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Abstract

Background—Outpatient heart failure (HF) care involves intensive self-management (SM).
Effective HF SM is associated with improved outcomes. Homelessness poses challenges to
successful SM.

Objectives—To identify the ways in which homelessness may impede successful SM of HF and
engagement with the healthcare system.

Methods—We conducted open-ended, semi-structured interviews with homeless adults with HF.
Data were analyzed by a multidisciplinary team using a grounded theory approach.
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Results—We interviewed 19 participants, 11 (58%) of whom were homeless at the time of
interview. Interviews revealed a combination of influences on HF SM. Major themes included
instability and lack of routine, tradeoffs between basic necessities and HF SM, and stigmatization
by healthcare providers.

Conclusions—Anticipatory guidance aimed at the unique challenges faced by homeless
individuals with HF may aid successful SM. HF providers should simplify medication regimes and
engage in non-stigmatizing discourse. Larger-scale interventions include the creation of medical
respite programs.

Keywords
heart failure; qualitative methods; social determinants; homelessness; health services research

Background

More than half a million people are homeless on any given night in the United States, and in
several U.S. states, the number of homeless individuals is increasing.! Cardiovascular
disease (CVD) is a major cause of death among homeless adults. Mortality rates from CVD
among the homeless are 2-3 fold higher than in the general population.2 Homeless
individuals face a host of issues that may impact CVD mortality. These include concurrent
mental illness, difficulty or delay in diagnosing CVD (e.qg., due to lack of regular preventive
care), and care fragmentation.3

Heart failure (HF) affects more than six million individuals in the United States, and its
prevalence is rising. Outpatient HF care involves intensive self-management (SM):
individuals with HF are expected to monitor weight gain, modulate dietary intake, adhere to
complex medication regimens, and actively engage with nurses and physicians regarding
their care.> Improved HF SM is associated with improved HF outcomes,8 but for many
patients, the complexity of SM behaviors makes it difficult to avoid exacerbations and
readmission.”:8 A growing body of literature documents the challenges faced by homeless
individuals in SM of chronic conditions such as diabetes mellitus, including difficulties with
health prioritization and expenses.? To our knowledge, no studies have examined the
experiences of homeless individuals with HF. Given the rising prevalence of both
homelessness and HF in the U.S., healthcare providers will increasingly encounter such
patients in their clinical practice. Characterizing the experiences and perspectives of
homeless persons with HF is critical to improving care for this vulnerable population.

To address these gaps in knowledge, we interviewed individuals 18 years and older who had
experienced homelessness and been diagnosed with HF by a healthcare provider. We asked
them to describe their experiences, including challenges they faced in prioritizing SM of HF,
as well as interactions with healthcare providers and the healthcare system. We sought to
identify their perspective on ways in which homelessness may impede successful SM of HF
and engagement with the healthcare system.
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Methods
Study Design and Sample

We conducted a qualitative study of individuals experiencing homelessness age 18 years and
older who had been diagnosed with HF, based on standard clinical criteria, 10 by a healthcare
provider. We chose a qualitative approach, as we wished to describe complex phenomena
that are challenging to measure using quantitative techniques.!! The use of qualitative
methods in cardiovascular research is increasing, as health services researchers are
beginning to recognize the unique contributions that such methods may provide in adding to
our understanding of patients’ experiences with SM of chronic disease.1?

The setting for our study was New Haven, Connecticut, a mid-sized city in the Northeastern
United States. New Haven, like much of the U.S., suffers from a shortage of affordable
housing. In 2018, Connecticut had the 9th highest housing wage (the hourly wage required
to rent a 2-bedroom apartment without spending more than 30% of one’s income) in the US.
13 Between 2017 and 2018, Connecticut experienced the second-largest percentage increase
in the entire U.S. in the number of people experiencing homelessness.!

We used purposive sampling techniques to recruit participants from a variety of settings. We
posted flyers throughout the city of New Haven (at public libraries, homeless shelters, social
service offices, and other community organizations). In addition, in accordance with the
principles of community-engaged research (CEnR), we engaged key stakeholders within the
New Haven community to recruit participants.14 These included social workers at Yale-New
Haven Hospital, Yale School of Medicine’s community research liaison, executive
leadership at one of the city’s homeless shelters, and healthcare providers who treat
homeless individuals within the shelter system as well as at one of New Haven’s federally
qualified health centers (FQHCs).

In defining eligibility, we used the definition of homelessness provided by the Health
Resources and Services Administration (HRSA) and used by many academic and policy
organizations: “a homeless person is an individual without permanent housing who may live
on the streets; stay in a shelter, mission, single room occupancy facilities, abandoned
building or vehicle; or in any other unstable or nonpermanent situation.”1°

We included participants in our study if they had experienced homelessness at any time
following HF diagnosis. HF diagnosis was verified using Yale-New Haven Health’s
electronic health record (EHR), which is shared by Yale-New Haven Hospital (the sole
hospital within the City of New Haven, containing over 1500 beds6), its outpatient clinics,
and New Haven’s FQHCs. HF diagnosis could thus have been made in a variety of clinical
settings.

Data Collection and Measures

Between May 2018 and June 2019, the lead author conducted in-depth, in-person interviews
consisting of open-ended, non-directive questions (Appendix). Interviews were conducted in
settings of participants’ choosing, including public spaces such as the city library and
municipal park, hospital rooms (with participants that were hospitalized at the time of
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interview), homeless shelters, and, for participants who had successfully transitioned from
homelessness to stable housing, in their own residences.

The purpose of the interviews was to elicit individual perceptions and experiences regarding
HF SM in the context of homelessness. After a thorough review of the literature, domains of
inquiry were developed with the expertise of an interdisciplinary research team (two
physicians with clinical and research expertise in cardiology [A.P. and E.S.], a public health
researcher with research knowledge in homelessness, chronic disease SM, and qualitative
methods [D.E.K.], a physician with research expertise in qualitative methods and CEnR
[M.S.R.], and a community leader with two decades of experience in homeless services
[A.C.D.

Interviews contained follow-up questions, known as probes, used to clarify or elaborate on
participants’ responses.l’ In keeping with a grounded theory approach,® we collected data
and conducted analyses in an iterative, ongoing manner, with the two processes taking place
concurrently. To account for emerging themes, we continued to refine our interview guide as
we conducted further interviews and analysis. We used the EHR to document participants’
age, sex, self-reported race, HF type (i.e., HF with reduced versus preserved ejection
fraction), number of prior HF hospitalizations, and names and dosages of all guideline-
directed HF medications. At the end of each interview, we also inquired about participants’
monthly income, including state-sponsored financial assistance.

We determined the size of our final sample according to the principle of thematic saturation,
defined as the point at which novel themes or information ceased to emerge after sequential
interviews.19 We achieved saturation after completion of 15 interviews, and then completed
additional interviews to ensure that saturation was not determined prematurely.

The lead author conducted every interview. Interviews averaged 57 minutes in length. All
interviews were digitally recorded and transcribed by a professional transcription service.
The lead author reviewed each interview transcript to ensure transcription accuracy. The
Yale University Institutional Review Board approved this study. All participants provided
signed informed consent for their participation in this study.

Data Analysis

All 19 transcripts were initially coded independently by two team members (A.P. and
M.S.R.). Selected transcripts were also independently read by E.S., A.C., D.B., and D.E.K..
Consistent with a grounded theory approach, our research team analyzed interview
transcripts through an iterative and multi-stage coding process. We assigned codes to
specific quotes, and, after reviewing the first few transcripts, we formulated an initial coding
structure. As we conducted more interviews, we constantly compared sections of these
transcripts with those that had been coded previously, to refine and develop concepts and to
ensure uniform coding. We continued to refine our coding structure until no new concepts
emerged.

Our analysis team consisted of researchers from diverse backgrounds, including cardiology,
qualitative methodology, public health, and health services research. In addition, in keeping
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with the principles of CEnR and to add greater depth and context to our analysis,}4 one
member of our research team was a longtime resident of New Haven with personal
experience of homelessness and chronic disease (D.B.), and another was executive director
of Columbus House, Inc., an organization providing temporary shelter, transitional housing,
medical respite services, and employment training to homeless individuals in New Haven
(A.C).

Through multiple group sessions, in order to ensure scientific rigor, we discussed
applications of codes in an ongoing manner, reconciling differences in coding via negotiated
consensus and checking our interpretations against each other’s and the data. The final
coding structure that resulted from this process contained six primary codes capturing major
categories, each with several subcodes capturing secondary concepts. We then used the
coded data to develop themes in an established manner.20 We used Dedoose software
(\Version 8.2, SocioCultural Research Consultants, LLC, Los Angeles, CA) to facilitate data
organization and retrieval.

Participant Characteristics

Our sample included 19 individuals with a mean age of 56 years (range, 34—72; Table 1).
The majority of participants were male (14, 74%). Eleven individuals (58%) were homeless
at the time of interview. Nearly half of our sample self-identified as black (47%), 47% had a
diagnosis of heart failure with reduced ejection fraction, and 100% reported Medicaid as
their primary form of insurance. Mean number of prior HF hospitalizations was 8 (range, 0—
37).

Three themes characterized the experiences of participants with HF and homelessness
(Figure): instability, tradeoffs, and stigma.

Theme 1: Instability Due to Homelessness Impedes Successful HF SM
Behaviors and Routines—The pervasive sense of instability that informed participants’
day-to-day experiences rendered them unable to engage in successful HF SM behaviors. As
one participant described:

I was missing appointments because | had no transportation. | was missing
appointments because | had nowhere to sleep at night...Wherever [I am] I carry a
[tote bag] with my medicine in it...I’ll leave my tote bag there...I won’t come back
for three, four days...Then when | go back, ‘Oh man, my medicine’...All my
possessions got sold from the eviction warehouse. All my possessions got sold.
Sleep apnea machine...Medicines, clothes, everything. (Participant 2, male, age 52)

In particular, difficulty establishing and maintaining SM routines was a common sentiment
among participants. Many participants noted challenges with medication routines:

It’s hard to take the medication when you’re out there...You can’t make it to
pharmacies...| take 12 different types of medications. Seven of them you have to
have with food. So hence, the other four or five, | won’t even take...Actually, the
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only ones | would take is the torsemide and spironolactone so | can get...the [fluid]
off of me. But the rest | won’t even take. (Participant 5, male, age 51)

Participants also described difficulties with other types of routinized HF SM behaviors, such
as measuring daily weights:

I was in a room with 12 people...I didn’t have a scale...because you had to carry
[the scale] every night to your bed, and you had to carry everything every morning
back to the closet to lock it up for the day, so that could be difficult...because when
I got out of the hospital | was really weak. (Participant 4, female, age 54)

Participants who were discharged to a medical respite program, however, described how
respite provided structure and environmental constancy, emerging as a crucial source of
stability and routine formation:

And now when | was in the medical respite, | had my meds with me, and the
visiting nurses set me up with a box, Monday through Friday... [In medical respite]
there’s a dresser in the room, the scale is right next to the dresser. First thing when |
got up, the first thing I did was weigh myself, so that was every day, and | keep a
record of it. (Participant 1, male, age 51)

Theme 2: Homelessness Creates Difficult Tradeoffs Between Basic
Necessities and HF SM—Participants described difficult trade-offs between basic
necessities and health needs. For many, the challenges of securing shelter took precedence
over HF SM. As one participant noted:

When you get homeless...you have to think...”Where can | go close my eyes
because | messed around and didn’t get to the shelter in time?...1 got to go sit in
one of the bus stop things and try to get me some sleep or kick back, get out of...
the rain or snow’...[HF] is the last thing on your mind until you end up...the
ambulance is picking you up, taking you to the hospital. Then that’s when...like,
‘Wow. | should’ve been taking care of myself.” (Participant 12, male, age 61)

Another way in which participants described tradeoffs was by prioritizing “short-term
thinking,” as opposed to planning for the future and making durable investments in their
well-being. One participant explained it as follows:

...Meeting [the cardiologist] is important but it’s not as important as going to get
that couple dollars to help sustain me for a couple of days. Now in reality, that’s a
wrong decision. Because you could be a guy that could set me up on something
better, something more long-term, something more stable...Sometimes when
you’re thinking on the fly, you make the wrong decisions... This conversation might
help me in the long run, but it ain’t going to get me nothing to eat tonight. It ain’t
going to get me somewhere warm to stay tonight. It ain’t going to put no gas in this
raggedy-ass car that won’t run...Thinking on the fly, sometimes you make the
wrong decisions. (Participant 13, male, age 43)

Here, similar to its role in attenuating instability, the medical respite program again served a
vital role for participants in our sample. A participant described how medical respite allowed
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him to view his health holistically, freeing him to make beneficial long-term decisions
alongside engaging in successful HF SM:

When they sent me [to medical respite], | had a chance to save my money piece by
piece. | didn’t need to do anything with it...it was helping with the savings. People
were real nice. They got me on a regimen of taking my medication. Got me doing it
right. They had me back and forth to appointments...I1 was making all my
appointments. | was actually doing the medication, eating right, things like that.
Changed...Feeling great. (Participant 5, male, age 51)

Theme 3: Stigmatization by Healthcare Providers Influences the Experiences
of Homeless Individuals With HF Within the Healthcare System—Several
participants described homelessness as a source of stigma that informed their interactions
with the healthcare system. Even when participants were able to recognize symptoms of
worsening HF, concerns about how they would be perceived by medical staff often prevented
them from seeking timely HF care. When they did seek care, participants reported that they
were treated without dignity:

...In the emergency room, they have no heart. When you’re homeless, they look
down on you. The doctors, the nurses, the techs, the staff, period. The social
workers were telling me, ‘This is not a hotel. Don’t think you’re gonna live here.’
I’m in heart failure...I’m half dead, and all you’re worried about is saying, ‘This
isn’t a hotel.” How dare you belittle me like that...None of my providers cared...
What did they do? Nothing but treat me and send me back to the street. (Participant
16, male, age 58)

Stigma also made some participants hesitant to divulge their housing status to healthcare
providers, out of fear that it would result in incomplete or inadequate care. As one
participant noted:

I lied. I told my cardiologist that | had a place to live. She wasn’t gonna put in [the
pacemaker]. Because | had no place to take care of myself. She wasn’t gonna put it
in. I had her convinced that I lived somewhere. She put it in, and | got better....1
went home to my tent...And | got scared...So, then, | went back to the hospital...
And my daughter came. And told them the truth, that | was homeless. (Participant
6, female, age 64 years)

In contrast, other participants reported that when healthcare providers used non-stigmatizing
language and actively inquired about their housing status, it elicited a sense of hope and
greater self-efficacy in engaging in HF SM behaviors:

[My cardiologist] went to help me [obtain] assistance through social services and
said, “‘He has a serious heart issue. And the fact that he is homeless has created an
enormous amount of stress’...[My cardiologist] was the only one that...said, ‘Yes
he does need help.” Once she filled out proper paperwork, or went through
channels, 1...got a place [to live]...I felt like | was talking to a person and a doctor
when | talked to [her]. Some of the other doctors | felt like | was talking to a used
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car salesman...[My cardiologist] put her foot in the ring, and...it triggered a
response out of me that, ‘Okay she really does care.” (Participant 10, male, age 55)

Discussion

In this qualitative study examining HF SM in the context of homelessness, we found three
recurrent themes: difficulty executing successful HF SM behaviors and routines arising from
lack of stability; frequent tradeoffs when attempting to prioritize HF SM and basic needs;
and stigmatization by providers impacting HF care.

For participants in our sample, homelessness gave rise to a pervasive lack of stability and an
inability to establish a daily routine. Routine, especially, plays a central role in successful
SM of HF,21-23 and to our knowledge, our work represents the first study to directly address
homelessness as a barrier to the formation of routine in HF SM. Many participants in our
sample described difficulty in establishing a routine involving HF medications. As new
evidence-based treatments have emerged, HF medication regimens have become
increasingly complex,24 and prior studies have identified complex drug regimens as a barrier
to medication adherence in HF.25-27 This may present an opportunity for HF clinicians
caring for homeless individuals: simplifying drug regimens in concert with hospital
pharmacists has been associated with improved medication adherence in several chronic
conditions, including HF.28:29 Such an approach, when applied to homeless patients with
HF, may reduce the treatment burden imposed on this vulnerable population.

Consistent with prior research into the experiences of low-income individuals with chronic
iliness,3031 participants also had to engage in difficult tradeoffs. Specifically, participants
commonly reported sacrificing HF SM in favor of necessities such as food and shelter.
Long-term thinking about personal well-being was similarly supplanted by the need to
attend to immediate material concerns. For some participants in our sample, these tradeoffs
resulted in HF exacerbation and readmission.

While structured HF education has been shown to reduce risk of readmission,32 such
education tends to focus on discrete domains of HF SM such as diet and activity.33
Clinicians, in providing HF education to homeless patients, should be attuned to the specific
tradeoffs that these individuals may face. Our results suggest that clinicians may be able to
augment routine HF education with anticipatory guidance tailored toward the unique
challenges encountered by homeless individuals: for example, by providing instruction
regarding diuretic titration or recognition of changes in HF symptomatology in the absence
of reliable access to daily weights. Clinicians may also participate in shared decision making
that incorporates social determinants of health such as housing.3* By discussing patient
values and goals in a manner that takes into account their capacity to act given myriad
constraints, providers may enhance homeless individuals’ engagement in successful HF SM.

Finally, participants frequently reported that stigma posed a barrier to successful HF SM.
Previous qualitative studies have demonstrated that homeless patients feel “unwelcome,”
“excluded,” and “depersonalized” in their encounters with healthcare providers.35-37 In our
sample, stigma discouraged participants from seeking care and, at times, compelled them to
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conceal their housing status. The concept of stigma warrants further attention in the context
of homelessness, as it may contribute to delays in the diagnosis and receipt of care for
common conditions like HF. And as with other stigmatized conditions such as addiction,
38,39 where researchers have recognized the importance of provider language in shaping
attitudes and treatment decisions,*° our results suggest that for individuals with HF
experiencing homelessness, non-stigmatizing discourse may be used to engender mutual
respect and trust and, in the process, bolster their ability to participate in HF SM.

We thus find multiple modes of interaction between HF, homelessness, and SM behaviors, as
well as multiple levels of opportunity to improve care for persons with HF experiencing
homelessness (Figure). These include solutions involving individual providers and patients,
like the ones we outline above. But there are additional, systems-level strategies that may be
employed to improve care for this vulnerable population. Clinicians, in recognizing the
centrality of housing as a key social determinant of health and the interplay between
homelessness and health behaviors, may use their position to advocate for housing
affordability and, more specifically, the construction of affordable housing units geared
toward homeless patients with chronic disease.

Our results highlight one such effort in particular: the creation of medical respite programs.
Municipalities across the country, through public-private parternships, have successfully
implemented these medically-supervised environments,*! which are intended for homeless
individuals who are too medically complex to stay in a shelter or on the street following
hospital discharge. Medical respite units have been associated with lower hospital
readmission rates,*243 and may aid recovery after cardiac procedures.? Indeed, in our study,
participants who had been hospitalized for HF and discharged to medical respite were able
to regain a sense of stability, form routines around HF SM behaviors, and experience
freedom from difficult tradeoffs.

Limitations

Although our work provides important and novel insights into the experiences of homeless
individuals with HF, there are several limitations. Our sample was limited to a single city in
the United States; as such, results from our interviews may not reflect the experiences of
individuals in other parts of the country. In particular, homeless individuals in states that did
not expand Medicaid as part of the Affordable Care Act may experience greater difficulty in
gaining insurance coverage and accessing health and social services.** It is important to
note, however, that homelessness and housing unaffordability are nationwide phenomena
with structural economic causes,*® affecting cities and states of all sizes.13 For those
participants who were no longer homeless at the time of interview, recall bias is a possible
limitation. We minimized this bias by using extensive probing techniques to elicit a wide
variety of factors associated with participant experiences with homelessness and HF SM. In
addition, we used several established practices for ensuring rigorous data collection and
analysis, including consistent use of the interview guide, digitally recording interviews,
independent professional transcription, and uniform coding and analysis of the data.#6:4
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Conclusions

The prevalence of both homelessness and HF in the U.S. are rising. Understanding potential
factors that shape the experiences of individuals with HF and homelessness is essential in
creating interventions aimed at fostering successful SM behaviors in this population. Results
from this qualitative study provide novel insights into the perceptions and difficulties in SM
that homeless persons with HF face, along with potential opportunities for action. To
improve outcomes for homeless persons with HF, individual clinicians and patients represent
one important target. Concurrently engaging health system leadership and local and state
officials to undertake larger-scale interventions, such as the creation of medical respite
programs, represents another. Multilevel solutions involving patients, providers, health
systems, and local and state authorities are necessary in addressing the growing and linked
problems of homelessness and chronic CVD.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Highlights
Heart failure (HF) involves intensive self-management
Homelessness poses a barrier to self-management of HF
Homeless persons with HF face instability, difficult tradeoffs, and stigma

Multilevel solutions are needed to address HF in homeless populations
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Figure.
Three themes characterizing participants’ experiences with HF SM in the context of

homelessness, along with possible sites of intervention.
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Table 1:

Participant characteristics (n = 19)

Sex
Male 14 (74)
Female 5 (26)
Race
Black 9 (47)
White 9 (47)
Latino 1(5)

Age (years)

Mean 56

Range 34-72
Homeless at time of interview 11 (58)
HF type

HFrEF 9 (47)

HFpEF 10 (53)

No. of prior HF hospitalizations

Mean 8

Range 0-37

Participants with HFrEF prescribed GDMT

BB 9 (100)
ACEi/ARB/ARNi 6 (67)
MRA 5 (56)

Primary insurance

Medicaid 19 (100)

Monthly income (dollars)

Mean 780

Range 0-1379

Data are reported as n (%) unless otherwise specified. Abbreviations: HFrEF = heart failure with reduced ejection fraction, HFpEF = heart failure
with preserved ejection fraction, GDMT = guideline-directed medical therapy, BB = beta blocker, ACEi = angiotensin converting enzyme inhibitor,
ARB = angiotensin receptor blocker, ARNi = angiotensin Il receptor blocker-neprilysin inhibitor, MRA = mineralocorticoid receptor antagonist.
Percentages may not add up to 100% due to rounding.
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