link their mistrust and fear to diserimi-
nation within the wider society or within the medical
establishment. Black Caribbean Canadians do experi-
ence racism in Canada in both public and private sectors
(Henry, 1994) and these experiences are likely Lo play a
role in their thinking about research. However, our
participants might not have felt comfortable discussing
this with a non-Caribbcan moderator. A similar
reluctance tao speak ahout these issues was noted hy
Curtis and Lawson (2000) who used a White moderator
in a study with Caribbcan participants.

The [act that the Caribbean participants repeatedly
brought up mmages of invasive research and often
qualified their willingness to participate is likely related
to issues of trust and mistrust. Both of these issues have
been noted in previous research with African Americans,
For mstance, Corbie-Smith et al. (1999) found that their
participants expressed concerns about the risks of
participating in rescarch cspecially with regards Lo
unknown viral agents, injections, ncedles, and being
treated like “‘guinea pigs”. In addition. Fouad et al
(2001) found that African Americans qualified their
participation by specifying that they would not partici-
pate in invasive research.

The nead for information emerged as an important
issug in both cultural groups and has also been found to
be important in past rescarch (¢.g., Arcan & Gallagher-

Thompson, 1996; Brown, Fouad, Basen-Engquist, &
Tortolero-Luna 2000b; Brown, Long, Gould, Weitz, &
Milliken, 2000a: Freimuth el al., 2001: Leach et al.,
1999; Robertson, 1994). In a study with African
Americans, Hispanics, and Native Americans, all three
groups mentioned a lack of information as a reason why
pcople do not participate in rescarch (Robertson, 1994).
This includes both a lack of knowledge aboul research
morc generally, which has been lermed a “conceptual
barrier”, and 4 lack of accessibility due (o [ewer
opportunities to hear abourt individual research projects,
which has been termed a “structural barrier” (Killien et
al., 2000). The Portuguese and Caribbean participants in
this study discussed both of these information barriers.
However, infarmation as a conceptual barrier was aven
more pronounced in the Porluguese groups, who secemed
Lo have little understanding of what health research
entailed. The Caribbean participants on the other hand
had some knowledge about hzalth research but also had
a number of misconceptions. Corbie-Smith et al. (1999)
conducted focus groups with African Americans and
noted that their participants voiced myths and mis-
conceptions, including a number of conspiracy theories,
about not only research. but also the medical system
morc broadly.

Implications

The need for trust and knowledge were clearly
important, but were not cxactly the samc in the two
communities and & next step may be to further explore
those differences and create multifacceted sirategics. For
instance, recruiting and providing informed consent
through a trusted communily member would likely be
impertant for both cultural groups, but may not be
enough for Caribbean individuals who are going into the
rescarch with very specific preconcetved notions about
invasive research. Tt seems particularly important that a
wider trust be cstablished between the Caribbean
community and rescarchers/medical professionals, Par-
Licipatory research goes beyond communily recruitment,
and also involves community participation in developing
the research question and methods used; thereby,
fostering a trusting relationship between participants
and researchers (e.g., Minkler & Wallerstein, 2003).
Providing study results to participants and other
community members would also help demonstrate the
benefits of health research, which seem to be importiant
considerations in deciding whether or not to participale.
We need to move away [rom thinking that establishing
trust is only important in the recruitment phase. Indzed
trust should be fostered before, during, and after the
study is complete.

The results of this study suggest that consent letters
provide valuable information that participants use in
their decision making process and can actually encou-



rage participation. The Portuguese participants in
partcular saw the consent letler as reinforcing their
decision to participate because it provided so much
information. However, a written form may not be
enough and a verbal explanation of the study that allows
participants to ask more questions seems important in
both groups. The Caribbean participants voiced a desire
for more details about the study, which would be better
addressed in a discussion between the participant and
Lhe researcher. For many Portugusse participants, low
litcracy would make cven reading the form difTicult and
a discussion of the information essential. Poor health
literacy is a growing concern in a number of commu-
nities because it is related to poorer health status (Lee,
Arozullah, & Cho, 2004). Health literacy is also likely to
be important in participants’ understanding and will-
ingness lo participale in health research; therelore, the
strategics that have been used 1o cope with low health
literacy in general may also be useful to researchers
working with low literacy communities such as the
Portuguese. For instance, being ready and willing to
help paticnts fill out paper work, spcaking to patients in
plain language that is free of medical jargon, and using
the teuch back-method after explaining importunt points
(Rothschild, 2005).

Truly viewing informed consent as a process, rather
than as a discrete event thal ends with the signing of a
consent form, may go a long way in establishing trust
between participants and rescarchers. Kuczewski and
Marshall (2002) see informed consent as a “‘social
process that is influenced by myriad factors™ (p.43).
For instance, they suggest that delaying consent so that
participanls can involve their [amily in the decision-
making process can accommodale some cultural norms.
In addition, informed consent protocols may require
morc flexibility to facilitatc communication and negotia-
tion with participants (Gostin, 1995; Mulder, Rance,
Suarez & Condori, 2000).

The signature requirement was not problematic [or
either cultural group. This is somewhat surprising
beecause others have described it as a problem (Lykes,
1989; Singer, 1978; Wendler & Rackoll, 2001) and we
have obscerved this ancedotally in previous studics with
some Portuguese Canadian participants. Perhaps the
real problem we had encountered in past research was
nol the signature requirement per se, bul a lack of
understanding and trust,

Limitations

We nused a fictitious study that participants knew they
would not be taking part in it, so it may have been easier
[or them to indicatle a willingness 1o participate. Fulure
research should aim to understand the consent process
as it happens in real medical studies. That is, data about
the informed consent process and about recruitment

could be collected when participants are approached. Tt
may be particularly useful (0 conduct shorl inlerviews
with participants who initially seem interested in
participating, but who latar refuse to sign the consent
form. It is also problematic that all of the participants
may have been predisposed to research participation
because they agreed to take part in our focus groups;
however, this is less of a problem considering that
participants still voiced the issucs that concerned them.

We lirst attempted Lo recruil lor the [ocus groups in a
hospital setting, but had to seek help from community
leaders when this strategy failed. This was both positive
and negative. On the positive side, we likely heard from
people who would never have otherwise talked to us, but
on the negative side, we lost some control over the
recruitment process. For example, in one of the
Portuguese groups we had three women lrom Brazil
and one from Mozambique. We also ended up with a
very uneven distribution ol women to men because all of
the community groups were made up of women,

The fact that we did not have a Caribbean researcher
on our tcam and did not have a Caribbcan moderator or
note taker is perhaps the most serious limitation to this
study. Participants may not have felt as comfortable
apening up 1o someene thal was not & member of their
cultural group. 'This may be particularly important in
understanding the lack of discussion thal cmerged
around racism and discrimination. [t therefore brings
into question the level of trust that we cstablished with
the participants. A Caribbean member of the research
team may also have added a layer to the analysis that
wis not possible withou that cxpericntial knowledge.
However, 1L has also been argued thal an “outsider”
rescarcher can sce things in the data that an “insider”
researcher may overlook (Finlay, 2002).

Conclusion

This study is strengthened by the inclusion of two very
different cultural groups that have not been researched
cxtensively in the past and by the comparative analysis
that was conducted. The subtle differences that emerged
between groups with respect to trust and the need for
knowledge suggests that future research should explore
these issues in more detail with other cultural groups
because subtle differences may impact how we proceed
with recruitment and consent procedures. The group-
specific themes highlight the [act that dilferent cthnic
gronips have different concerns and that slightly different
approaches to recruitment and to the informed consent
process are needed. We aniicipate that fulure research
and debate will highlight the intricacies ot these issues
and preposc solutions that will help rescarchers truly
represent and give voice to multiethnic communities,
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Appendix A

Conscnt to Participate in Rescearch

Investigators: Drs. and

Title: Cross-cultural risk factors for heart disease

You are being asked to take part in a research study
from the Women’'s Health Program at the University
Health Network. Befors agreeing to participate in this
study, it is important that you read and understand the
[ollowing explanations ol the proposed study proce-
durcs. The lollowing information describes the purposce,
procedure, benefits, discomforts, and risks associated
with this study. You should understand this information
hefore vou decide whether or not you want 1o
participate. This is known as informed consent. Please
ask the research assistant w0 explain anything that you
do nol understand. Make sure all your questions have
been answered Lo your satisfaction before signing this
consent [orm.

Purpose

This study is designed to help us understand how risk
factors for heart disease may vary cross-culturally.

Procedure

It you volunteer to participate in this study, vou will
be interviewed in your language of preference (Chinese,
English, Portuguese, Spanish, or Tamil) about your diet,
physical ¢xcrcise, drinking patterns, smoking patierns,
and stress levels. Your heart rate, blood pressure, and
body weight will be measured. Your cholesterol level
will be measured with a (nger prick test, which will
involve pricking your finger to draw a little bit of blood.
The whele procedure should take about 30 min.

Risks

There arc noe anticipated risks with this study lor most
people. Some people may learn that they are at risk for
heart disease, which may be anxiety provoking. The
finger prick test may be uncomfortable.

Benefits

This study may forward our understanding of how
risks for heart disease may differ cross-culturally. We
hope to usce this information to betler target prevention
programs in different ethnic communities.

Confidentiality

All the information obtained during this study is
confidential. There is no identifying information on the
guestionnaires and the consent [orms are slored
separately from the questionnaires. No names or
identifying information will be used in any publication
or presentation.

Voluntary Participation and Withdrawal

You can choose whether or not youn want io
participate in this study or not. Il you volunteer in this
study, you may withdraw al any Ume withoul con-
sequences, and you may refuse to answer anyv question
you don't want to answer and still remain in the study.
Once your questionnaire is pooled with other partici-

pants’ questionnaires you will be unable to withdraw
vour data because we will have no way of tracking down
vour questionnaire.

Payment for participation

You will receive bus tokens to compensate you for
transportation costs and a 649 ticket as a thank-you.

Questions

II'you have any questions about the study, please call

Dr. __ or at phonc number . If you
have any questions aboutl your rights as a research
participant, please call Dr. . Chair of the
University Health Ethics Board at

Consent

1 understand the information provided for the study
“Cross-cultural risk factors for cardiovascular disease™
described in this form. My questions  have  been
answered (o my salisfaction and | consenl o lake part
in the study with the understanding thal I may withdraw
at any time. I have received a signed copy ol this consent
form. I voluntarily conscnt to participate in this study.

Name of Participant Participant’s Signalure Dale
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