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Research Article
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Abstract
Background and Objectives: Homebound older adults and their caregivers have not historically been engaged as advisors 
in patient-centered outcomes research. This study aimed to understand the attitudes of homebound older adults and their 
caregivers toward research and participation as research advisors.
Research Design and Methods: Descriptive thematic analysis of semistructured interviews conducted with 30 homebound 
older adults and caregivers recruited from home-based medical care practices. Interview questions addressed opinions on 
research and preferences for engaging as research advisors.
Results: Of 30 participants, 22 were female, 17 were people of color, and 11 had Medicaid. Two themes emerged related 
to perceptions of research overall: (a) utility of research and (b) relevance of research. Overall, participants reported 
positive attitudes toward research and felt that research could affect people like them. Three themes emerged related to 
participating as research advisors: (a) motivators, (b) barriers, and (c) preferences. Participants were open to engaging in a 
variety of activities as research advisors. Most participants were motivated by helping others. Common barriers included 
time constraints and caregiving responsibilities, and physical barriers for homebound individuals. Participants also reported 
fears such as lacking the skills or expertise to contribute as advisors. Many were willing to participate if these barriers were 
accommodated and shared their communication preferences.
Discussion and Implications: Diverse homebound older adults and caregivers are willing to be engaged as research advisors 
and provided information to inform future engagement strategies. Findings can inform efforts to meet new age-inclusive 
requirements of the National Institutes of Health.
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In 2010, an estimated 7.3 million older adults in the 
United States were homebound or semi-homebound 
(Ornstein et al., 2015). Additionally, an estimated 4.5 mil-
lion community-dwelling Medicare beneficiaries became 
homebound between 2012 and 2018 (Ornstein et al., 2020). 
Challenges such as functional impairment, multiple chronic 
conditions, and frailty make it difficult for homebound 
individuals to leave their homes and access office-based 
medical care (Qiu et al., 2010). Home-based medical care 
(HBMC) addresses part of this challenge by bringing lon-
gitudinal health care services to the home. HBMC includes 
home-based primary care and home-based palliative care, 
often in collaboration with other services such as social 
work and skilled therapy. As the population ages, HBMC 
utilization among Medicare beneficiaries has trended up-
ward, including a 17.5% increase from 2011 to 2014 (Yao 
et al., 2018). Given the rising demand for HBMC, HBMC 
research should ensure that the issues addressed are rele-
vant and important to all stakeholders. These stakeholders 
include not only homebound patients but also their in-
formal caregivers, who play a vital role in supporting and 
coordinating care for older adults receiving HBMC.

Increasing importance is being placed on the inclusion 
of patient and caregiver perspectives in health care research 
(Brett et al., 2014; Domecq et al., 2014). Engagement with 
patient and caregiver stakeholders is central to Patient-
Centered Outcomes Research (PCOR), which has the ulti-
mate goal of helping caregivers and patients make informed 
health care decisions (Patient-Centered Outcomes Research 
Institute [PCORI], 2012). Engagement approaches overlap 
with methods used in community-based participatory re-
search; both aim to ensure that community stakeholders 
serve as equitable partners throughout all stages of the re-
search process (Burke et al., 2013). Through PCOR, older 
adults and their caregivers have provided valuable advice 
on how research can best meet their needs. Examples of 
such advice include the identification of meaningful re-
search questions and study outcomes (Mason et al., 2019). 
However, homebound older adults receiving HBMC and 
their caregivers have been an invisible population with little 
opportunity to provide input on what research topics are 
relevant to their lived experiences or how care could be 
tailored to their unique needs (Leff et al., 2015). As a re-
sult, it is unclear whether research questions being asked 
in the field of HBMC are aligned with the priorities of 
homebound older adults and their caregivers. Past work 
has indicated that priorities identified by homebound older 
adults may not completely overlap with those identified 
by HBMC providers (Ritchie et  al., 2018; Shafir et  al., 
2016). As demand and supply for HBMC increase, en-
gaging caregivers and homebound patients in PCOR will 
help efforts to improve HBMC in a manner that is patient-
centered (Peterson et al., 2012; Yao et al., 2018). However, 
the feasibility of and optimal strategies for engaging 
homebound older adults and their caregivers as advisors to 
researchers are unknown.

An initial step in developing a strategy for engaging 
homebound older adults and their caregivers in PCOR 
is to understand their attitudes toward research. To the 
best of our knowledge, studies have yet to examine this 
population’s understanding of and interest in participating 
as research advisors. In this study, we completed qualitative 
interviews with homebound older adults and their caregivers 
to achieve two aims. First, we aimed to better understand 
the attitudes of this population toward research overall. 
Second, we aimed to understand this population’s attitudes, 
motivations, and desired parameters around participation 
as research advisors in the field of HBMC. This study was 
the first phase of a larger project which ultimately convened 
homebound patients and caregivers as research advisors to 
generate a research agenda for the field of HBMC.

Method
Study Design, Participants, and Setting
We completed qualitative semistructured interviews with 
homebound older adults and caregivers to determine their 
attitudes toward research and participating as research 
advisors. We recruited participants from HBMC practices 
at the University of California, San Francisco (UCSF) and 
Johns Hopkins University (JHU). We defined homebound 
participants as older adults who never or rarely leave home 
(Ornstein et al., 2015). Criteria for eligible homebound 
patients included (a) homebound and age 65 or older, (b) 
receiving care in an HBMC practice, (c) resides within 1-h 
drive time, (d) English-speaking, and (e) able to consent. 
Criteria for eligible caregivers included (a) unpaid family 
members or friends who routinely provide help with per-
sonal care, mobility, or household activities to a homebound 
patient receiving care in an HBMC, (b) resides within a 1-h 
drive time, (c) English-speaking, and (d) able to consent.

Within these eligibility criteria, we purposively recruited 
individuals, aiming for balanced numbers of homebound 
older adults and caregivers from diverse lived experiences 
(e.g., varying ethnic/racial backgrounds and living 
situations). To this end, we aimed to recruit at least 20% 
people of color, 50% who were less well-resourced as indi-
cated by being Medicaid recipients, and among homebound 
patients, 30% who lived alone. Among caregivers, we 
aimed to recruit at least 30% who cared for a patient with 
dementia or severe cognitive impairment. These recruit-
ment targets were intended to represent the diversity of 
individuals involved in HBMC and were based on the clin-
ical experience of the research team and established demo-
graphic characteristics of older adults and their caregivers 
(Ornstein et al., 2017; Wolff et al., 2018). Recruitment con-
tinued until thematic saturation for data related to attitudes 
toward research and participating as advisors was reached, 
which occurred at 30 participants.

Physicians and nurses working within HBMC practices 
at UCSF and JHU identified eligible caregivers and 
homebound patients. Eligible participants were called or 
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mailed a letter inviting them to express interest or opt 
out. Phone screenings were used to confirm eligibility and 
other characteristics relevant to our purposive sampling. 
Interested participants completed informed consent and 
the semistructured interview with one of the coauthors (A. 
L. Eaton England or A. Mickler).

This study was approved by the Institutional Review 
Boards of JHU (IRB Number: 00162052)  and the UCSF 
(IRB Number: 18-24302).

Data Collection

Interviews were completed in-person whenever possible, 
either at the participant’s home or at the medical institu-
tion (JHU or UCSF). We also gave participants the option 
of completing the interview by phone to minimize barriers 
to participation. For cases in which caregiver and patient 
participants were recruited from the same household, each 
participant completed their interview separately.

Interview questions relevant to this manuscript cov-
ered the following domains: (a) knowledge and attitudes 
of research, including PCOR and comparative effectiveness 
research, (b) interest in participation as research advisors, 
and (c) preferred strategies for engagement and commu-
nication if participants served as advisors to researchers 
(see Supplementary Material for details). In addition to 
asking open-ended questions, we asked for reactions to a 
range of specific roles they could play as research advisors. 
These roles were drawn from the engagement rubric of the 
PCORI (2014). We also collected demographic information 
for each participant. Learnings from initial interviews were 
used to continually evaluate the content of the interview 
guide. Minimal changes were made to the interview guide 
throughout the course of the study.

All interviews were audio-recorded and transcribed ver-
batim using an outside vendor. Each completed transcript 
was reviewed for accuracy, redacted for identifying infor-
mation, and uploaded to ATLAS.ti version 8, a qualita-
tive data analysis software program (ATLAS.ti, 2017). To 
engage in reflexivity, A. Mickler and A. L. Eaton England 
used fieldnotes to document their reflections immediately 
following the completion of each interview (Korstjens &  
Moser, 2018). Fieldnotes served as a reminder of the 
interviewer’s subjective reflections on the interview and 
context of the interview (e.g., perceived responsiveness of 
the participant, interview environment).

Data Analysis

We identified themes using descriptive thematic analysis of 
transcripts concurrently with data collection (Miles et al., 
2019).

Codebook development began after the first five interviews 
were completed. As a first step, A. L. Eaton England and 
A. Mickler independently double-coded transcripts for the 

first five interviews, using open coding to identify broad 
themes (e.g., a code for the theme “Patient Engagement 
in Research” was created, see Supplementary Table 1 for 
details). Next, broad themes were broken into subthemes 
by comparisons within and across transcripts (e.g., the 
codes “Motivators,” “Barriers,” and “Research Roles” 
were created as subthemes under “Patient Engagement in 
Research”). During this initial phase of codebook develop-
ment, A. L. Eaton England and A. Mickler met regularly to 
discuss the application of codes, refine code definitions, and 
ensure intercoder agreement, with iterative feedback from 
K. L. Harrison and O. C. Sheehan. Codes were reviewed line 
by line to note discrepancies and come to a consensus on 
code application. To enable confirmability and reflexivity, a 
logbook was maintained to document the development of 
the codebook and decision making around themes; A. L. 
Eaton England and A. Mickler also used memos to docu-
ment their reflections during the coding process (Korstjens 
& Moser, 2018). As a final step, the initial codebook was 
shared with the entire research team, who provided feed-
back on code definitions and tested the codebook on one of 
the interview transcripts.

Using the finalized codebook, A. Mickler and A. L. Eaton 
England applied codes systematically to all 30 transcripts 
in ATLAS.ti; this coding was split between A.  Mickler 
and A.  L. Eaton England such that each coded an equal 
number of transcripts from both sites. A. Mickler and A. L. 
Eaton England independently double-coded transcripts for 
the final five participants and compared results to ensure 
continued agreement in code application. In total, 10 of 
30 interview transcripts were double-coded by A. Mickler 
and A. L. Eaton England. Finally, after codes were applied, 
we looked for differences in responses between caregivers 
and homebound patients, as well as differences by site. 
For cases in which caregiver and patient participants were 
recruited from the same household, transcripts were coded 
and analyzed separately, rather than as a dyad.

Results
Between April and October 2018, we completed 30 
interviews: 17 with caregivers and 13 with homebound 
patients. All interviews were conducted in-person with the 
exception of two interviews (1 caregiver, 1 patient) that 
were completed by phone. Overall, 22 of these participants 
were female, 17 were people of color, 11 had Medicaid, 
and 13 reported having previous involvement with health 
care research (e.g., as a study participant or on a research 
team). Of the 30 participants, 8 were a patient or caregiver 
recruited from the same household.

Among the 17 caregivers, 10 were female, 10 cared for 
someone with dementia; 9 were an adult child or grand-
child while 6 were a spouse; 15 lived with the patient and 
12 provided full-time care. On average, caregivers reported 
having 2.5 chronic conditions, the most common being ar-
thritis and anxiety (41% and 35%).

http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnaa189#supplementary-data
http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnaa189#supplementary-data
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Among the 13 homebound patients, 12 were female, 
11 lived in a private residence, and 6 lived alone (the re-
mainder lived with a spouse/partner and/or others). On av-
erage homebound patients reported having approximately 
four chronic conditions, the most common being hyperten-
sion and arthritis (92% and 62%, respectively). With regard 
to self-rated health, five homebound patients self-reported 
their overall health to be good, five reported it fair, and three 

reported it poor. Participant demographics are reported in 
Table 1, and the full list of participants’ chronic conditions 
are reported in Table 2.

In the analysis, five themes emerged related to research 
attitudes and participating as research advisors. Two themes 
were related to attitudes of research overall and included (a) 
perceptions on the utility of research and (b) relevance of re-
search to homebound patients and caregivers. Three themes 

Table 1. Participant Demographics

Homebound patients (n = 13) Caregivers (n = 17)

Characteristic n (%) n (%)

Gender   
 Male 1 (8) 7 (41)
 Female 12 (92) 10 (59)
Race   
 Black or African American 7 (54) 4 (24)
 White 4 (31) 9 (53)
 Latinx/Native American/Asian/Other 2 (15) 4 (24)
Education level   
 High school or less 6 (46) 9 (53)
 Some college and above 7 (54) 8 (47)
Type of health insurancea   
 Medicare 11 (85) 9 (53)
 Medicaid/MediCal 6 (45) 5 (29)
 Private/Other 7 (54) 10 (59)
 None 0 (0) 1 (6)
Self-reported SESb   
 High 6 (46) 9 (53)
 Mid 5 (38) 6 (35)
 Low 2 (15) 2 (12)
Relationship status   
 Married or in domestic partnership 3 (23) 9 (53)
 Widowed 4 (31) 0 (0)
 Divorced 2 (15) 3 (18)
 Never married 3 (23) 5 (29)
Past involvement with health care research   
 Yes 8 (62) 5 (29)
 No 5 (38) 12 (71)
Self-reported health status   
 Poor 3 (23) n/a
 Fair 5 (38) n/a
 Good 5 (38) n/a
 Very good or excellent 0 (0) n/a
Relationship to patient   
 Spouse n/a 6 (35)
 Child or grandchild n/a 9 (53)
 Other n/a 2 (12)
Caregiver for patients with dementia   
 Yes n/a 10 (59)
 No n/a 7 (41)

Note: SES = socioeconomic status.
aMultiple participants reported a combination of insurance types.
bHigh/Mid/Low correspond to the following answers on the SES question in the interview guide: High = After paying the bills, you still have enough money for 
special things that you want; Mid = You have enough money to pay the bills, but little spare money to buy extra or special things; Low = You have money to pay 
the bills, but only because you have cut back on things or you are having difficulty paying the bills, no matter what you do.
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were related to participating as research advisors (a) motivators 
for participating as research advisors, (b) barriers to participating 
as research advisors, and (c) preferences for participating as re-
search advisors. Unless otherwise noted, opinions on research 
and participation as research advisors converged between 
homebound patients and caregivers and between sites.

In the Results section, data citations for each quote are 
indicated in parentheses. In these citations, “s” refers to the 
site number, followed by an indication of the participant 
type (patient or caregiver). For example, the citation “s2, 
caregiver” would indicate that the data were drawn from a 
caregiver at site 2.

Perceptions on the Utility of Research

When asked about their impression of research in general, 
most participants expressed that research is important. This 
included the belief that “research is very important in all 
the areas of life” (s2, patient). Participants also described 
the role of research in the development of new treatments: 
“without researchers [things] won’t be developed, like new 
medications, new equipment to help people with problems, 
and I think it’s very important” (s2, caregiver).

Most participants also viewed research as an opportu-
nity to learn, teach, and “pass the knowledge on to someone 
else” (s2, patient). This included the view that research 
“helps people to learn a lot about their conditions and be-
come more acquainted with them, their disease or their med-
ical problem” (s1, patient). Additionally, research was seen 
as a needed opportunity to gain input from others: “there’s 
no way it wouldn’t help people, because everybody has dif-
ferent ideas, and no one knows everything” (s2, caregiver). 
In summary, most participants expressed that research is 
both positive and useful, as is described by the following 
caregiver: “We need these opportunities … you know, to 
learn from and to teach others about, you know. And I’m 
just speaking on the educational part because without re-
search, without studies, how can we learn?” (s1, caregiver).

Two patient participants reported doubts over whether 
researchers are asking good questions and sharing 

trustworthy results. These doubts stemmed from the per-
ception that researchers were failing to include outside 
perspectives or proper oversight. As one participant stated, 
“I just feel like the information is just not getting out 
enough, and the right questions are not being asked, and 
the right people aren’t being listened to, you know?” (s2, 
patient).

Perceptions on the Relevance of Research to 
Homebound Patients and Caregivers

When asked about the potential for research to have an 
impact on their life, most participants felt research could 
have a beneficial effect on people like them. Caregivers 
shared that research could provide strategies to help them 
deal with stress or improve the care of their loved ones: 
“[Research] could help tell us some ways to help deal with 
the stress, ways to help with different ailments that affect 
our family members” (s1, caregiver). Homebound patients 
shared similar ideas about the potential for research to sup-
port them: “Well, I think it could help me better myself in 
the things I need to do to help myself and, like my therapist 
with my walking, my getting up and down” (s1, patient). 
Overall, most participants viewed research as a relevant re-
source for improving their day-to-day lives.

Some participants felt that research could not help 
them due to their age or conditions. For example, one 
homebound patient stated “a lot of the younger people, 
[research] might affect more” (s1, patient). Another partici-
pant described not being included in research due to health 
conditions: “I’m not a candidate for most things. There’s 
too many issues already with me, so I’m not a clean slate” 
(s2, patient). Additionally, one caregiver felt that their 
spouse was beyond help from research: “My husband is 
bedridden. I don’t think they can do anything, because he 
had brain damage with the stroke, so I don’t think that in 
this situation—they did whatever they could. I’m sure of 
this, but after that I don’t think the researchers could do 
anything” (s2, caregiver).

Despite some participants feeling that research could not 
benefit them personally, nearly all participants discussed 
the ability of research to positively affect somebody else:

Research is a good thing to me because whereas they 
might not fix me, but they can fix someone else, because 
now I’m old, and I  don’t feel like nothing too much 
could be done unless God himself come and heal me, 
but I would love to hear that someone else got healed. 
(s2, patient)

Motivators for Participating as Research Advisors

Participants discussed what would motivate them to par-
ticipate as advisors to researchers. Altruism was the most 
common motivator: “Well, I think for me the biggest mo-
tivator would just be the idea that it could make it better 
for the next person” (s2, patient). One caregiver shared that 

Table 2. Chronic Health Conditions of Participants

Chronic health con-
dition

Homebound patients 
(n = 13) n (%)

Caregivers 
(n = 17)  
n (%)

Hypertension 12 (92) 5 (29)
Arthritis 8 (62) 7 (41)
Osteoporosis 2 (15) 5 (29)
Diabetes 6 (46) 2 (12)
Heart disease 5 (38) 3 (18)
Chronic lung disease 5 (38) 5 (29)
Anxiety 5 (38) 6 (35)
Depression 4 (31) 5 (29)
Stroke 3 (23) 1 (6)
Heart attack 1 (8) 1(6)
Cancer 2 (15) 3 (18)
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“me teaching someone else or helping them learn ways to do 
better at your caregiving would make me feel so good” (s2, 
caregiver). Participants also discussed gaining knowledge 
as a motivator: “I’m always willing to learn a new field. 
Anything that gives me more knowledge” (s1, caregiver). 
Other motivators included forming social connections, 
keeping busy, feeling useful, and participating in activities 
they enjoy, such as “I like to analyze stuff” (s1, caregiver). 
Few mentioned money as a potential motivation, such as 
this caregiver:

Just being able to have a discussion with other people 
who go through what I go through, so I don’t feel like, 
half the time, I’m going crazy. I don’t think you have to 
pay people to do research. I think people want to do re-
search so they can find a better outcome. I mean, some 
people want to get paid, I  guess, but that would just 
limit your ability to learn things. (s2, caregiver)

Barriers to Participating as Research Advisors

Participants shared the things that would make it difficult 
for them to serve as advisors to researchers. One theme 
centered around lacking the skills to be helpful. For ex-
ample, some participants felt they had insufficient social 
skills: “I’m not good with people” (s1, caregiver). Other 
participants felt they had insufficient knowledge: “I’m no 
expert” (s1, caregiver). One caregiver seemed reluctant 
about the value of their contributions, stating “I’m not 
sure what layman would be able to help with on that, but 
I guess I could help get an outside perspective” (s1, care-
giver). A  few participants mentioned that they would be 
willing to help if they had the proper training, such as the 
following participant: “If I specialize, if I have the training 
already to do it … and ability and the qualification” (s1, 
patient).

Participants also discussed physical and time barriers 
to participation. For caregivers, time constraints caused 
by work or caregiving responsibilities were common, such 
as: “I have to stay home with Mom” (s2, caregiver). For 
homebound patients, physical constraints were common 
and included an inability to leave the house or difficulty with 
seeing and hearing. However, several participants were still 
willing to participate if their needs were accommodated, 
such as being able to share their ideas over the phone, or 
having researchers travel to them.

Some participants felt that participating as an advisor 
would disrupt their daily routine: “I arrived to a point 
where I  am trying to adjust myself to my handicaps. So 
I  don’t want to disturb that” (s2, patient). For example, 
one caregiver stated: “We just like to live a quiet life here 
and try to make the best of everything goes on with us  
here … and nothing else matters to us that much anymore, 
really” (s1, caregiver). For these participants, participating 
as a research advisor would take time away from valued 
activities: “I kind of want to be outside enjoying outside or 

talking to a friend or something where I don’t have to think 
about anything else” (s2, caregiver).

Preferences for Participating as Research 
Advisors

When provided with examples of ways to participate as 
advisors to researchers, most opportunities were of interest 
to participants. For example, participants were interested 
in helping researchers decide what questions to ask, helping 
develop the processes that involve research participants 
(e.g., study intervention or what participants will be asked 
to do), working with study data, and presenting results. 
Several participants wanted to focus on tasks they felt they 
were good at: “I’m just not a very creative writer, and so 
I like to do things I’m good at … I would like to go towards 
my strengths, instead of my weaknesses” (s2, patient).

Participants also shared their preferred methods for 
communicating as research advisors. Overall, participants 
most commonly preferred to communicate in-person (if lo-
gistics allowed); by phone was the second most commonly 
reported communication preference. A  small subset of 
participants reported videoconferencing as their preferred 
means of communication, such as this homebound patient: 
“to video tablet, that’d be the same like going in-person, 
but it’d be a lot easier” (s1, patient).

When asked specifically about videoconferencing, most 
participants responded positively. Many participants re-
ported having access to a computer, tablet, or smart-
phone through which they could use videoconferencing. 
Approximately half of the participants had prior experi-
ence using videoconferencing tools such as Facetime or 
Skype or a video-based telemedicine visit. Those who had 
used videoconferencing tools generally reported positive 
experiences, such as, “It’s easier to understand people when 
you can see them” (s2, patient). As one caregiver pointed 
out, the advantage of videoconferencing is that “if we did it 
on video, it’s like meeting in person. And people’s schedules 
are weird, so you have to be flexible. But if you talk on 
the telephone, you never know who’s talking” (s2, care-
giver). For those without experience, several said things 
like: “I’m not very tech-savvy, but I  am willing to learn” 
(s1, caregiver).

Discussion and Implications
Overall, a diverse group of caregivers and homebound older 
adults reported generally positive attitudes toward research 
and openness to engaging as advisors to researchers in the 
field of HBMC. These results highlight an important op-
portunity for researchers to partner with the HBMC popu-
lation so that their needs are represented in future research. 
Prior work indicates researchers may fear that recruiting 
vulnerable populations will further burden them (Kars 
et al., 2016). In contrast, our participants were interested 
in engaging in activities such as helping researchers decide 
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what questions to ask, helping develop the processes that 
involve research participants, working with study data, 
and presenting results. These results are aligned with pa-
tient and caregiver stakeholder activities reported in other 
projects funded by the PCORI (Forsythe et al., 2019).

Many participants felt research could be relevant to 
people like them and viewed research as an opportunity 
to share ideas with others. Two participants also expressed 
that research needs more oversight and patient perspectives. 
Recent initiatives such as those driven by PCORI have 
emphasized the importance of including patient and care-
giver perspectives in the processes of health care research 
(Fleurence et  al., 2013). This input is especially needed 
as the population ages and HBMC utilization becomes 
more widespread (Hamidi & Joseph, 2019; Ortman et al., 
2014; Peterson et al., 2012; Yao et al., 2018). Research in-
formed by input from homebound patients and caregivers 
will help ensure that HBMC meets the needs of this aging 
population.

In our study, helping others emerged as an important mo-
tivator for participating in as a research advisor. Altruism as 
motivation for research participation, in general, has been 
established in populations receiving palliative care and hos-
pice services, as well as underrepresented populations in 
aging-related research, but not in homebound individuals 
specifically (Dobratz, 2003; Gysels et  al., 2008; Hughes 
et al., 2017; Terry et al., 2006). Even for participants who 
felt research could not help them personally, many were 
motivated by the prospect of helping others, indicating that 
it may not be necessary for participants to benefit directly 
for them to feel motivated to contribute. Other motivators 
identified in our study overlap with those described gen-
erally for PCORI-funded work, including that of learning 
and sharing ideas with others to improve health care 
(Hemphill et al., 2020). While compensation plays an im-
portant role in recognizing the time and contributions of 
research advisors, our results highlight other motivators 
that may aid in the recruitment of homebound patients and 
caregivers as advisors.

Our findings around barriers to participating as re-
search advisors indicate that researchers aiming to gain 
input from homebound older adults and caregivers should 
employ flexible strategies. Many participants said they 
would be willing to serve as research advisors if their 
preferences were accommodated. Such accommodations 
include providing an array of in-person, phone, and video-
conferencing engagement modalities at times that are con-
venient to participants. Advisors may also have preferences 
on the specific activities they contribute to, such as focusing 
on tasks they are good at. Again, our findings align with 
those from palliative care research, where using flexible 
strategies to accommodate or mitigate barriers has been 
shown to be essential for recruiting and including seriously 
ill populations in research (Hanson et al., 2014).

Participants also reported fears about participating as 
advisors, such as feeling like they lacked the skills or exper-
tise to contribute. Consequently, throughout recruitment 

and engagement, researchers may need to emphasize to 
homebound patients and caregivers that their points of 
view play a valuable role in HBMC research. Similarly, 
prior work by CJE SeniorLife with the Bureau of Sages 
emphasized the importance of communication with older 
adult stakeholders as equals who have valued expertise 
(CJE SeniorLife, 2017). Training advisors on research 
processes may also help participants feel more confident 
in their ability to assist with research (Frank et al., 2015).

Limitations

Our study participants were recruited from HBMC 
practices at UCSF and JHU. Thus, our findings may not 
be transferable to patients or caregivers associated with 
practices in more rural settings or other parts of the country. 
Additionally, because eligible participants were identified by 
clinicians, the study may have excluded individuals who 
clinicians perceived to be less open or less able to participate 
due to cognitive or health limitations (Kars et  al., 2016). 
People who chose to participate were likely inherently more 
motivated to participate in research than those who declined, 
which may have limited the range of perspectives shared 
during interviews. Additionally, while we did ask about 
participants’ past experiences with health care research, we 
did not ask whether they had past experience as a research 
advisor specifically. If participants had past experience as an 
advisor and did not mention this experience to interviewers, 
this may have influenced their opinions in ways we were 
unable to capture. Finally, our sample included only one 
male homebound patient and four participants with self-
reported low socioeconomic status, which may have limited 
the range of perspectives shared.

Conclusions
The National Institutes of Health newly emphasizes the im-
portance of including people of all ages in research (National 
Institutes of Health, 2017). We successfully recruited a di-
verse group of homebound older adults and caregivers in 
two major cities who expressed generally positive attitudes 
toward research and openness to engaging as advisors to 
researchers. Our findings provide insight into the partici-
pation barriers and communication preferences that suc-
cessful recruitment strategies will need to account for when 
incorporating homebound older adults and caregivers into 
research. Participants were interested in activities such as 
helping researchers decide what questions ask, helping de-
velop the processes that involve research participants, 
working with study data, and presenting results. Results 
from this study highlight an opportunity for patient-centered 
outcomes research in partnership with homebound older 
adults and their caregivers. Insights and strategies gained 
from this study were later used by our team to convene 
an advisory board of homebound older adults and their 
caregivers to create a research agenda for HBMC.
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