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Abstract

Improving health and healthcare for people experiencing homelessness (PEH) has become a national research priority. It
is critical for research related to homelessness to be guided by input from PEH themselves. We are a group of researchers
and individuals who have personally experienced homelessness collaborating on a study focused on homelessness and
housing. In this Fresh Focus, we describe our partnership, lessons learned from our work together, what we have gained
from our collaboration, and considerations for future homelessness research-lived experience partnerships.

Keywords Homelessness - Patient engagement - Patient-centered research - Research methods

Background 2021). Compared to their housed counterparts, people expe-

riencing homelessness (PEH) have elevated risk for serious
Homelessness is a growing social and public health crisis ~ health problems such as infectious disease (National Health
in the United States (U.S.), as approximately 580,000 indi-  Care for the Homeless Council — NHCH, 2019; Zlotnick,&
viduals experienced homelessness on a given night in 2020  Zerger. 2009; Zlotnick et al., 2013), behavioral health dis-
(U.S. Department of Housing and Urban Development, orders (Fazel et al., 2008; Greenberg & Rosenheck, 2010;

< Howard Padwa 7 Health, Homelessness, & Criminal Justice Lab, Hennepin

hpadwa@mednet.ucla.edu Healthcare Research Institute, 825 8th St S., Minneapolis,
MN 55404, USA

Semel Institute of Neuroscience and Human Behavior, 8

Eﬁ;‘l’lif‘gu‘i’;%(‘)ﬂ’g‘:i"Zl‘:sngcefsg’ oo IUV;’ﬁgburn and Karin Fielding School of Public Health, University of
’ ’ geles, ’ California, Los Angeles, 650 Charles E. Young Drive South,
2 Suzanne Dworak-Peck School of Social Work, University of Los Angeles, CA 90095, USA

Southern California, 669 West 34th Street, Los Angeles, 9 . .
CA 90089, USA Skid Row Housing Trust, Los Angeles, CA, USA

Department of Community Health Sciences, Jonathan

10

3 Department of Veterans Affairs Greater Los Angeles Homelessness Advocate, Los Angeles, CA, USA

Healthcare System, 11301 Wilshire Blvd, Los Angeles, " Corporation for Supportive Housing, Los Angeles, CA, USA

CA 90073, USA 12 National Alliance to End Homelessness, Los Angeles, CA,
4 Department of Biomedical & Health Sciences, University of USA

Vermont, 149 Beaumont Avenue, Burlington, VT 13 Los Angeles County Continuum of Care Board, Los Angeles,

05405, USA

CA, USA

5 Department of Emergency Medicine, University of 14

Los Angeles County Mental Health Commission, Los

California, Los Angeles, 924 Westwood Blvd, Los Angeles, Angeles, CA, USA

CA 90024, USA
Department of Family Medicine, University of California,
Los Angeles, 10833 Le Conte Avenue, Los Angeles,

CA 90095, USA

Keck School of Medicine, University of Southern California,
1975 Zonal Avenue, Los Angeles, CA 90033, USA

Published online: 19 May 2023 €\ Springer


http://orcid.org/0000-0002-1428-9277
http://crossmark.crossref.org/dialog/?doi=10.1007/s10597-023-01138-6&domain=pdf&date_stamp=2023-5-18

Community Mental Health Journal

Zlotnick & Zerger, 2009), and multimorbidities (Vickery et
al., 2021). Furthermore, the material hardships of homeless-
ness accelerate aging, leading to the onset of geriatric con-
ditions and medical conditions more typical of individuals
1020 years older (Adams et al., 2007; Brown et al., 2012;
Gelberg et al., 1990).

These issues are compounded by the fact that homeless-
ness brings about significant barriers to consistent quality
healthcare (Baggett et al., 2010; Zlotnick et al., 2013). Most
PEH lack access to routine basic medical and behavioral
services, and stigma and discrimination decrease treatment
quality on the rare occasions they receive care (Baggett et
al., 2010; Gilmer & Buccieri 2020; Jones et al., 2017; Jones
et al., 2018; Mejia-Lancheros et al., 2020). The combination
of increased risk, low access to services, and poor care qual-
ity has dire consequences. On average, individuals experi-
encing homelessness die 12 years younger than the rest of
the U.S. population (NHCH, 2019).

The crisis of homelessness and health has spurred action,
with the U.S. National Institutes of Health (2022) report-
ing that it is currently spending over $195 million to sup-
port 191 research projects related to homelessness as of
August 2022, and other funders investing significantly in
research on healthcare and homelessness. For this research
to be impactful, it needs to be rooted in a solid understand-
ing of the practical challenges homelessness brings. Basic
necessities that are often taken for granted in the industrial-
ized world—physical safety, private restrooms, and access
to hygienic supplies, medication, food, and water—are rare
luxuries when experiencing homelessness. Public responses
to homelessness exacerbate these challenges. Ordinances
prohibiting sleeping, resting, eating, panhandling, or sitting
in public places lead to a de-facto criminalization of home-
lessness, causing constant stress and dislocation for PEH
(Robinson, 2019; Tars, 2021). Forced evictions and law
enforcement sweeps of encampments and tent communities
frequently result in the loss or destruction of the few posses-
sions PEH own (Tars, 2021). The impacts that these harsh
realities have on well-being and ability to access services
need to be incorporated into research on health and health-
care for populations experiencing homelessness.

Research on homelessness also needs to account for
contextual factors that may inhibit participation in studies.
Increasingly research utilizes digital platforms to collect
data, but many PEH lack reliable access to the equipment or
data plans needed to engage consistently as research partici-
pants (Humphry, 2019). Individuals living in encampments,
shelters, and other congregate settings also lack privacy or
quiet spaces needed to complete surveys and interviews.
These factors are exacerbated by the fact that many studies
do not recruit PEH directly, instead partnering with other
homeless-interfacing institutions (e.g. housing programs,
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social service programs) to find and engage participants
(Gordon, Baker, & Steffens, 2022). Many of these institu-
tions have failed individuals experiencing homelessness in
the past (Hoolachan, 2016; Woodhall-Melnik et al., 2018;
Woodhall-Melnik et al., 2022), and studies’ association with
them may compromise their trustworthiness in the eyes of
potential participants, causing downstream problems for
study recruitment, retention, and data quality.

In sum, research on homelessness and health is complex
and nuanced, and researchers need to consider the afore-
mentioned issues in all phases of study design and imple-
mentation. One way to do this is to engage people who
have lived experience with homelessness as research part-
ners (Franco et al., 2021; Kiser & Hulton 2018; Fletcher et
al., 2022). Across healthcare and health services research,
partnership with people with lived experience can contrib-
ute to the development of questions and outcomes that are
more meaningful to patients and caregivers, and it is associ-
ated with higher levels of study enrollment and participant
retention (Forsythe et al., 2019). With growing awareness
of the importance of stakeholder partnership in research
studies, funding agencies such as the National Institutes of
Health and the Patient-Centered Outcomes Research Insti-
tute (PCORI) are increasingly providing research support
to studies that rigorously incorporate stakeholder partner-
ships (Baker, 2022; Selby et al., 2012). In this paper, we—a
group of homelessness researchers and individuals who
have personally experienced homelessness—describe early
phases of a study on homelessness and housing has brought
us together. We share perspectives on what we have learned
from our collaboration, what we have gained from our part-
nership, and lay out considerations for future efforts to inte-
grate lived experience into research on homelessness.

Lived Experience and the Person-Centered
Housing Options, Outcomes, Services, &
Environment (PCHOOSE) Study

We formed our partnership to guide the Person-Centered
Housing Options, Outcomes, Services, & Environment
(PCHOOSE) study, a mixed-methods project examining
the comparative effectiveness of different permanent sup-
portive housing (PSH) configurations in improving housing,
health, well-being, mental health, substance use, and health-
care utilization during the COVID-19 pandemic. The two
models being studied are place-based PSH, which houses
individuals in congregate settings where most residents are
transitioning out of homelessness and supportive services
are delivered onsite, and scattered-site PSH, which houses
participants in apartments rented from private landlords and
provides mobile case management services.
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Our core investigative team consists of ten researchers
from multiple disciplines, none of whom have personally
experienced homelessness. To bring perspectives of indi-
viduals who have experienced homelessness and received
housing services such as PSH to the project, the research-
ers organized a Lived Experience Group (LEG), consisting
of eleven individuals with homelessness histories who have
gone through the process of attaining and maintaining hous-
ing. LEG members were identified and recruited through
pre-existing relationships that study investigators had with
them from other projects and collaborations. Approximately
half of LEG members (6/11) identify as male, and the major-
ity of them (8/11) identify as Black or African American.
The mean age of LEG members is 49 years old (SD=15),
and on average, they experienced 13.6 years of homeless-
ness (SD=11.9). LEG members are compensated for their
time and expertise at the same rate as other project advi-
sors and stakeholders (e.g. homelessness service advocates,
policymakers, subject matter experts) who have been hired
as study consultants.

We convene in meetings that bring together our core inves-
tigative team and our LEG roughly five times per year. LEG
meetings occur on Zoom and generally last between 90 and
120 min. There have been twelve LEG meetings since July
2021. A member of the investigative team facilitates LEG
meetings with support from other members of the research
team. We organize LEG meetings around several principles
of Community-Based Participatory Research (CBPR),
including openness to influence from LEG members who
do not have formal research training and recognition that
LEG members’ strengths, resources, and experiences are
invaluable assets for the research team (Israel et al., 2017,
Wells et al., 2006). As described below, researchers made
many decisions concerning study design and implementa-
tion based on recommendations from LEG members given
their intimate, real-world knowledge of homelessness, the
housing process, and mistrust PEH may have of research-
ers and the research process Acknowledging the structural
disparities and inequalities between professional research-
ers and LEG members, the facilitator explicitly focuses on
emphasizing and empowering the knowledge and expertise
of LEG members, and making them equal partners in group
discussions. Issues of race, ethnicity, and class often emerge
during meetings, and both researchers and LEG members
all discuss their own experiences, prejudices, and assump-
tions during meetings (Israel et al., 2017). To encourage
honesty and trust, the group facilitator checks in with LEG
members between meetings through surveys and one-to-one
correspondence, eliciting feedback on how they feel about
group meetings and ways that they could be improved.

The results presented below are a summary of how we
have experienced this collaboration. The lead author—who

is also the LEG group facilitato—wrote an outline of this
summary based on detailed notes other team members took
during LEG meetings, his own recollections of LEG dis-
cussions, and input he received from LEG members them-
selves. He then verified the trustworthiness of the notes and
his interpretation of them through member-checking, hav-
ing other investigators and LEG members review findings,
and discuss them during a LEG meeting (Candela, 2019;
Thomas, 2017). Next, LEG members shared their perspec-
tives on the study and their experience with the lead author
over email. The lead author analyzed respondent emails
using content analysis (Hseih & Shannon, 2005), produced
an outline summary of key themes and results that used
direct quotes from LEG participants’ emails, and verified
them through member-checking. All members of the core
investigative team and the LEG are co-authors on this paper,
and we all agree that the summary below is an accurate
reflection of our experience and perspectives.

What We Have Learned So Far

We have learned that partnering with individuals who have
personally experienced homelessness can enhance many
phases of the research process, particularly ones that are
challenging for scholars. For example, developing and
implementing effective recruitment and retention strategies
has historically been difficult in research on homelessness
(Becker et al., 2014; North et al., 2012; Strehlau et al., 2017)
When the researchers in our group asked LEG members how
to address recruitment challenges, LEG members suggested
that the study could be made more appealing if individuals
who have personally experienced homelessness introduce
the research and explain why it is important to potential par-
ticipants. To do this, we created informational videos where
LEG members introduced themselves, discussed their per-
sonal histories of homelessness, presented an overview of
the study, explained why they believe the study is important,
and emphasized that joining the study was a way for partici-
pants to make their voices heard. These videos were posted
on the study’s webpage to help publicize the project. To help
boost retention, LEG members provided the investigative
team with input on how to use study funds to compensate
participants after they took monthly surveys, and project
researchers used these insights to design an incentive sched-
ule that helped the study reach target follow-up rates.

LEG members have also contributed key insights that
have helped the investigative team consider new perspec-
tives when interpreting data and adjust its qualitative data
collection and analysis plans accordingly. For example,
when early quantitative data showed lower-than-expected
rates of substance use among the study sample, LEG
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members suggested that study participants—all of whom
had recently received PSH placements—could be underre-
porting substance use because they feared that if they dis-
closed alcohol or drug use the information could be used as
“evidence” that could jeopardize their newly-secured hous-
ing. Based on this input, the study is emphasizing the con-
fidentiality of all study data when asking participants about
substance use, and considering the possibility that fear of
disclosing substance use could be influencing the trends
observed in quantitative and qualitative data When inves-
tigators shared early data about health service utilization,
LEG members helped contextualize findings by highlight-
ing that many respondents may have reported about mental
health and substance use services—not primary care—in
response to this question. The LEG members in our group
explained that this is because for many PEH, the first thing
that comes to mind when asked about “healthcare” is behav-
ioral healthcare, since they see mental health and substance
use service providers for groups, counseling, and medica-
tion regularly, but they only see physical healthcare provid-
ers when they are sick or injured. Based on these insights,
the investigative team has supplemented qualitative semi-
structured interview scripts and the accompanying analytic
plan to be mindful that participants may define “healthcare”
differently from the research team.

In one case, our LEG member insights contributed to the
addition of new methodological approaches to the project.
When the investigative team presented initial quantitative
findings concerning social activity, it shared the information
by highlighting differences and similarities among partici-
pants in different types of housing programs (place-based,
scattered-site) since that was the focus of the original study.
After hearing this analysis, LEG members highlighted that
for many individuals in PSH, the perceived safety of the
neighborhood and attractiveness of amenities available to
them (e.g. shopping, parks)—not just the type of housing
itself—could account for observed differences in social
activity. Based largely on this insight, study investigators
adjusted the qualitative data collection and analysis plans,
supplementing traditional semi-structured interviews with
recently-housed participants with photo-elicitation inter-
views (PEIs - Clark-Ibanez, 2004; Padgett, Smith, Derejko,
Henwood, & Tiderington, 2013). In our PEIs, participants
are asked take photos that they believe capture the essence
of their daily lives on study-issued cell phones (which they
already had been issued to take surveys) and share them
with qualitative interviewers, who then use them as prompts
to start conversations about participants’ neighborhood and
day-to-day activities In addition to using PEI to facilitate
interviews, the investigative team will also use the images
themselves as a form of data (Richard & Lahman, 2015) that
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it will analyze, interpret, and integrate with other quantita-
tive and qualitative data.

While helping the study add new dimensions to the study,
LEG input has also kept the research team from pursuing
activities that could have potentially undermined project
success. When thinking about how to better capture infor-
mation about how PSH spend their time, the investigative
team considered adding a supplement to the study where a
subset of participants would be given an option to have their
study-issued phones’ geolocation data tracking activated
and share location information with the project. When pre-
sented with this idea, LEG members strongly opposed it for
several reasons. First, they expressed concern that for indi-
viduals who were survivors of abuse, the idea of geographic
tracking could trigger a post-traumatic stress response or
cause serious emotional distress. Second, LEG members
highlighted that many PEH and recently housed individu-
als are highly concerned about surveillance and tracking, so
the collection of such data could be seen as an inappropri-
ate and suspicious invasion of privacy. When researchers
on the team explained that they would inform participants
that this information would be secure and used only by the
study team, LEG members maintained that even so, propos-
ing the idea could have negative impacts on the study. Many
LEG members cautioned that PEH often feel “misled” by
researchers after they complete studies because they are told
that their participation will lead to improved services, but
they rarely see substantive change. By adding a potentially
troubling “ask” to the research project after initially enroll-
ing participants only to collect information about health and
quality of life information, LEG members felt that the study
could come across as doing a “bait and switch” with par-
ticipants, thus irrevocably compromising their trust in the
study and potentially jeopardizing retention. Based on this
input, the research team opted not to go back to participants
to obtain additional consent to add the geo-tracking compo-
nent to data collection after the study had already started.

What We Have Gained from Our Partnership

The researchers among us, while we had been highly cog-
nizant of the challenges PEH face before, have gained a
deeper understanding of what our LEG members term “the
realism of homelessness, from real people” and the perspec-
tives of “front-line soldiers who’ve lived and survived in
that world (of homelessness)” though our collaboration.
Getting to know the stories of misery, hardship, resilience,
and recovery from LEG members with whom we have
developed strong working relationships has added emo-
tional depth and nuance to our understandings of individu-
als’ journeys through homelessness. Moreover, partnering
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with people with lived experience—and not just collecting
data from them—has forced us to consider the perspectives
of our participants first and foremost as we have designed
and implemented the study. Consequently, we have taken
information that is, as one LEG member writes, “very often
overlooked or not seen as valid” seriously, and proactively
tailored the study to be as cognizant of and responsive to the
realities of homelessness as possible.

For the LEG members among us, collaborating with
researchers has been an avenue for healing and empower-
ment. While LEG meetings are not specifically designed
to be therapeutic, having a forum where we get to discuss
some of our darkest and most vulnerable experiences from
the past in a safe space bring us senses of emotional well-
ness and belonging. Using our past pain to help improve
knowledge about homelessness and alleviate the suffering
of our unsheltered and recently-housed neighbors makes us
feel good, and that we are making a difference. For some of
us, this research is one of the first opportunities we have had
to contribute to something positive by making our voices
heard. We also recognize that through this collaboration, we
speak not only for ourselves, but for all of the people who
are still suffering on the streets. We are empowered by the
fact that when we contribute to this group and to research,
and we are speaking for all of those who are suffering, but
who have not yet found their voices or had a chance to be
heard.

Considerations for Future Collaboration

Though our collaboration has been highly beneficial, we
also recognize ways that future researcher-lived experience
collaborative studies on homelessness and housing could be
improved. First, the main question of our study—what is
the comparative effectiveness of place-based and scattered-
site housing—was generated by researchers based largely
on a literature review. All of the LEG contributions dis-
cussed above occurred within the confines of a study that
was already conceptualized by researchers who have not
personally experienced homelessness, and chosen for fund-
ing by a scientific review committee that was likely mostly
composed of individuals who had not experienced home-
lessness. If individuals with lived experience had played a
more substantive role in conceptualizing our study, we may
have designed it to better capture issues that LEG members
believe are crucially important (such as the neighborhoods
of PSH placements, and not just their configurations) from
its outset. However, there are significant barriers—lack of
resources to support the time of LEG members for con-
ceptualizing studies that are not yet funded, not having the
training and experience needed to design robust research

projects, and unfamiliarity with the peer-review process
among them—that make it difficult to meaningfully involve
PEH in the development of research ideas. There are ways
that future projects can address this issue. CBPR provides
a roadmap that researchers can use to partner with com-
munity members—including those who have experienced
homelessness—to develop research questions that address
the community’s priorities, and not just those of researchers
and scientific review boards (Fletcher et al., 2022; Forsythe
etal., 2019; Franco et al., 2021; Israel et al., 2017; Kiser &
Hulton 2018; Selby et al., 2012; Wells et al., 2006; Wood-
hall-Melnik et al., 2018; Woodhall-Melnik et al., 2022). The
LEG group facilitator recently received funding to imple-
ment the Stakeholder Engagement in question Development
and prioritization (SEED) method—an approach that com-
bines CBPR principles with scientific reviews of available
evidence to develop rigorous, community-driven ideas for
research (Rafie et al., 2019; Zimmerman 2017; Zimmerman
& Cook, 2017; Zimmerman et al., 2020)—in collaboration
with the LEG. Our hope is that this new project will continue
bringing the benefits of CBPR to research on homelessness
in the community, similar to how the U.S. Department of
Veterans Affairs (VA) health system has been implementing
CBPR with veterans who have experienced homelessness
(Fletcher et al., 2022).

A second consideration for future collaboration is that
our lived experience partners likely differ from much of
the population experiencing homelessness in significant
ways. In large part, this is because our LEG was formed
by researchers who recruited members through pre-exist-
ing networks they had. Consequently, most LEG members
have previously been involved in activities—such as vol-
unteering for research projects, speaking at conferences, or
working as peer advocates in PSH programs—that are not
typically pursued by most people who experience homeless-
ness. Many individuals exiting homelessness continue to
experience a lack of meaningful activity and social integra-
tion, (Harris et al., 2019; Hawkins & Abrams, 2007; Pilla &
Park-Taylor, 2022), and it is likely that that our LEG mem-
bers are more active and engaged in their community than
most people who are experiencing homelessness or transi-
tioning to housing. Furthermore, in our study, lived expe-
rience contributions were confined to the perspectives of
people who had previously experienced homelessness. No
LEG members are currently unhoused, so their lived experi-
ence contributions of the LEG are based on retrospection—
memory of the experience of homelessness in the past. The
homelessness experience of LEG members is somewhat
distal, with some individuals having been housed for over
five years, so their understanding of homelessness could dif-
fer substantively from homelessness as it is today due to
changes in the economy, society, and housing policy. If the
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LEG included people who are currently experiencing home-
lessness and/or received housing placements more recently,
it could have potentially offered a different perspective to
the project.

However, it is not clear if advising a research group
would be a priority, or feasible, for people currently experi-
encing homelessness or who have been recently housed. The
instability of being unhoused and logistical issues that often
intersect with homelessness (e.g. lack of communication
devices, transportation challenges, participation in residen-
tial behavioral health programs) make it difficult for PEH to
engage with research teams and sustain these relationships
(Fletcher et al., 2022). The same material and contextual
factors that can affect their health and research participation
also inhibit participation in academic-community collabo-
rations. Furthermore, for most PEH, exiting homelessness
and meeting basic needs for survival are pressing priorities,
leaving them with little time or mental energy to dedicate to
research (Fletcher et al., 2022). Even when partnering with
people who had experienced homelessness but are currently
housed this is an issue since individuals exiting homeless-
ness tend to be under-employed and still struggle financially
(Poremski et al., 2016). Several ongoing initiatives, includ-
ing efforts being spearheaded by the National Health Care
for the Homeless Council (National Health Care for the
Homeless Council, 2022) and the VA (Fletcher et al., 2022),
include individuals who are currently unhoused as research
stakeholders. However, some of these efforts have encoun-
tered significant obstacles sustaining partnerships (Fletcher
et al., 2022). Further research is needed to identify effective
strategies and best practices not only for bringing people
currently experiencing homelessness into research partner-
ships, but also to sustain these relationships.

It is notable that beyond improving the study, the LEG
members among us have found partnership with researchers
to be healing and empowering on a personal level. Home-
lessness can lead to experiences of trauma, marginaliza-
tion, dehumanization, and exclusion (Hamilton et al., 2011;
Magwood et al., 2019; Tsai et al., 2020), and activities that
support empowerment, resilience, and a sense of personal
mastery help facilitate the process of healing and recovery
during the transition out of homelessness (Magwood et al.,
2019; Manning & Greenwood 2019). The personal fulfill-
ment and sense of meaning LEG members are deriving from
this research partnership highlights how having individuals
with lived experience join research teams can advance not
only research, but also the process of healing and growth for
PEH themselves. Finding purpose (conducting meaningful
daily activities) and community (having relationships and
social networks that provide support, friendship, love, and
hope) are key dimensions of recovery (SAMHSA, 2023), and
based on our experience, it seems that research partnerships
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can foster both. Future documentation of PEH’s experience
in research partnerships, and its contributions to their senses
of purpose and fulfillment, can help develop understanding
of the role that partnering in research on homelessness can
have for individuals who have experienced homelessness as
they proceed on their own recovery journeys. At the same
time, the limitations of research collaborations also need to
be considered and better understood.

Conclusion

The Person-Centered Housing Options, Outcomes, Ser-
vices, & Environment (PCHOOSE) study has benefited
tremendously from the input of individuals who have lived
experience with homelessness, underscoring the importance
of bringing their voices to research. Our experience has
shown how partnering with PEH can help investigators con-
duct research that is better informed by and aligned with the
real-world experience of homelessness. At the same time,
partnering with researchers seems to provide individuals
with lived experience with opportunities for healing and
empowerment, furthering their recovery from homeless-
ness. Though these partnerships require a significant invest-
ment of time and resources, they can be critical to ensuring
that research generates knowledge that improves clinical
practice and policy, and contributes to the broader goal of
improving the lives of individuals impacted by our nation’s
homelessness crisis.

Acknowledgements The work reported in this article was funded
through Patient-Centered Outcomes Research Institute Contract
COVID-2020C2-10933. The views and opinions in this article are
solely the responsibility of the authors, and do not necessarily rep-
resent the views of are solely the responsibility of the authors and do
not necessarily represent the views of the Patient-Centered Outcomes
Research Institute (PCORI), its Board of Governors or Methodology
Committee.

References

Adams, J., Rosenheck, R., Gee, L., Seibyl, C. L., & Kushel, M. (2007).
Hospitalized younger: A comparison of a national sample of
homeless and housed inpatient veterans. Journal of Heatlh Care
for the Poor and Underserved, 21(4), 1234—1249.

Baggett, T. P., O’Connell, J. J., Singer, D. E., & Rigotti, N. A. (2010).
The unmet health care needs of homeless adults: A national study.
American Journal of Public Health, 100(7), 1326—1333. https://
doi.org/10.2105/AJPH.2009.180109

Baker, R. G. (2022). Welcoming Patients’ Lived Experience Into the
Lab: A Message from Rebecca G. Baker, Ph.D., Director of the
NIH HEAL Initiative. Retrieved from https://heal.nih.gov/about/
director/patient-engagement. Accessed March 10, 2023.

Becker, K., Berry, S., Orr, N., & Perlman, J. (2014). Finding the
hard to reach and keeping them engaged in research. In R.
Tourangeau, B. Edwards, T. Johnson, K. Wolter, & N. Bates


http://dx.doi.org/10.2105/AJPH.2009.180109
http://dx.doi.org/10.2105/AJPH.2009.180109
https://heal.nih.gov/about/director/patient-engagement
https://heal.nih.gov/about/director/patient-engagement

Community Mental Health Journal

(Eds.), Hard-to-survey populations (pp. 619-641). Cam-
bridge: Cambridge University Press. https://doi.org/10.1017/
CBO09781139381635.036[Crossref], [Google Scholar].

Brown, R. T., Kiely, D. K., Bharel, M., & Mitchell, S. L. (2012).
Geriatric syndromes in older homeless adults. Journal of Gen-
eral Internal Medicine, 27(1), 16-22. https://doi.org/10.1007/
$11606-011-1848-9

Candela, A. G. (2019). Exploring the function of member checking.
The Qualitative Report, 24(3), 619-628.

Clark-Ibafiez, M. (2004). Framing the social world with photo-elici-
tation interviews. American Behavioral Scientist, 47(12), 1507—
1527. https://doi.org/10.1177/0002764204266236

Fazel, S., Khosla, V., Doll, H., & Geddes, J. (2008). The prevalence
of mental disorders among the homeless in western countries:
Systematic review and meta-regression analysis. PLoS Medicine,
5(12), €225. https://doi.org/10.1371/journal.pmed.0050225

Fletcher, E. H., Gabriellan, S., Brown, L., Gough, J. C., ljadi-Magh-
soodi, R., Kolofonos, 1., Nazinyan, M., Orellana, E., & Wells, K.
(2022). Lessons learned by collaborating with structurally vulner-
able veterans via a Veterans Engagement Group. Journal of Gen-
eral Internal Medicine, 37(S1), 109—112. https://doi.org/10.1007/
$11606-021-07075-y

Forsythe, L. P., Carman, K. L., Szydlowski, V., Fayish, L., David-
son, L., Hickam, D. H., Hall, C., Bhat, G., Neu, D., Stewart, L.,
Jalowsky, M., Aronson, N., & Ayanwu, C. U. (2019). Patient
engagement in research: Early findings from the patient-centered
outcomes Research Institute. Health Affairs (Millwood), 38(3),
359-367. https://doi.org/10.1377/hlthaff.2018.05067

Franco, A., Meldrum, J., & Ngairuiya, C. (2021). Identifying homeless
population needs in the emergency department using community-
based participatory research. BMC Health Research, 21(428),
https://doi.org/10.1186/s12913-021-06426-z

Gelberg, L., Linn, L. S., & Mayer-Oakes, A. (1990). Differences in
health status between older and younger homeless adults. Journal
of the American Geriatrics Society, 38(11), 1220-1229. https://
doi.org/10.1111/5.1532-5415.1990.tb01503.x

Buccieri, K. (2020). Homeless patients associate clinician bias with
suboptimal care for mental illness, addictions, and chronic pain.
Journal of Primary Care and Community Health, 11, 1-7. https://
doi.org/10.1177/2150132720910289

Gordon, S.J., Baker, N., & Steffens, M. (2022). Appropriate and
acceptable health assessments for people experiencing home-
lessness. BMC Public Health, 22:1289. https://doi.org/10.1186/
$12889-022-13723-7

Greenberg, G. A., & Rosenheck, R. A. (2010). Mental health correlates
of past homelessness in the National Comborbidity Study Rep-
lication. Journal of Health Care for the Poor and Undeserved,
21(4), 1234-1249.

Hamilton, A. B., Poza, 1., & Washington, D. L. (2011). Homelessness
and trauma go hand-in-hand”: Pathways to homelessness among
women Veterans. Women's Health Issues, 21(4), S203-S209.
https://doi.org/10.1016/j.whi.2011.04.005

Harris, T., Rhoades, H., Duan, L., & Wenzel, S. L. (2019). Mental
health change in the transition to permanent supportive hous-
ing: The role of housing and social networks. Journal of Com-
munity Psychology, 47(8), 1834—1849. https://doi.org/10.1002/
jcop.22230

Hawkins, R., & Abrams, C. (2007). Disappearing acts: The social net-
works of formerly homeless individuals with co-occurring disor-
ders. Social Science & Medicine, 65(10), 2031-2042. https://doi.
org/10.1016/j.socscimed.2007.06.019

Hoolachan, J. E. (2016). Ethnography and homelessness research.
International Journal of Housing Policy, 16(1), 31-49. https://
doi.org/10.1080/14616718.2015.1076625Hsieh, H.F., & Shan-
non, S.E. (2005). Three approaches to qualitative content

analysis. Qualitative Health Research, 15(9), 1277-1288. https://
doi.org/10.1177/1049732305276687

Humphry, J. (2019). Digital First”: Homelessness and data use in an
online service environment. Communication Research and Prac-
tice, 5(2), 172—187. https://doi.org/10.1080/22041451.2019.1601
418

Israel, B. A., Schulz, A. J., Parker, E. A., Becker, A. B., Allen, A.
J., Guzman, J. R., & Lichtenstein, R. (2017). Critical issues in
developing and following CBPR Principles. In N. Wallerstein, B.
Duran, J. Oetzel, & M. Minkler (Eds.), Community-based Partic-
ipatory Research for Health: Advancing Social and Health Equity
(3rd edition., pp. 31-45). San Francisco: John Wiley & Sons, Inc.

Jones, A. L., Haussman, L. R., Haas, G. L., Mor, M. K., Cashy, J. P.,
Schaefer, J. H., & Gordon, A. J. (2017). A national evaluation
of homeless and nonhomeless veterans’ experiences with pri-
mary care. Psychological Services, 14(2), 174—183. https://doi.
org/10.1037/ser0000116

Jones, A. L., Haussman, L. R., Kertesz, S., Ying, S., Cashy, J. P., Mor,
M. K., Schaefer, J. H., Gundlapalli, A. V., & Gordon, A. J. (2018).
Difference in experiences with care between homeless and non-
homeless patients in Veterans Affairs facilities with tailored and
non-tailored primary care teams. Medical Care, 56(7), 610-618.
https://doi.org/10.1097/MLR.0000000000000926

Hulton, L. (2018). Addressing health care needs in the homeless popu-
lation: A new approach using participatory action research. SAGE
Open, 8(3), https://doi.org/10.1177/215824401878975

Magwood, O., Leki, V.Y., Kpade, V., Saad, A., Alkhateeb, Q.,
Gebremeskel, A... Pottie,K. (2019). Common trust and per-
sonal safety issues: a systematic review on the acceptability of
health and social interventions for persons with lived experi-
ence of homelessness.PLoS One, 14(12), €0226306. https://doi.
org/10.1371/journal. pone.0226306

Manning, R. M., & Greenwood, R. M. (2019). Recovery in homeless-
ness: The influence of choice and mastery on physical health,
psychiatric symptoms, alcohol and drug use, and community
integration. Psychiatric Rehabilitation Journal, 42(2), 147-157.
https://doi.org/10.1037/prj0000350

Mejia-Lancheros, C., Lachaud, J., O’Campo, P., Wiens, K., Nisen-
baum, R., Wang, R., Hwang, S. W., & Stergiopoulos, V. (2020).
Trajectories and mental health-related predictors of perceived
discrimination and stigma among homeless adults with mental
illness. PloS One, 15(2), €0229385. https://doi.org/10.1371/jour-
nal.pone.0229385

National Health Care for the Homeless Council. Homelessness &
Health: What’s the Connection? National Health Care for the
Homeless Council (2019).; Retrieved from https://nhchc.org/wp-
content/uploads/2019/08/homelessness-and-health.pdf. Accessed
May 27, 2022.

National Health Care for the Homeless Council (2022). National
Consumer Advisory Board. https://nhchc.org/consumers/ncab/
Accessed August 2, 2022.

North, C., Black, M., & Pollio, D. (2012). Predictors of success-
ful tracking over time in a homeless population. Social Work
Research, 36, 153—159. https://doi.org/10.1093/swr/svs005

Padgett, D. K., Smith, B. T., Derejko, K. S., Henwood, B. F., & Tider-
ington, E. (2013). A picture is worth.... Photo elicitation interview-
ing with formerly homeless adults. Qualitative Health Research,
23(11), 1435-1444. https://doi.org/10.1177/1049732313507752

Pilla, D., & Park-Taylor, J. (2022). Halfway Independent”: Experi-
ences of formerly homeless adults living in permanent supportive
housing. Journal of Community Psychology, 50(3), 1411-1429.
https://doi.org/10.1002/jcop.22724

Poremski, D., Stergiopoulos, V., Braithwaite, E., Distasio, J., Nisen-
baum, R., & Latimer, E. (2016). Effects of Housing First on
Employment and Income of Homeless individuals: Results of a

@ Springer


http://dx.doi.org/10.1080/22041451.2019.1601418
http://dx.doi.org/10.1080/22041451.2019.1601418
http://dx.doi.org/10.1037/ser0000116
http://dx.doi.org/10.1037/ser0000116
http://dx.doi.org/10.1097/MLR.0000000000000926
http://dx.doi.org/10.1177/215824401878975
http://dx.doi.org/10.1037/prj0000350
http://dx.doi.org/10.1371/journal.pone.0229385
http://dx.doi.org/10.1371/journal.pone.0229385
https://nhchc.org/wp-content/uploads/2019/08/homelessness-and-health.pdf
https://nhchc.org/wp-content/uploads/2019/08/homelessness-and-health.pdf
https://nhchc.org/consumers/ncab/
http://dx.doi.org/10.1093/swr/svs005
http://dx.doi.org/10.1177/1049732313507752
http://dx.doi.org/10.1002/jcop.22724
http://dx.doi.org/10.1017/CBO9781139381635.036
http://dx.doi.org/10.1017/CBO9781139381635.036
http://dx.doi.org/10.1007/s11606-011-1848-9
http://dx.doi.org/10.1007/s11606-011-1848-9
http://dx.doi.org/10.1177/0002764204266236
http://dx.doi.org/10.1371/journal.pmed.0050225
http://dx.doi.org/10.1007/s11606-021-07075-y
http://dx.doi.org/10.1007/s11606-021-07075-y
http://dx.doi.org/10.1377/hlthaff.2018.05067
http://dx.doi.org/10.1186/s12913-021-06426-z
http://dx.doi.org/10.1111/j.1532-5415.1990.tb01503.x
http://dx.doi.org/10.1111/j.1532-5415.1990.tb01503.x
http://dx.doi.org/10.1177/2150132720910289
http://dx.doi.org/10.1177/2150132720910289
http://dx.doi.org/10.1186/s12889-022-13723-7
http://dx.doi.org/10.1186/s12889-022-13723-7
http://dx.doi.org/10.1016/j.whi.2011.04.005
http://dx.doi.org/10.1002/jcop.22230
http://dx.doi.org/10.1002/jcop.22230
http://dx.doi.org/10.1016/j.socscimed.2007.06.019
http://dx.doi.org/10.1016/j.socscimed.2007.06.019
http://dx.doi.org/10.1080/14616718.2015.1076625
http://dx.doi.org/10.1080/14616718.2015.1076625

Community Mental Health Journal

Randomized Trail. Psychiatric Services, 67(6), 603—609. https://
doi.org/10.1176/appi.ps.201500002

Rafie, C. L., Zimmerman, E. B., Moser, D. E., Cook, S., & Zarghami,
F. (2019). A lung cancer research agenda that reflects the diverse
perspectives of community stakeholders: Process and outcomes
of the SEED method. Research Involvement and Engagement, 5,
3. https://doi.org/10.1186/s40900-018-0134-y

Richard, V. M., & Lahman, M. K. (2015). Photo-elicitation: Reflexiv-
ity on method, analysis, and graphic portraits. International Jour-
nal of Research & Method in Education, 38(1), 3-22. https://doi.
org/10.1080/1743727X.2013.843073

Robinson, R. (2019). No right to rest: Policy enforcement and
quality of life consequences of the criminalization of home-
lessness. Urban Affairs Review, 55(1), 41-73. https://doi.
org/10.1177/1078087417690833

Selby, J. V., Beal, A. C., & Frank, L. (2012). The patient-centered out-
comes Research Institute (PCORI) national priorities for research
and initial research agenda. Journal of the American Medi-
cal Association, 307(15), 1583-1584. https://doi.org/10.1001/
jama.2012.500

Strehlau, V., Torchalla, 1., Patterson, M., Moniruzzaman, A., Liang,
A., Addorisio, S., Frankish, J., Krausz, M., & Somers, J. (2017).
Recruitment and retention fo homeless individuals with mental
illness in a housing first intervention study. Contemporary Clini-
cal Trials Communications, 7, 48-57. https://doi.org/10.1016/.
conctc.2017.05.001

Substance Use and Mental Health Services Administration (SAM-
HSA) (2023). Recovery and Recovery Support Retrieved from
https://www.samhsa.gov/find-help/recovery. Accessed February
24,2023.

Tars, E. S. (2021). Criminalization of Homelessness National Low
Income Housing Coalition. Retrieved from https://nlihc.org/sites/
default/files/AG-2021/06-08 Criminalization-of-Homelessness.
pdf. Accessed May 23, 2022.

Thomas, D. R. (2017). Feedback from research participants: Are mem-
ber checks useful in qualitative research? Qualitative Research
in Psychology, 14(1), 23—41. https://doi.org/10.1080/14780887.
2016.1219435

Tsai, J., Schick, V., Hernandez, B., & Pietrzak, R. H. (2020). Is home-
lessness a traumatic event? Results from the 2019-2020 National
Health and Resilience in Veterans Study. Depression and Anxiety,
37(11), 1137-1145. https://doi.org/10.1002/da.23098

U.S. Department of Housing and Urban Development (2021). The
2020 Annual Homeless Assessment Report (AHAR) Assessment
Report to Congress U.S. Department of Housing and Urban
Development, Office of Community Planning and Development.
Retrieved from https:/www.huduser.gov/portal/sites/default/
files/pdf/2021-AHAR-Part-1.pdf Accessed May 27, 2021.

@ Springer

U.S. National Institutes of Health (2022). NIH RePORTER. Retrieved
from https://reporter.nih.gov/ Accessed August 1, 2022.

Vickery, K. D., Winkelman, T., Ford, B. R., Busch, A., Robertshaw, D.,
Pittman, B., & Gelberg, L. (2021). Trends in trimorbidity among
adults experiencing homelessness in Minnesota, 2000-2018.
Medical Care, 59(S2), S220-S227. https://doi.org/10.1097/
MLR.0000000000001435

Wells, K. B., Staunton, A., Norris, K. C., Bluthenthal, R., Chung, B.,
Gelberg, L., Jones, L., Kataoka, S., Koegel, P., Miranda, J., Man-
gione, C. M., Patel, K., Rodriguez, M., Shapiro, M., & Wong, M.
(2006). Building an academic-community partnered network for
clinical services research: The Community Health Improvement
Collaborative (CHIC). Ethnicity & Disease, 16(Supp 1), S3—17.

Woodhall-Melnik, J., Dunn, J. R., Svenson, S., Patterson, C., & Mathe-
son, F. I. (2018). Men’s experiences of early life trauma and path-
ways into long-term homelessness. Child Abuse & Neglect, 80,
216-225. https://doi.org/10.1016/j.chiabu.2018.03.027

Woodhall-Melnik, J., Hamilton-Wright, S., Hamilton-Wright, E.,
Guilcher, S. J. T., & Matheson, F. I. (2022). Getting help: Find-
ings from two World cafes with youth who experience home-
lessness. Canadian Journal of Family and Youth, 14(3), 52-77.
https://doi.org/10.29173/cjty29797

Zimmerman, E. B., & Cook, S. K. (2017). SEED Method Toolkit for
Stakeholder Engagement in Question Development and Priori-
tization. Virginia Commonwealth University Center on Society
and Health. Richmond, VA.

Zimmerman, E. B., Cook, S. K., Haley, A. D., Woolf, S. H., Prince,
S. K., & Engaging Richmond Team. (2017). A patient and pro-
vider research agenda on diabetes and hypertension manage-
ment. American Journal of Preventive Medicine, 53(1), 123—129.
https://doi.org/10.1016/j.amepre.2017.01.034

Zimmerman, E. B., Rafie, C. L., Moser, D. E., Hargrove, A., Noew, T.,
& Mills, C. A. (2020). Participatory action planning ot the address
the opioid crisis in a rural Virginia community using the SEED
method. Journal of Participatory Research Methods, 1(1), https://
doi.org/10.35844/001¢.13182

Zlotnick, C., & Zerger, S. (2009). Survey findings on character-
istics and health status of clients treated by the federally
funded (US) Health Care for the Homeless Programs. Health
& Social Care in the Community, 17(1), 18-26. https://doi.
org/10.1111/j.1365-2524.2008.00793 .x

Zlotnick, C., Zerger, S., & Wolfe, P. B. (2013). Health care for the
homeless: What have we learned in the past 30 years and what’s
next. American Journal of Public Health, 100(7), 1326-1333.
https://doi.org/10.2105/AJPH.2013.301586

Publisher’s Note Springer Nature remains neutral with regard to juris-
dictional claims in published maps and institutional affiliations.


https://reporter.nih.gov/
http://dx.doi.org/10.1097/MLR.0000000000001435
http://dx.doi.org/10.1097/MLR.0000000000001435
http://dx.doi.org/10.1016/j.chiabu.2018.03.027
http://dx.doi.org/10.29173/cjfy29797
http://dx.doi.org/10.1016/j.amepre.2017.01.034
http://dx.doi.org/10.35844/001c.13182
http://dx.doi.org/10.35844/001c.13182
http://dx.doi.org/10.1111/j.1365-2524.2008.00793.x
http://dx.doi.org/10.1111/j.1365-2524.2008.00793.x
http://dx.doi.org/10.2105/AJPH.2013.301586
http://dx.doi.org/10.1176/appi.ps.201500002
http://dx.doi.org/10.1176/appi.ps.201500002
http://dx.doi.org/10.1186/s40900-018-0134-y
http://dx.doi.org/10.1080/1743727X.2013.843073
http://dx.doi.org/10.1080/1743727X.2013.843073
http://dx.doi.org/10.1177/1078087417690833
http://dx.doi.org/10.1177/1078087417690833
http://dx.doi.org/10.1001/jama.2012.500
http://dx.doi.org/10.1001/jama.2012.500
http://dx.doi.org/10.1016/j.conctc.2017.05.001
http://dx.doi.org/10.1016/j.conctc.2017.05.001
https://www.samhsa.gov/find-help/recovery
https://nlihc.org/sites/default/files/AG-2021/06-08_Criminalization-of-Homelessness.pdf
https://nlihc.org/sites/default/files/AG-2021/06-08_Criminalization-of-Homelessness.pdf
https://nlihc.org/sites/default/files/AG-2021/06-08_Criminalization-of-Homelessness.pdf
http://dx.doi.org/10.1080/14780887.2016.1219435
http://dx.doi.org/10.1080/14780887.2016.1219435
http://dx.doi.org/10.1002/da.23098
https://www.huduser.gov/portal/sites/default/files/pdf/2021-AHAR-Part-1
https://www.huduser.gov/portal/sites/default/files/pdf/2021-AHAR-Part-1

	﻿Bringing Lived Experience to Research on Health and Homelessness: Perspectives of Researchers and Lived Experience Partners
	﻿Abstract
	﻿Background
	﻿Lived Experience and the Person-Centered Housing Options, Outcomes, Services, & Environment (PCHOOSE) Study
	﻿What We Have Learned So Far
	﻿What We Have Gained from Our Partnership
	﻿Considerations for Future Collaboration
	﻿Conclusion
	﻿References




