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RESUME

Le recrutement et la rétention réussis lors d’études longitudinales basées sur la population exigent la compréhension des
facilitants et des barriéres a la participation. Les points de vue des Canadiens(nes) concernant une telle étude proposée,
I’Etude longitudinale canadienne sur le vieillissement (ELCV), ont été explorés. Des groupes de discussion de participants
agés de > 40 ans ont été mis en place dans six emplacements proposés pour la collecte de données de I'ELCV (Halifax,
Montréal, Hamilton, Winnipeg, Calgary et Vancouver) pour discuter de la participation possible a une étude a long
terme sur le vieillissement en santé. Il y avait un soutien marqué pour la recherche longitudinale sur la santé et le
vieillissement. L'altruisme était une motivation clée a la participation et les universités ont été percues comme des
institutions crédibles pour entreprendre de telles études. Les participants ont eu peu d'inquiétude a 1'égard du don
d’échantillons biologiques, mais ont exprimé quelques inquiétudes concernant 1'utilisation inapproprié du matériel
génétique, la commercialisation des données de participant et les questions reliées a la confidentialité et la vie privée. Ces
résultats ont déja eu un impact sur le travail actuel, et futur, de I'ELCYV, et fourniront également des informations utiles
aux chercheurs qui entreprennent d’autres études longitudinales basées sur la population.

ABSTRACT

Successful recruitment and retention for population-based longitudinal studies requires understanding facilitators and
barriers to participation. This study explored Canadians’ views regarding one such study, the proposed Canadian
Longitudinal Study on Aging (CLSA). Focus groups of participants >40 years of age were held in six proposed CLSA
data collection sites (Halifax, Montreal, Hamilton, Winnipeg, Calgary, and Vancouver) to discuss participating in a long-
term study of healthy aging. There was fundamental support for longitudinal research on health and aging. Altruism
was a key motivation to participation, and universities were viewed as credible parties to conduct such studies.
Participants had few worries about providing biological samples but expressed concern about potential misuse of genetic
materials, commercialization of participant data, and privacy issues. These findings have already informed current, and
will inform future, work on the CLSA, and will also provide useful information to researchers who undertake other
population-based longitudinal studies.
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Introduction

In recent years a number of longitudinal, population-
based studies of health and aging have been initiated,
primarily in Europe and North America (1-8). In
Canada, there has been ongoing discussion amongst
researchers and government about the need for large-
scale cohort studies that incorporate biology and
genetics with the physical and social environment to
address the health of the population (9-12), and a num-
ber of initiatives are poised to begin. The success of
such large-scale studies depends, to a large extent, on
the engagement of the public initially, and on maintain-
ing participant interest thereafter. While we know from
national surveys that Canadians value and support
health research in general (13), we have much less in-
formation on their willingness to participate in an
intensive, long-term initiative. This study explored the
views of Canadians regarding one such study, the pro-
posed Canadian Longitudinal Study on Aging (CLSA).

Like many longitudinal studies, the CLSA will require
the long-term participation of individuals randomly
drawn from the general population. Participation will
entail providing a variety of health and lifestyle informa-
tion using multiple data collection methods including
telephone and face-to-face interviews, physical assess-
ments, and the provision of biological samples such as
blood and urine. Thus, the present study included four
specific objectives: (a) exploring Canadians’ acceptance
of, and support for, a long-term study on healthy aging;
(b) exploring attitudes toward providing health, psycho-
social, lifestyle, and biological data using a variety modes
of data collection; (c) exploring willingness to partici-
pate, and facilitators and barriers to participation, in-
cluding response burden; and (d) exploring beliefs and
attitudes around privacy issues associated with the fu-
ture use of archived data including biological samples.

Methods
Study Design
We used focus group methodology to collect qualitative

data using a structured interview guide. Focus groups
were considered to be the most appropriate form of data
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collection, given that individuals were expected to have
limited personal experience as participants in longitudi-
nal health research, and therefore the discussion would
be enriched by hearing and expanding on the views of
others to construct the participants’ view (14). Literature
reviews guided the development of a set of questions
around specific topics, such as privacy and confidential-
ity, the provision of biological samples, and response
burden. The focus groups were held in six proposed
CLSA data collection sites in June 2005: Halifax,
Montreal, Hamilton, Winnipeg, Calgary, and Vancouver.
All focus groups were conducted in English, with the
exception of the Montreal group, which was conducted
in French. Ethics approval was obtained from the
research ethics boards at each of the three lead institu-
tions: Dalhousie, McMaster, and McGill universities.

Participant Recruitment

Recruitment for the focus groups was conducted by
telephone using a two-stage process. First, a commer-
cial agency (ASDE Inc.) was used to draw the sample
by generating random telephone numbers based on the
working residential telephone exchanges within a
100-kilometre radius of each of the six study centres; the
100-km radius was consistent with the proposed CLSA
protocol to recruit both urban and non-urban-dwelling
participants.! Second, using this sample, the Institute
for Social Research (ISR) at York University undertook
the recruitment of participants using computer-assisted
telephone interview (CATI) techniques. Consequently,
12 participants were recruited for each focus group.

Using the eligibility criteria originally proposed for the
CLSA, individuals 40 years and older? were eligible for
recruitment. An age and sex balance within each focus
group was desirable in order to obtain the views of
both men and women; balanced groups were achieved
by observing quotas within age and sex groups (female
40-59, female over 60, male 40-59, and male over 60).

When a telephone call resulted in contact with an in-
dividual eligible for the study, the person was pro-
vided with a brief description of the study and asked
if he or she would be willing to participate. Those who
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indicated that they would be willing to participate
were given specific information about the date, time,
and location of the focus group. They were also asked
to provide their mailing address so that a letter of con-
firmation could be sent. Recruits were then mailed a
brochure describing the CLSA, a copy of the consent
form, and written confirmation of their focus group
meeting details. A toll-free telephone number and
e-mail address were provided to allow recruits to ob-
tain additional information on the consent process or
any other aspect of the focus groups.

Focus Groups

Upon completion of informed consent, focus group at-
tendees participated in a guided discussion concern-
ing their views on participating in a long-term study of
healthy aging. The interview guide covered the follow-
ing five topics: (a) general beliefs and attitudes toward
healthy aging and a long-term study to address healthy
aging, (b) attitudes toward the collection of bio-
samples and genetic information, (c) linkage of infor-
mation with existing databases, (d) willingness and
motivation to participate given the high response bur-
den of a longitudinal study, and (e) privacy and confi-
dentiality issues. The focus groups were, on average,
two hours in duration. All participants received a $40
honorarium and were offered a summary of the group
findings.

Analysis

Framework analysis was used to guide the analysis of
the data. Framework analysis is a qualitative approach
that lends itself well to asking specific research ques-
tions while not excluding the possibility of emergent
themes. Framework analysis also allows for a clear ex-
plication of the stages of the analytical process (famil-
iarization, identifying a theoretical framework, coding,
charting, and interpretation) (15-18).

All focus groups were audiotaped, and field notes
were taken. The audio tapes were subsequently tran-
scribed. The transcript from the French language focus
group was translated into English. Data generated
from the focus groups were organized into themes
based on a priori identified research questions in the
interview guide. Two members (GS and SD) of the re-
search team independently coded all transcripts using
NVivo qualitative software. The coding was then com-
pared and differences resolved through consensus.
Sub-themes were identified based on the participant
narratives within coded themes. A total of 11 themes
were generated; findings are presented here from
selected themes and supported by quotes from indi-
vidual participants. The thematic framework is sum-
marized in Table 1.
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Participant Characteristics

The focus groups ranged in size from 4 to 10 partici-
pants with a total of 43 participants across all six
groups. Individually, and in combination, the groups
were well balanced by sex and age group. In all, there
were 22 males and 21 females. Participant age ranged
from 41 to 79 with a mean age of 59; there were equal
proportions of participants in the 40-to-59 age group
and the 60 and older group. Participants varied in
terms of education, with 16 (37%) having completed
high school or less, 10 (23%) with vocational training
or community college training, 6 (14%) with some uni-
versity training, and 11 (25%) with one or more univer-
sity degree. The majority of participants (35, or 81%)
were born in Canada. In terms of ethnicity, almost half
of the participants (20, or 47%) indicated British Isles
origins; 7 (17%) indicated French origins, and a further
10 (23%) indicated other European origins. The re-
mainder indicated African, Asian, or Latin, Central, or
South American origins. One participant indicated ab-
original origins. Concerning marital status, 26 (60%) of
the participants were married, while 13 (30%) were
widowed, separated, or divorced; 4 (10%) were never
married. In terms of employment, 19 (44%) of the par-
ticipants were employed either full or part time, and
18 (42%) were retired. The remaining 6 (14%) were
unemployed, homemakers, or disabled. Household
income varied widely with 11 (25%) of the participants
reporting less than $25,000 and 11 (25%) reporting
$75,000 or more, with the remaining 22 participants
(52%) between these levels.

While no claims can be made for representativeness, it
is evident from this profile that focus group partici-
pants were diverse in terms of their age, education,
employment status, and income. However, partici-
pants were also likely to be “research friendly”, and
health conscious. Thus, there may be additional issues
affecting acceptability and feasibility that did not arise
in these focus groups. Our findings should be viewed
with this limitation in mind.

Results - Major Themes
Healthy Aging

The concept of healthy aging is a central theme of the
CLSA, underlying much of the proposed research. As
such, it provided an interesting and useful starting
point for the focus group discussions. Participants
were asked, “What first comes to mind when I say
healthy aging?” Concepts identified by participants
included the notion of comfort, and linked to this, free-
dom from pain, illness, disability, and medications.
There was a keen awareness of the importance of life-
style choices but also recognition of the difficulty
inherent in making the right choices. It was noted that
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Table 1: Thematic framework
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Themes Sub-themes Description; Examples of Statements
Coded to Sub-Themes
Healthy Aging Physical Function, disease, performance, disability,
medications, ADL
Lifestyle Behaviours to ensure good health, smoking,
exercise, nutrition
Social Personal interactions, social relations, family,
friends, loneliness
Emotional Enjoyment, identity, attitude, mental health,
depression
Financial Economic circumstances, resources, financial
planning
Contextual Government/public policy, structural
environment, societal attitudes
Spiritual Religion, spirituality
Independence Independent living, being able to do what one

Importance of the Research

Providing Biological Samples

Using and Storing DNA

Data Linkage

Unforeseen Uses of Participant Data

Returning Personal Test Results

Privacy and Confidentiality

Governance

Commercialization

Participant Response Burden

Benefits/outcomes of study on aging

Altruism
Benefits to participants

Willingness to provide blood and urine

Collection procedures
Understanding research uses of DNA

Willingness to provide genetic samples
Privacy and confidentiality
Clarification of data linkage
Willingness to permit data linkage
Clarification of uses

Learning objective
Consent and re-consent

Benefits/desire of returning clinical results
Concerns about study validity

Adverse vs. routine results

Credibility of institutions

Access by other parties
Responsibility for funding and execution

Credibility, trust
Profit/royalties

Avenue for products to marketplace
Response burden

Willingness to participate
Organization of the study

wants to do

Understanding seniors, ease suffering,
provision of services, timeliness

Desire to help others, for the good of society

Increased awareness of health, links to family
health, access to care

Reasons, comments about willingness to
provide samples, credibility

Means by which bio-samples will be collected

Provide explanation, popular conceptions,
ethics

Explanation in consent, who would benefit,
how DNA info used

Storage, access by other parties, potential for
discrimination

Direction of data flow, need to access other
databases

Don't need to rely on memory, accessibility,
cost savings

Whether health-related, access to data by
private firms or other countries

Purpose is to learn, medical advances

Permission to change objectives, apply new
tests, provide data to others

Personal benefits to health, sharing with
physicians

Results could affect behaviour, impact on study
validity, clinical trials

Interest in own health, prevent serious
consequences, ethical obligations

Expectation of protection of privacy, ethics
boards

Distrust of private industry

Roles and trust of universities, government,
private industry

Integrity, reputation, name recognition

Use of profits, expectations about
compensation

Drug development, power of pharmaceutical
companies

Duration of study, length of interviews, travel
distance

Reimbursement, interest, commitment

Flexibility in scheduling, physical testing,
efficiency
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longevity was of little consequence if it did not include
good health.

“I think it’s living to a ripe old age without being
incapacitated.” (G1c)3

“But if we're going to live longer, | want to be

healthier while I'm doing it.” (G3x)

The focus group discussions generally revealed an
evolution of thinking on the part of participants. Initial
comments tended to be toward the physical and life-
style aspects of healthy aging, while later comments
moved into the social, emotional, and spiritual aspects
of healthy aging. Overall, participants demonstrated
an understanding of aging as a complex multidimen-
sional process.

“Too many people, when you say healthy aging,
they think only physical health but healthy aging
has to do with using yourself spiritually, your
growth, your intellectual growth as well as your
physical growth and also having the finances to
maintain a lifestyle.” (G3b)

Importance of Conducting Research on Aging

Most participants understood, and verbalized, the
benefits of conducting research on aging. Aging was a
reality for the majority of participants, either from their
own personal experience, or that of close friends and
relatives. They also recognized the timeliness of a study
on aging given the changing demographic profile of
the Canadian population.

“My first reaction is that this is very important and
it should be happening right now. The aging popu-
lation is the largest population in this country now,
and growing... it's a good thing, | highly approve
of it.” (Géc)

Participants commented on the rising cost of health
care and the need for individuals to take responsibility
for their own health as a way of controlling these ex-
penditures. The results of a study on aging were seen
as a means of identifying lifestyle and other factors that
would help promote healthy living. However, partici-
pants were aware that most of the benefits of the study
would accrue to society in general or to future genera-
tions rather than to the individual study participants.

“Results after 20 years is not really for us but for the
next generation.” (G2x)

The social policy implications of undertaking a study
on aging were raised by participants who reasoned
that it would provide valuable information to govern-
ments in terms of planning for future needs of an aging
population. Several participants expressed the view
that the study would only have value if the results
were translated into policy.

https://doi.org/10.1017/50714980809990043 Published online by Cambridge University Press

La Revue canadienne du vieillissement 28 (3) 235

“There are a lot of studies about this that are sitting
on shelves. You can have the best study but if the
government ignores it, it means nothing.” (G2x)

Altruism was a major motivating factor for most par-
ticipants who indicated that they would be willing to
take part in the study if it would “help others.” This
motivation was repeated in all the focus groups in
many different discussions.

“If it's for the good of society, no problem. | would
be content knowing I participated in a good social
cause.” (G2x)

However, participants could also see that there might
be some benefits to themselves or their families by par-
ticipating in a long-term study. Many felt that it would
make them more health-conscious simply because
their health was being monitored. Participants did not
view the study as a substitute for care by their health
care providers, but did recognize that the study might
find something of which they or their provider was
unaware.

“My mother ... and my grandmother ... both died
of breast cancer, so if something like this could
benefit ... my daughters or my granddaughters,
then | think it would be a good thing.” (G4a)

“This way, if they're keeping track of you, they
might be tracking a few other things that you
haven’t thought of ..." (G4g)

While monetary rewards were eschewed, other forms
of recognition were clearly valued. Participants wanted
to be thanked for their efforts and to know that their
participation was helpful to others.

“... basically your primary reason for doing it would
be to help others. So if all of a sudden they come
back and say, hey, what you’ve done has helped in
this way; that would be kind of nice ...” (Gly)

Providing Biological Samples

The majority of participants had no concerns about
providing blood and urine samples in the context of a
research study. Many indicated that they already do
this on a regular basis for their family doctors, so it
would not bother them to do it for a research study.
Interestingly, there was the sense from participants
that collecting blood and urine samples added credi-
bility to the study.

“| think that would validate it, if they are taking
actual medical information.” (G4f)

“It adds credibility .... You're going to see ...
where people are. Are they improving or not im-
proving, that sort of thing2 You know, nobody likes
to get their blood taken but I'd say it's a good rea-
son fo have it done.” (G3x)
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A number of participants felt that the testing might
have diagnostic value for them, uncovering something
of which they were unaware.

“Sometimes it’s a good thing to find out because if
they find out in time they can cure it.” (G2x)

Others, however, had questions about why a blood
sample was needed. In this context one group brought
up the spectre of discrimination by private companies
based on the results of blood and urine tests. A few
participants said they would provide samples as long
as they were not identifiable as the donors of those
samples.

“I just know that some things that have been found
through testing, people have been discriminated
against for it.” (Gég)

Using and Storing DNA

The potential value of DNA was recognized in further-
ing our understanding of many diseases, perhaps lead-
ing to treatments and even cures.

“... genetic material is the key ... I think if you start
studying stuff like that, then you're starting to see
things that people inherit .... We know that there is
a lot of diseases and stuff that people have that ...
if studied with a big enough population you might
be able to see some kind of pattern and perhaps
break the pattern ...” (G4i)

Others wanted to know why DNA was needed as part
of the study and what it would be used for.

“Well | don’t think anyone [would] ask that ques-
tion without explaining why it was needed. | don't
think anyone would agree to it without being
informed why. And if there were a benefit to it ...
| wouldn’t object in any way to it as long | was
given a full explanation of why and if it would be
of benefit and how.” (G5aq)

There was considerable conjecture about the use of
DNA in various settings. Awareness of DNA seemed to
be largely based on controversial images such as hu-
man cloning, eugenics, and its use in law enforcement.

“Hopefully, you’re not doing Frankenstein type
stuff with my DNA. If | see someone that looks like
me walking ... | know who to come after.” (G4i)

“Would it be used for law enforcement, or any of
that stuff, or just in the study2” (G1z)

Ethical questions arose surrounding the collection
and use, or misuse, of DNA. On multiple occasions,
participants indicated that only those with “something
to hide” would be wary of a DNA test.

“I'm not planning any murders or anything in the
future, so they can keep my DNA.” (GA4f)
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“But generally speaking, I think that the only peo-
ple that are concerned about confidentiality issues
are those with something to hide.” (G1y)

Among some participants, the mention of DNA evoked
a negative response.

“I would feel leery about it. Right away, | got my
back up against the wall.” (Gég)

Despite the reservations expressed, most participants
would be agreeable to providing a sample of their
DNA for research purposes providing that their ques-
tions and concerns about consent, privacy, and confi-
dentiality were adequately addressed. Individuals
wanted assurances of how their DNA would be used
for research and how their privacy would be protected.
Generally, participants felt that knowing the project
had been approved by an ethics review board would
be an important consideration for them in deciding to
provide DNA material.

Data Linkage

Participants were told that, with consent, it was possi-
ble to link information that people provide in a research
study with individual health records maintained by
their provincial health care system using health card
numbers. They were asked how they would feel about
having the information they provided linked with ex-
isting health care records in this manner. Most partici-
pants had no problem with the concept of data linkage
and thought that it would be beneficial to the study.
However, several participants found the idea some-
what troubling.

“I don’t think that the government has all that much
information and | don’t think that | would want a
study like this linked to the government at all.”
(G5b)

There was considerable discussion of the mechanics
of data linkage, including the direction of data flow.
Some participants expressed that they did not want
data from the study to be shared with provincial health
authorities while others had no problem with this
concept.

Speaker A: “Oh, which way is it going; from them
to you or from you to them?2”

Moderator: “No, from them to the study...”

Speaker A: “But they don't have access to what
you get out of this2”

Moderator: “Right.”

Speaker A: “Okay, that's [was] my concern.”
(Gég)

Some participants did not understand why the study
would want or need to access their health records,
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reasoning that they could provide the necessary infor-
mation themselves. In some cases other participants
addressed this concern arguing that people’s memo-
ries were not always accurate or that the records might
contain information of which the person was unaware.
One participant summed up the process in this way:

“Basically, you're taking a shortcut to get the infor-
mation instead of going through it all yourself ...
you’re saving money, that's still OK. It's still confi-
dential, just an accessible thing.” (Gly)

Unforeseen Uses of Participant Data

Participants were asked how they would feel if the in-
formation that they provided was used for future re-
search that could not be foreseen at the time they agreed
to participate. Despite some initial confusion, most
participants understood, or came to understand, the
nature of the question and were agreeable, provided
the research did not deviate from its initial objectives.

“Has anybody got a crystal ball2 ... the parame-
ters of the study may very well change five years
into the study, simply because of medical ad-
vances.” (Gly)

“I would expect it because the idea of this study is
to learn.” (G4i)

“”

.. if you're going to find something different, or
you want fo use it for something different, it ... ex-
tends the validity of the study and how far the study
can go, then why would they say no2” (G3x)

Much of the concern over unforeseen uses of the data
was based on the potential for inappropriate uses of
the data by other groups or other organizations.

“... you don’t know where it's going and then all
of a sudden these people [are] no longer involved
in the study and some group from the United States
are involved in this study and then the whole integ-
rity part of that is gone.” (G3x)

Some of those who understood that new tests might be
developed and applied to data that had been previ-
ously collected expected to be notified and, if the origi-
nal parameters of the study changed, asked for their
consent.

“You don't agree to carte blanche and say do what
you want to do with it. You agree to: this is the study
as | understand it. I'm going to sign and that is the
study I'm doing. If you want to do something else
with my information, you have to come to me and
explain to me what you're trying to do.” (G3x)

Returning Personal Test Results

Participants were interested in their own health and
were eager to have additional means of monitoring it.
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While receiving individual test results was perceived
as a benefit of participating, it was also recognized that
the distribution of routine results would be time con-
suming. Some participants wanted the information
collected as part of the study to also be shared with
their physicians indicating that, in some ways at least,
they see participating in the study as a way of supple-
menting their health care monitoring.

“Because | think if you went into this study, | think
your own personal doctor should be notified that
you're doing this and that they’re getting a report
on how you're doing ..." (G12)

Some participants were cognizant of the fact that re-
turning individual test results could affect behaviour
or lead to treatment that could potentially alter the
study outcomes. This led to debate in some groups be-
tween those favouring a “pure” study and those who
wanted to receive their results. It was clear that some
participants had knowledge of how clinical trials have
been conducted and felt that the study should also pro-
ceed in this manner. Others felt that this study was dif-
ferent and that individual results should be shared
with participants.

“In the interest of science, | think it has to be cold-
hearted myself ... are we trying to fix people or are
we just trying fo figure out, is there a problem?2”
(G4i)

“"

.. what you're talking about is more like a dou-
ble-blind drug company study. This is more of a
health and lifestyle study ... and there’s nothing
wrong with knowing the results ...” (G4;)

There was general interest in receiving the results of
individual tests, but some felt that they already re-
ceived this information from their doctors so it was not
critical to know. The sense conveyed by most partici-
pants was that it would be beneficial but not essential.
However, participants were concerned about receiving
any adverse findings and felt that the study should be
responsible for passing on such information either to
the participants or their physicians. A number of par-
ticipants felt that only adverse findings should be
reported back, reasoning that individuals were respon-
sible for their own health.

“And | don't think the study should report back
on everything they find, but if they find some-
thing serious, | think they should let you know.”
(G4c)

“Yeah, but ultimately our health is our own re-
sponsibility and it is up to us to go to our own
doctor on a regular basis ... so it shouldn’t be
their responsibility to ... say, yeah you're healthy
or you're not healthy, but if something big was
found, then, yeah, I'd like to hear about it.”
(G4f)
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Privacy and Confidentiality

Most participants had no specific concerns about pri-
vacy and confidentiality and those that did focused
mostly on the privacy of genetic material. There was
an assumption among participants that their confiden-
tiality would be protected, and there was a trust in uni-
versities to make that guarantee.

“That's why | think if the research is done by a
credible group like a university, | think you can rely
that they will keep it confidential.” (G4c)

A few participants had concerns about who would
have access to the data or expressed the view that they
would like more information about how their privacy
would be protected.

“| suppose it would all be within the hands of the
study. | presume it's not for sale.” (G4z)

“There are private things that | would not want to
share ... so if | had that right | would not be wor-
ried.” (G2x)

Participants were reassured by the consent process used
for the focus groups and the guarantees of confidential-
ity that were given for the data collected in these groups.

Governance

Participants were asked, “Who do you think should be
responsible for conducting a study like this?” Probes to
this question included these: “Is it important to you to
be able to recognize the name of the organization that
is conducting the study?” and “Is there a particular or-
ganization, or type of organization, that would make
you feel more comfortable about participating in a
study like this?”

Participants spoke of general characteristics such as in-
tegrity or reputation, but most of them specifically
identified universities. Universities were seen as cred-
ible organizations to carry out the research and were
trusted to do so in an ethical manner. A number of par-
ticipants indicated that the only reason they agreed to
attend the focus group was because of the university
affiliation, and in particular recognizing the name of a
university with which they were familiar.

Speaker A: “That’s why | was here tonight because
| said to the young lady that was on the phone:
“who are you with2” and she said who she was
with; then | was willing to listen.” (G3x)

Speaker B: “l would have turned it down other-
wise.” (G3a)
Commercialization

Participants were wary of government involvement in
the conduct of the study but felt that government
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should fund the research. However, they expressed
reticence at the prospect of private funding from
commercial enterprises, particularly pharmaceutical
companies. Some participants did not support the
idea of commercializing research discoveries while
others had mixed feelings, recognizing the potential
benefits.

Speaker A: “... I've just read too much about the
manipulations done by the drug companies.
They're very powerful.” (G4j)

Speaker B: “But you know, on the other hand, the
drugs that we have today are saving lives ...”
(G4c)

Most participants wanted to be notified if research dis-
coveries made as a result of a study they participated
in were commercialized. The primary motivation for
this was acknowledgement of their contribution to the
study. A few others felt that notification, especially if it
involved approval, would be impractical.

“... but | think if I'm agreeing to the study, | also
can’t expect somebody to be calling me up every
few months to say: we’ve produced this drug, do
you agree with it2 | think at some point I'd have to
trust that ... whatever you do with the results is up

to you ..." (Géc)

Some participants felt that it was acceptable for re-
search discoveries from the CLSA to be developed and
marketed provided that all revenues were re-invested
in furthering the research conducted by the study.

“I like the idea that if it was afttributable directly to
this study, yeah, use it for ongoing research, put it
back; roll it back into the study.” (G1c)

Participant Response Burden

Participants were asked a number of questions that
probed their willingness to participate in a study that
imposed a relatively high level of response burden.
They were asked their feelings about committing to a
20-year study, visiting a clinic for a four-hour physical
assessment and interview every 3 years, and their mo-
tivations for participating or not participating in the
study. As a final question, participants were asked if
they would agree to participate if asked at that mo-
ment. All of these questions and their attendant probes
were designed to elicit responses that would help to
determine if the proposed study design would impose
an unreasonable burden on participants and if there
were particular elements of the research design that
might make participants less likely to want to partici-
pate in the study.

The length and the intensity of measurement in the
study did not seem to concern most participants.
Similarly, coming to a central location for a physical
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assessment and interview that could last up to four
hours was not problematic for most.

“I think if one is being asked to participate in a
20-year study ... you would expect to be contacted
regularly, otherwise there’s not going to be much

studying done.” (G1ly)

“I'd be disappointed if it didn’t happen that way.
| think that if you're going to do the study, then you
should know the subject ...” (G5c)

Some of the specific concerns mentioned by partici-
pants included the types of testing and physical mea-
sures that would be performed, who would be
conducting the testing, the difficulty elderly partici-
pants might encounter in getting to a central location
and what would happen to participants if they moved
elsewhere during the study.

“But I'd have to know what kind of tests you're go-
ing fo run me through. One thing, | couldn’t go in
some goddamn machine, just stick you right in the
hole ... | get claustrophobic, right2 | ain’t going in
that thing.” (G1d)

“A lot of people that are older can’t get around on
their own. They're going to be relying on their sup-
port group ... friends or family, so a lot more peo-
ple would be involved in these studies than just
these people who’ve consented.” (G5b)

The distance they would have to travel was not prob-
lematic for participants as long as it was not to another
city. Participants in most cases expected that they
would have to travel to a central location for this type
of assessment. As noted, recruitment around the data
collection sites was subsequently reduced from a ra-
dius of 100 kilometres to 25 kilometres. Thus, the par-
ticipants in this feasibility study were drawn from a
wider area around each of the sites. We might specu-
late that barriers to recruitment and retention of this
group might be greater than for those who live closer
to the sites. An important consideration that was men-
tioned in almost all groups was flexibility in schedul-
ing appointments. Participants did not want to be
given a date and time with the expectation that they
would appear, but rather, expected to be consulted and
a mutually agreeable date and time set. Participants
also wanted the flexibility of night and weekend ap-
pointments and the ability to split the assessment and
interview over more than one session.

“It would depend on whether they tell you to come
in on a Monday at 2 o’clock or whether they, say,
give us a call and make an appointment and set
something up.” (G3a)

Speaker A: “It would be nice if it was, say, on a
weekend because most of us work through the
week, and have weekends off, so we wouldn’t
have to take a day off work.” (G4f)
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Speaker B: “Or evening maybe.” (G4z)

Speaker C: “But if you schedule the time, some
people can go in the evening; some people can go
during the day. | mean you just schedule it.”
(G4

Most participants were interested in volunteering for
the study. In a few cases, participants felt they needed
more information about the study and their role in it
before making a decision, but no one indicated that
they would refuse outright to participate. Several par-
ticipants made the comment that those who would not
participate had already been screened out by not agree-
ing to participate in the focus groups.

“I have no problem either. I'd gladly participate.
| think that it's a wonderful study.” (G4c)

“I think the guys who wouldn't participate; | don't
think they’re in this room.” (G4y)

“I'm pretty sure | would do it but I'd like to have
something before | agree that says this is exactly
what we're going to do and this is what we expect

of you.” (G3c)

Almost all participants expressed positive interest in
the CLSA and were not intimidated by the length of
the study nor its requirements. Participants related a
few conditions that would inhibit their participation,
chiefly the involvement of pharmaceutical companies.
When asked about their motivations for participating,
most indicated that it was a desire to contribute to a
good cause or to help others, either society in general
or future generations. Virtually all participants agreed
that receiving the results of their individual tests would
motivate them to participate in the study, and they
would also be very interested in learning the overall
results of the study, including how they themselves
compared to others in their age group, via ongoing
communication. Participants did not want to lose
money because of their participation but also did not
expect to be paid for their involvement.

Discussion

The focus group methodology provided a rich envi-
ronment in which to explore an array of views on mul-
tiple aspects of participating in a longitudinal study.
There was fundamental support for longitudinal re-
search on health and aging among members of the fo-
cus groups. A study such as the CLSA was considered
to be relevant, timely, and worth the investment of in-
dividuals’ time and effort for the benefit of society. This
perspective is consistent with previous quantitative
work in the broader health domain, where it has been
documented that a large majority of Canadians strongly
support health research (13). Specific to the CLSA, we
found that participants were willing to go to consider-
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able lengths to participate in such a long-lasting and
information-intensive study, but in turn, they expected
the study to be cognizant of their needs. This was true
of logistical aspects such as scheduling appointments
as well as more fundamental issues such as providing
assurances of privacy and confidentiality.

Given that the collection of biological samples in large-
scale epidemiologic studies such as the CLSA has be-
come increasingly feasible, we were particularly
interested in participant perceptions regarding the
provision and storage of blood and urine. Generally,
focus group participants felt that providing biological
samples was essential to health research and added
credibility to a study. Participants were familiar with
providing samples as part of routine medical care and
had few concerns extending this to research. The UK
Biobank has also conducted focus groups to assess the
public’s attitudes toward collecting and storing bio-
logical samples in the context of research (19). Key
findings in common include a preference for under-
standing what the biological samples will be used for
and a desire for reassurances of safeguarding confi-
dentiality.

While genetic information tended to be perceived as
more personal than non-genetic information, there was
general support in the focus groups for the collection,
storage, and analysis of DNA. However, popular mis-
conceptions about genetics and associations with the
uses of genetics such as forensic DNA testing and clon-
ing suggest the need for clear and careful explanations
regarding the use of genetic information during the
consent process. These qualitative findings are consis-
tent with previous quantitative studies examining
Canadians’ perceptions regarding genetic information.
An opinion poll conducted in 2000 found that 90 per
cent of Canadians strongly agree (61%) or agree (29%)
that genetic information is different from other types
of personal and health data and that this type of infor-
mation needs stronger protections (20). Further, a 2003
report prepared for the Government of Canada found
that 78 per cent of Canadians were willing to provide
information from genetic testing for inclusion in a da-
tabase used for medical research. The support in-
creased to 90 per cent when people were told that
privacy protections would be applied and that there
could be research benefits (21).

In the present study, focus group participants clearly
saw the need for detailed health information to be col-
lected and were generally trusting in research institu-
tions to put appropriate privacy safeguards in place.
Although participants indicated that they had few con-
cerns with respect to privacy and confidentiality when
directly asked, many of the concerns raised through-
out the discussions were of this nature. The inherent
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tension between the need for information and the need
for privacy was most clearly appreciated in the context
of linkage with other data sources and with respect to
future unforeseen uses of the data. However, partici-
pants were often thinking about these issues for the
first time, and had little awareness of the processes that
would be required. These findings are similar to a 2004
EKOS/Queens University study, which reported that
people did not place a high priority on privacy of per-
sonal information, and few knew basic information
about existing privacy legislations or the technologies
used to collect, store, and transmit their personal
information electronically. A recent Ontario study by
Willison et al. (22), which examined patients’ preferred
consent method for use of their electronic medical re-
cords, concluded that “most patients had given little or
no prior thought about the use of their personal infor-
mation for anything other than their own health care.”
However, in our present study, when pressed to reflect
on the issue, most wanted to be asked permission for
the use of their health records. Our findings draw at-
tention to the need for clear and explicit explanations
to be provided to participants, as well as offer an op-
portunity for participants to reflect upon and ask ques-
tions prior to signing an informed consent. As part of
the consent process, participants should be made
aware of their privacy rights and how personal infor-
mation will be both used and kept confidential.

Participants clearly believed that universities, not gov-
ernment, were the appropriate institutions to conduct a
longitudinal study on aging, and recognition of institu-
tional names was viewed as an important element in
conveying trustworthiness and credibility. Govern-
ment was viewed as the appropriate funder of such a
study, whereas private for-profit organizations were
regarded with a high degree of suspicion. A general
lack of trust in government has been expressed as a
barrier to participation in other settings involving
physical measures (23); however, in pilot work con-
ducted with Statistics Canada in preparation for the
CLSA it was found that participants reported some un-
easiness in allowing a non-government agency to ac-
cess their personal information (24). This could be due
to the fact that individuals were asked to release their
information to an unknown entity, the Canadian Life-
long Health Initiative. It may also have been due in
part to social desirability bias, where participants re-
port what they think will be viewed favourably by the
investigators. Moreover, as noted by the participants
themselves, those who took part in the focus groups
were, by their involvement, more favourable to such a
study than would be expected from the general popu-
lation as a whole, and thus could skew the findings.
For example, participants who trusted universities may
have been more likely to agree to participate in the
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focus groups, so it would follow that they would
be more likely to prefer universities to conduct the
research.

Although the major themes in this study were primar-
ily identified a priori based on the interview guide, a
number of sub-themes emerged as influential factors.
Altruism emerged as a key motivation to participate in
health-related research; this was interlinked with the
notion of providing benefit to future generations.
A number of factors that would act as facilitators of
participation were also acknowledged, reinforcing
their importance in the CLSA protocol. For example,
while participation was not seen to involve personal
gain, recognition of individual contributions to the
study in terms of study updates and regular communi-
cation about the way in which the findings could be
used to help others was clearly valued. Receiving indi-
vidual results from physical and clinical assessments
was viewed as greatly facilitating recruitment and re-
tention, but was considered as a benefit rather than a
requisite for participation. Logistical factors facilitat-
ing participation included flexibility in scheduling and
reimbursement for out-of-pocket expenses. Although
there were few barriers to participation expressed, it is
important to be aware of general concerns about the
potential misuse of genetic materials, future commer-
cialization of participant data, and privacy issues
related to data linkage. Our findings regarding will-
ingness to participate correspond to those from focus
groups conducted by Statistics Canada to assess par-
ticipant views on including physical measures in the
Canadian Health Measures Survey (23).

It should be noted that focus groups, similar to other
research modalities, have inherent limitations. For ex-
ample, study participants told us that they would be
willing to come to a “central location” for a physical
assessment and an interview, which would last up to
four hours. However, expressing willingness in a hy-
pothetical scenario may not directly correspond to
what participants will actually do. We also could not
be sure that our focus group participants understood
the concept of a “central location” in the same way that
we did. These practical kinds of issues are of prime im-
portance to the CLSA, both for recruitment and for re-
tention purposes. Focus groups, while helpful in terms
of exploring such issues, cannot be exhaustive in un-
covering logistical concerns.

In summary, exploring the beliefs and attitudes of
Canadians toward a comprehensive, longitudinal
study allows us to design the CLSA in a way that is
most acceptable to participants, and thereby to maxi-
mize recruitment and retention. Healthy aging is a
topic that the general population understands, val-
ues, and supports as a timely focus for longitudinal
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research in Canada. Personal interest in health is strong,
and the provision of individual results is likely to be an
important catalyst to long-term involvement. While
there is considerable trust and good will toward longi-
tudinal research, safeguards with respect to privacy
and confidentiality will be key to public acceptance.
These findings have already informed current, and
will inform future, work in the CLSA, and also provide
useful information to a broad spectrum of researchers
who undertake longitudinal studies in Canada and
internationally.

Notes

1 The radius for recruitment around the CLSA data collec-
tion sites was subsequently reduced to 25 kilometres.

2 The lower age of eligibility for participants in the CLSA
was subsequently changed to 45.

3 The codes appearing after the quotes constitute a reference
to a specific focus group and individual.
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