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Eliciting community perspectives on research with
older adults living with HIV through focus groups
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Abstract
Approximately half of all people living with HIV in the US are age 50 and older. Existing research highlights the health challenges of
these individuals, but little work has focused on gathering input about concerns in participating in HIV and aging research. Prior to
designing a prospective cohort study on HIV and aging, we elicited feedback from potential participants on general attitudes toward
participation in a prospective HIV cohort study, and perspectives on important research topics relevant to older adults living with HIV.
Three qualitative focus groups were formed.
Three focus groups (5–7 participants each; N=18) were held with older adults living with HIV. All discussions were audiorecorded

and transcribed. Transcripts were analyzed using content analysis.
Participants emphasized the importance of data confidentiality, shared concerns about study biases arising from sponsored

research, and suggested that conflicts of interest should be independently assessed by “representative” boards made of community
members. They urged researchers to be mindful of research “burnout,” because many people with HIV participate in multiple
research studies. A number of priority research areas emerged, including the gap in provision of end-of-life services.
Many older adults with HIV are knowledgeable about the research process and offer valuable insights to researchers. Addressing

participant concerns can facilitate inclusion and enhance HIV research success.

Abbreviations: AIDS = acquired immune deficiency syndrome, CAB = community advisory board, CBPR = community-based
participatory research, DAP = Desert AIDS Project, HIV = human immunodeficiency virus, MACS =Multicenter AIDS Cohort Study,
WIHS = Women’s Interagency HIV Study.
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1. Introduction

The population of older adults with HIV (human immunodefi-
ciency virus) is growing.[1] People 50 years of age and above made
up 43% of all people with HIV in the US in 2014.[2] Many older
adults with HIV face multiple health challenges, including chronic
pain[3] and other HIV associated non-AIDS (acquired immune
deficiency syndrome) conditions,[4] representing additional bur-
dens to health. Because the HIV-positive population demographic
of the is shifting, there is a need to better understand the
phenomenon of aging with HIV. This includes research toward
understanding the unique ways in which older adults living with
HIV may experience challenges or cope with health burdens.[4]

Physicians and community members in the Coachella Valley of
Riverside County, CA are planning a prospective cohort study in
response to this research need but first sought feedback from
potential participants about the study design and research aims.
The value of the inclusion of participant voices in the

development of research has been demonstrated in the HIV
field. To develop health care measures for people living with HIV/
AIDS, Davis-Michaud et al[5] conducted focus groups and found
differences in quality preferences across gender and race/
ethnicity. In one study of adults living with HIV,[6] researchers
explored participants’ views on research incentives. Participants
were mindful of the knowledge and power dynamic between
researchers and participants and research as a transactional
process in which each party received something for giving
something. These examples highlight how participants and
researchers may have different perspectives on research processes
that enforce the importance of incorporating participant view-
points into research development.
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In the present article, we present the findings from focus groups
aimed at eliciting participants’ general attitudes toward participa-
tion in a prospective HIV cohort study, and perspectives on
important research topics relevant to older adults living with HIV.
2. Methods

Participants for this study were recruited through Positive Life, a
monthly seminar series providing HIV treatment education to the
Coachella Valley’s community of HIV survivors. Participants had
to be at least 55 years old and self-report as HIV positive. Focus
groups were led by 2 facilitators using a structured interview
guide and were conducted at the Desert AIDS Project (DAP), a
medical and support services provider for people living with HIV/
AIDS. A physician speaker was present at each discussion to
address clinical concerns. We asked participants to share their
thoughts about protection of health information, sources of
funding for the project including industry relationships, partici-
pant burden, banking of biological samples, sharing of
discouraging findings in regard to aging with HIV, and priority
research areas.
Discussions were audio recorded and transcribed verbatim.

Transcripts were analyzed using line-by-line coding in ATLAS.ti
qualitative analysis software. After transcripts were coded, all
codes were extracted and sorted into categories and themes and
discussed by 2 investigators to ensure accurate reflection of the
topics discussed in the focus groups.[7,8] This study was reviewed
and approved by the University of California, Riverside
Institutional Review Board.
Table 1

List of categories, themes, and quotes extracted from focus group t

Categories and themes

Assurances that health information is adequately protected
Masking of individual identity
Adequate technological infrastructures
Informed in detail of data usage and storage

“I know I’m n
administra
matter wh
or 4.” (Ma

“I would like
focus but
breaches

Relationships with the pharmaceutical industry and other corporate entities
No different from other sources of funding
Not ideal by necessary
Control and oversight of the research to the community
Transparency

“Just as long
Plus we w

“I’m ok with
see a com
necessary
in the driv

Considerations for participants
Frequency of contact
Keep participation from becoming overwhelming
Attitudes toward biological banking
Accustomed to hearing negative news
Preferences for results dissemination

“I would say
been in an
of the res
really clea
second ha

Important topics for research
Priority topics
Inclusion of people with comorbidities

“What is nor
HIV or do
a year old
married an
67, diagno

“I’m coming
I’m old. In
anything.”
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3. Results

Eighteen participantswere recruited over 3months. Three focus
groups were held with 5 to 7 people in each group with
each lasting 90minutes to 2 hours. Participantswere between56
and 69 years old (mean age 62 years), the majority
(89%) identified as male, and time living with HIV ranged
from 15 to 36 years (mean 26 years). Two participants did
not report their age and 3 did not report their years living with
HIV. Fourteen relevant themes emerged during the coding
process, which were later merged under 4 different categories
(Table 1).

3.1. Category 1: Assurances that health information is
adequately protected

All participants agreed that it was crucial for researchers to
protect participants’ health information, particularly HIV status.
Two participants recounted specific incidences where providers
revealed their HIV status to third parties without their consent.
One participant described the breach as occurring within a
clinical care setting and the other described an incident within a
nonclinical, social service setting. Steps that participants
suggested for ensuring adequate protection of data included:
masking identifiers through the use of identification numbers to
label data, using adequate technology to prevent cyber hacking,
and informing participants how their data would be used and
stored. Two participants asserted that researchers should share
with participants a detailed data security plan and technology
protocol for data storage.
ranscripts.

Selection of representative quotes

ot an expert but what we do know of the SONY situation is that it was an
tor whose functions were hijacked, so that can happen to anyone . . . I mean no
at anyone says it’s still possible. So I think as long as you are [labeled as] 1, 2, 3,
le, age 58, diagnosed 1987)
to see something of a plan. You know I just follow this stuff, it’s not my primary
I think it’s got to be on everyone’s radar because look at what’s going on with data
right now.” (Male, age 57, diagnosed 1981)
as the doctors have the control of the funding patients have nothing to worry about.
ill be grateful of any funding coming in.” (Female, age 59, diagnosed 1989)
any of it as long as it’s transparent and there’s a community oversight with that. I
munity board; hopefully that board truly represents the community. You know it’s a
evil. You have to do business with them but the way you set this up you have to be
er seat.” (Male, age 57, diagnosed 1981)
more of the problem is sometimes you get distanced from a group you might have
d then you hear something in the media that might be somewhat distorted in terms
ults. I think that whenever information is being given as far as results it should be
r and understandable, and accessible to the group as opposed to hearing things
nd.” (Male, age and year of diagnosis unknown)

mal aging and aging with HIV? What is the difference? Do I have this because I’m
I have this because I’m 60 something? I’d like to know? What’s what? My brother is
er, same day but a year older. I compare myself to him because he’s you know
d is not HIV and I’m comparing myself to him and I’m doing way better.” (Male, age
sed 1985).
in with a whole package of stuff some of which is HIV-related and other is because
other studies I would have been kicked out the door immediately for having
(Male age 60, diagnosed 1991)
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3.2. Category 2: Researcher relationships with corporate
entities

Participants were asked their opinions on research funded by
pharmaceutical and other corporate entities. Many participants
made no distinction between pharmaceutical funding and other
sources of funding, including philanthropic sources for research.
Others were less enthusiastic about pharmaceutical and corpo-
rate funded research. One person (male, age 57) referred to
research relationships with pharmaceutical companies as a
“necessary evil.” The main hesitation regarding corporate
funding sources was concern about research bias. Suggestions
for ways to mitigate study bias were prompted and included:
giving oversight of the research to the community by creating an
advisory board that is “truly representative of the community
. . . and in the driver’s seat” (male, age 57), releasing study
protocols for public review, and requiring disclosure of conflicts
of interest from investigators.
3.3. Category 3: Considerations for participants

When asked about perceived burdens of participating in research,
a robust discussion emerged about “participant burn-out” due to
frequency or length of contact for data collection as well as
participation in multiple research studies at a time. One
participant suggested that any frequency of contact with
participants for research purposes would be fine as long as it
“got the job done” (male, age 67). However, most participants
were concerned about being overwhelmed with too much contact
and suggested limiting contact frequency. They urged researchers
to use electronic data collection whenever possible and to
periodically “check in with each participant” to ensure they are
not feeling overwhelmed. One participant (male, age 66) recalled
a particularly taxing experience with a research study and
described how he felt after participating in an 8 hour, 1500
question survey session:

“I found it all intriguing but I went to dinner with [name] and I
just started sobbing for a variety of reasons. But mymind, I felt
like I was seizing. I felt like there was smoke coming out of my
ears”

When asked about banking blood or other biological samples,
all participants found it to be an acceptable part of research and
many had experience donating biological samples. Some
participants stated they would opt in to biobanking as long as
it was voluntary and samples were securely stored. Because
negative findings are always a possibility in research, participants
were asked how they might feel about receiving discouraging
information (eg, if the study discovered that older adults with
HIV were at increased risk for death or certain diseases).
Participants stated they were accustomed to hearing negative
news because there was always “bad news about aging andHIV”
but agreed that it was more important for investigators to be
transparent and honest with the results. When asked about
preferences for results dissemination, face-to-face dissemination
(eg, through town halls) was preferred.
3.4. Category 4: Important topics for research

Specific topics that participants wanted to see in research related
to aging with HIV included: differences between normal aging
and aging with HIV, mental health issues, neurological
symptoms, quality of life, HIV-related comorbidities, efficacy
3

of alternative and complementary medicine, lifestyle behaviors,
and access to end-of-life services. Some participants noted that
adults living with HIV experience the same health and social
challenges as the general elderly population but do not meet the
age criteria to qualify for senior services (ie, 65 years old). At the
same time, one participant suggested that HIV/AIDS-related
services are not comprehensive enough to address the needs of
older people:

“There are a lot of people that will help in recovery but outside
of that, when someone comes to the end of their life and they
have no family and they have nobody else, it’s quite often that
they are just dropped completely. There should be something
that will address that.” (Male, age 65)

Many people stated that they were frustrated by the number of
HIV-related research studies that excluded people with comor-
bidities, because many people living with HIV experience
comorbidities such as depression, chronic illnesses, and neuro-
logical diseases.
4. Discussion

The findings from this study provide useful considerations for
research focused on HIV and aging and for research in general.
People with HIV may be accustomed to participating in research
and some individuals may look to study compensation as a
regular source of income.[6] This population may therefore be
particularly savvy about issues of confidentiality, protection of
data, and participant burden and respect. Participants offered
practical suggestions to mitigate concerns about study biases and
promote transparency, including giving study oversight to
participant members. This is akin to the community advisory
board (CAB) model widely used in community-based participa-
tory research (CBPR), as a strategy to diffuse power dynamics
between researchers and the community and ensure representa-
tion of community voices.[9] CABs have been successfully
proposed and used to influence research processes from
improvement of informed consent[10] to social change via
decades-long partnerships between researchers and community
groups.[11]

Longitudinal cohort studies focused on HIV, including the
Multicenter AIDS Cohort Study (MACS)[12] and the Women’s
Interagency HIV study (WIHS)[13] do not primarily focus on
issues related to aging with HIV. The participants in our study
identified priority topics for HIV and aging research, including
the need to evaluate provisioning of end-of-life services. It is
particularly salient that participants described a perceived gap in
which adults with HIV may be at an age where they do not
qualify for senior services but are also unable to access needed
services from traditional AIDS service organizations. Whether
this perceived gap is due to an actual dearth of services or
misinformation is an important area for future research. One
study found that, among patients with HIV in an urban medical
center, the use of hospice and palliative care was low despite
availability.[14]

Limitations of this study include the small sample size and
geographical area of recruitment, which inhibit the generaliz-
ability of findings to populations outside of the sample. Apart
from age, gender, and time living with HIV, we were unable to
collect demographic data that could have impacted interview
responses, such as race/ethnicity, income, and experience with
research. However, the concerns and priority research areas
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addressed by the participants in this study, members of the HIV
and aging community, have useful and broad application to HIV-
related aging research.
5. Conclusion

Following the suggestions given by the participants, we plan to
follow CBPR strategies to create a shared governance structure
to emphasize power sharing across all research activities,
intended to increase the capacity of community partners and
enhance patient participation. While HIV/AIDS research has a
long history of fostering relationships among community
representatives, community-based organizations, and research-
ers for HIV prevention,[15] less work has been done to intervene
and develop effective approaches to ensure healthy aging with
HIV. This is an important area of research with real and
significant implications for the daily lives of individuals living
with HIV.
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