
Community-based Participatory Research Examining the Health 
Care Needs of African Americans who are Homeless with Mental 
Illness

Patrick Corrigan, PsyDa, Susan Pickett, PhDb, Dana Kraus, MSWa, Raymond Burks, B.S.a, 
and Anne Schmidt, B.Aa the Health Disparities Consumer Research Team
aIllinois Institute of Technology

bAdvocates for Human Potential

Abstract

African Americans with mental illness who are homeless experience significant health risks and 

illnesses leading to high mortality and morbidity rates. A community-based participatory research 

(CBPR) team conducted a qualitative study to begin to describe these problems. Results from 

focus groups and key informant interviews of 42 individuals yielded 98 themes which were sorted 

into three categories: problems, solutions, and peer navigators. Results included a review of the 

problems and solutions which the community or people might adopt. An additional goal was to 

understand and develop impact of peer navigators for addressing health problems in this group. 

Results yielded a list of values in hiring peer navigators as well as skills and resources they might 

need to successfully do their job. Findings from the study are currently being used by the CBPR 

team to develop a peer navigator program for this community.
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People with serious mental illnesses such as schizophrenia or bipolar disorder experience 

significantly higher rates of morbidity and mortality compared to similar aged individuals.1,2 

As a result, they are hospitalized for physical health problems at much higher rates3 and die, 

on average, 15 to 30 years younger than their same-aged cohort.4 People with serious mental 

illnesses are at greater risk for homelessness, which clearly compounds their health 

problems.1 As a group, they have prolonged periods of unemployment, making workforce 

re-entry problematic,5 and are three times more likely to be a member of a family in 

poverty.6 People with mental illness are more likely to be involved with the criminal justice 

system7 and be victims of or generally more exposed to crime.8

These problems are even more complicated by ethnicity. Compared with European 

Americans, twice as many African Americans are below the poverty level.9 African 
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Americans are three times more likely to experience homelessness.10 Health care for people 

of color is limited by lack of available services or cultural competence.11 Both mental and 

primary care services are less available to African Americans than others because of 

poverty.12 People from ethnic minority groups are less insured than the majority culture13 

and services that should be provided by the government safety net are often in fact lacking.14 

Clinics are not geographically available15 and access to those that can be found are hindered 

by inadequate public transportation16 or may be located in high-crime areas.17 These 

barriers impede African Americans from forming ongoing relationships with primary care 

providers necessary to promote engagement between patient, family, and provider team, 

especially for chronic disorders.15 Systems of health care often fail to engage patients in a 

manner that is culturally attuned to those patients. Factors leading to alienation from health 

care clinics and providers in many North American settings include: preferences for Western 

healing beliefs18 to the point that alternative, non-Western treatments may be 

denigrated;19,20 diminished trust;21 culturally-specific mental illness stigma;22 diverse 

understandings of mental illness;23 and providers missing culturally-specific symptom 

expression.24 Exacerbating these differences may be a lack of culturally-matched providers 

though research on the size of this effect continues to be mixed.25

Health disparities due to the intersection of ethnicity, homelessness, and mental illness are 

complex and yield thorny outcomes. Understanding problems that emerge from this 

intersection and generating solutions to identified problems has become a primary public 

health priority. We found several studies over the past decade that examined issues of 

homelessness and health. Some gathered information from providers; one suggested 

physicians and nurses viewed themselves as mostly unprepared to deal with the health needs 

of people who are homeless, especially issues related to safety and criminal involvement.26 

A second sought to uncover characteristics of nurse practitioners that readied them for 

effective care for the homeless.27 These included basic values and beliefs (“respect for social 

injustice” and personal empowerment), communication skills (“learning to listen”), and 

personality traits (patience and openness). Both suggested provider efforts are further 

hampered by differences in ethnic background of patients and providers. Other qualitative 

research addressed questions of homelessness and health by conducting focus groups or key-

informant interviews with people who were living on the streets. Results suggested health 

care needs are undermined by absence of financial resources, shelter, and access to 

services. 28, 29, 30 Health is worsened by exposure to sick others and being victimized.31

Despite the breadth of prior research, there are notable limitations that drive our study. The 

impact of mental illness on homelessness and ethnicity has not been considered very often; 

only one such study suggested cultural competencies were often ignored in health settings 

and shelters.32 The research there is tends to focus on problems but to remain mum about 

solutions: only one solution-oriented study was found and it mostly focused on what shelter 

staff might do to improve health care for women and children.33 Finally, these studies have 

not often embraced community-based participatory research (CBPR) in their design. 

Community-based participatory research is an approach to science that believes research on 

any group can only be valid when professional researchers make partnerships with members 

of the group (in our case, African Americans who are homeless with serious mental illness). 

As partners, co-investigators with lived experience have shared leadership roles in all 
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elements of research design and implementation: defining research questions and subsequent 

hypotheses, developing interventions meant to reflect hypotheses, describing measures and 

designs that will test interventions, conducting statistical analyses to make sense of data 

collected per design, and interpreting findings leading to recommendations with public 

health significance. Co-investigators have especially noticeable roles at the onset and 

conclusion of discrete research projects.34 At the onset, the special insights of people with 

lived experience can form the key research questions and corresponding hypotheses. This 

groundwork is central to subsequent design and measurement decisions. The conclusion is 

when information from the research is used to impact the public health arena. Typically, 

people with lived experience are the advocates on the team with the enduring interest and 

motivation to take what is found and change the community. Thus, CBPR is essential to 

understanding and resolving health disparities due to homelessness, ethnicity and mental 

illness.35

Community-based participatory research with African Americans who are homeless with 

serious mental illness might seem to pose significant barriers. First, the kind of social 

disadvantage that describes this disenfranchised group, especially in terms of homelessness, 

seems to challenge notions of “community” in CBPR. By virtue of their alienation, people 

who are homeless do not seem to constitute an organization or discrete community (unlike, 

for example, Native American tribes or ethnic community organizations that are partners in 

other program development efforts). Existing research, however, shows that homeless people 

constitute unique and diverse communities in their own right that have worked 

collaboratively with researchers seeking to improve their capacities and resources.36, 37

Second, might the deficits of serious mental illness undermine a CBPR process? For 

example, do the cognitive dysfunctions or interpersonal difficulties experienced by some 

people with serious mental illnesses undermine participation in the partnership? A recent 

review suggests that people with serious mental illnesses are able to participate fully in and 

add to the CBPR process, especially when provided reasonable accommodations.34 The 

purpose of our study was to show how CBPR and qualitative interviews with African 

Americans who are homeless and with mental illness can generate useful answers to 

questions of illness and health care for this group. We sought to ask questions and organize 

responses to make sense of the breadth of problems as well as a panoply of solutions. The 

work here is stage one of a three-part CBPR-project funded by NIMHD meant to 

understand, develop, and implement a peer navigator program for this population.

Methods

CBPR team

This project is being conducted in the Edgewater-Uptown neighborhood of Chicago, an area 

on the city’s north side along Lake Michigan with high rates of homelessness. A CBPR team 

was convened at start-up to guide the project. Via flyers and word-of-mouth, a call was put 

out to the neighborhood for African Americans who are homeless and with serious mental 

illness to join a research team charged with understanding and impacting the health of peers 

in their community. Prospective team members were further informed that participation in 

CBPR would require two-hour meetings, weekly for up to a year. A total of 49 people 
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responded; each was interviewed by project coordinators and eight individuals were selected 

to serve on the CPBR team. Given the focus of the project, although all CBPR team 

members are African American and homeless, members were selected for further diversity: 

gender (50% female), and history of various physical illnesses (especially HIV-AIDS), 

military duty, substance abuse, and/or involvement with the criminal justice system.

Team members are paid $25 per hour plus travel expenses. This price was determined in 

consultation with a Chicago area coalition of services to people who are homeless to 

decrease coercion in CBPR participation. The CBPR team is convened by two leaders: a 

health services researcher (PC) and an African American who was homeless and has lived 

experience with mental illness (RB). The CBPR team also includes a service provider from a 

local community health center. He is African American, was homeless and challenged by 

mental illness, and now supervises a treatment program for people with mental illness with 

substance abuse problems. He was included as an active member to provide immediate 

feedback to the team regarding feasibility of any of its proposals related to the service 

community (e.g., CBPR team says: “Let’s require all neighborhood clinics to stay open until 

midnight.” Service provider’s response: “No, that won’t work because clinics do not have 

staff for those hours”).

Defining the problem and possible solutions: CBPR consensus work and focus groups

The CBPR team began by coming to consensus about the nature of health care problems for 

people in Edgewater-Uptown and ways ethnicity, homelessness, and mental illness 

compound them. The CBPR team then came to consensus about plans to address these 

problems. The team believes that peer navigators offer special promise; in our project, peer 

navigators are paraprofessionals who are African American, previously homeless and now in 

recovery that help others—homeless African Americans with mental illness—access health 

care clinics to address their health needs. Initial groundwork on problems and solutions was 

necessary for subsequent development of an interview guide that engaged focus groups of 

community residents. The interview guide was developed over a three month period with 

multiple iterations of research questions to represent the breadth of concerns about health 

within a manageable list of questions. The interview guide addressed four areas.

1. What are the health care needs for people who are homeless in Edgewater-

Uptown?

○ What hurdles prevent people from taking advantage of existing 

resources?

○ Is health care better or worse for people who are homeless who also 

have a mental illness?

○ Is health care impacted by a patient’s ethnicity?

2. What might be done in Edgewater-Uptown to improve services for people who 

are homeless with serious mental illness?

○ What might health care agencies do? … the community do?… the 

government do?… peers do?… people do for themselves?
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3. Peer navigators are paraprofessionals who were homeless and are now in 

recovery and who assist others in engaging with health care clinics to address 

their health needs. What do you think of peer navigators as a possible solution to 

the health problem?

○ What skills would navigators need to learn to do this successfully?

4. How does poverty, crime, gender, and/or sexual orientation further impact health 

care for people who are homeless with serious mental illness in Edgewater-

Uptown?

The last area – on how health care problems are compounded by poverty, race, crime, etc. – 

generated a large and fruitful set of responses which will be examined in a future paper. The 

goal here was to get a sense of the nature of problems and strategies that might impact them.

The CBPR team agreed that focus groups comprised of key stakeholders should be convened 

to address these questions. The team defined key stakeholders as people with lived 

experience: African Americans who are homeless, currently challenged by mental illness, 

and struggling with physical illness. We believed this group should be recruited from the 

ample population of people who are homeless in the Edgewater-Uptown neighborhood. The 

CBPR team also thought key stakeholders should be expanded to others whose perspectives 

would increase our appreciation of the health problem and possible solutions: providers of 

health, shelter and advocacy services. Again, the CBPR team believed the latter group 

should be drawn from people who work in the Edgewater-Uptown neighborhood.

The CBPR team decided focus groups should be heterogeneous including both people with 

lived experience and providers in the same group; in this way, each group could react to the 

insights of others. Groups were scheduled at various days and times (e.g., Monday 

afternoon, Tuesday morning) so as to be convenient to the varied availabilities of all. To 

recruit people with lived experience, each of the eight CBPR team members distributed 25 

flyers throughout the Edgewater-Uptown neighborhood with specific focus on homeless 

shelters, food pantries, on-the-streets per se, and clinics. Flyers included a 24-hour contact 

number and participants were screened until focus groups were filled. The CBPR team 

generated a list of provider candidates to recruit to complete the focus groups. All were 

invited and agreed to participate.

Results

Focus groups were convened with 42 individuals (33 people with lived experience and nine 

providers) and key informant interviews were conducted with four providers whose 

schedules did not allow them to attend focus group sessions. The interview guide described 

above was used in focus groups and key informant interviews. Focus groups were co-led by 

an investigator with considerable experience in qualitative research and a member of the 

CBPR team. Each group included 8–10 participants and lasted 60–90 minutes; people with 

lived experience were reimbursed $25 for their time. A scribe attended groups and took 

copious notes including verbatim quotations. Key informant interviews were approximately 

60 minutes in length and conducted by phone by the project coordinator with a scribe taking 

notes and quotations in similar fashion. Four of the focus groups were mixed—i.e., included 
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both people with lived experience and service providers; the fifth group included only 

people with lived experience. All of the 33 participants with lived experience were African 

American; 12 were female. The CBPR team decided it did not want to collect additional 

information about focus group participants in order to not be personally intrusive. Mental 

illness was determined solely by self-report.

The 13 providers were ethnically diverse (8 European Americans, 4 African Americans, and 

1 Asian American); 7 were female. The provider group represented a variety of roles: 

medical doctors, shelter staff, nurses, clinic secretaries, social workers, food pantry worker, 

and CEO of integrated care agency. Although two providers offer clinical services to people 

who are homeless, at no time were these providers in the same focus group as current or past 

patients.

Overall themes were gleaned from transcripts of focus groups and key informant interviews 

using a grounded theory approach to qualitative analysis.38 Open coding by independent 

raters yielded 98 discrete themes suggesting saturation was reached after five focus groups 

and four key informant interviews. A second set of raters then sorted themes into subsequent 

groups and concepts. A summary of themes and concepts was then provided to the CBPR 

team for feedback. The CBPR team considered contrasting themes generated by people with 

lived experience versus providers but decided not to do so. First, information from focus 

groups does not neatly sort into consumer or provider because we chose a heterogeneous 

format. Moreover, the dynamic nature of focus groups yields information that represents 

group process and not an individual per se. Finally, some providers are people that were 

once homeless. Hence, information represents the sum of knowledge provided by the 46 

research participants. It is summarized in terms of the three tasks that give shape to this 

project—define the problem, suggest solutions, and understand peer navigators as a solution

—and related subthemes. Results are illustrated with focus group quotations where useful.

The nature of the problem

The first subtheme summarized the medical conditions that were especially of concern to 

participants. These included diabetes, digestive disorders, heart and circulatory problems, 

and arthritis. People expressed concerns about managing illnesses during their acute stage 

and that failure to do so made relatively minor health challenges into chronic and disabling 

conditions. In addition, significant mention was given to conditions ancillary to primary 

care. Participants were concerned about the relative absence of eye, dental, and foot care.

I don’t know what happened with my teeth but I bit down and half my teeth broke 

out and nerve was exposed; I couldn’t eat. It was very painful… I told them how 

much pain I was in and they still gave me an appointment for the next week. A lot 

of places don’t take my medical card for dental; dental for people with medical 

cards is really nonexistent. [participant with lived experience]

Participants noted services for women’s health were also lacking, as were specialty services 

for HIV-AIDS. Agencies either lacked mental health programs altogether or failed to 

provide the kind of evidence-based interventions shown effective for those with the most 

serious of illness. Integration of mental health and primary care strategies were largely 
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absent. Concurrent substance abuse often undermined health care because providers were 

unable to treat these problems in an integrated fashion.

As trends in health care generally show in the American population as a whole, participants 

were mindful of the need of preventive care: promoting diet, exercise, and other means 

towards wellness. Nutrition is especially important for people who are homeless as is 

exposure to weather and elements because of poor housing. “If you’re diabetic you have to 
eat certain food. If you have food stamps you’re going to run out if you’re trying to buy 
certain foods” [participant with lived experience]. Many people who are homeless also 

struggle with personal hygiene because of limited resources. Participants said they lack 

showers or do not have laundry facilities, making it difficult to keep wounds clean and/or 

prevent infections from occurring.

The second theme focus related to the nature of the problem represented barriers to 

obtaining and using existing resources. Many focus group participants noted too few 

resources, along with long waits. Those programs that are available typically are located in 

places hard to reach by public transportation. Bus or train routes are not in clinic 

neighborhoods. Other agencies are located in high crime areas making people hesitate to 

walk the streets to access them. The payer system is underfunded such that many homeless 

people are not covered. Services that do exist tend to be crisis oriented so that people wait 

for a relatively benign condition to become an emergency. As a result, people use emergency 

rooms as primary care providers.

The third subtheme summarized how these problems are exponentially worsened by 

homelessness, mental illness, and ethnic disparity. Clinics frequently fail to coordinate with 

homeless programs. “In shelter system, timing plays a huge part. Have to get into shelter by 
certain times, basic needs (food shelter) takes precedence over medical care” [participant 

with lived experience]. The medical staff of programs that do exist are often insensitive to 

the special needs of people of color who are homeless or with mental illness. This is often 

observed as stigma or general discomfort with the population. “That’s one of the problems I 
had getting into services was feeling judged, stigmatized, less than, looked down upon, 
herded like cattle, feeling like I’m a number or a dollar” [participant with lived experience].

Many people who are homeless lack identification documents that are often needed to 

register or otherwise receive care. They may have lost driver’s licenses or state ID cards. “I 
went to jail when I was homeless and when I got out I didn’t have any ID. So I ended up for 
eight months I didn’t have any ID. I couldn’t apply for my social security. I couldn’t get any 
kind of assistance, go see a doctor. I had no documents” [participant with lived experience].

Some are wary of signing up with the government even for ID cards; people with 

immigration concerns are especially hesitant here.

Participants often felt people who are homeless may have different perceptions about health 

or wellness. They may be unaware of health needs or do not consider them carefully when 

symptoms emerge.
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A lot of time when you’re homeless you don’t realize how sick you are until you 

get here and see a doctor, I didn’t realize I had two located discs in my back; I 

knew I had pain but I didn’t realize the pain I was walking around with. [participant 

with lived experience]

They may procrastinate and wait until symptoms become overwhelming crises. As a result, 

they use emergency rooms as primary care clinics.

Unfortunately unless it’s an emergency, they’re not going to do it, they don’t want 

to leave because they’re terrified if they leave someone’s going to come and steal 

their stuff or the city’s going to do a sweep and take their stuff. We’ve had people 

who even if they’re three blocks from here, they’re afraid they’re going to lose their 

blankets so they can’t come and access medical care. [participant with lived 

experience]

Sometimes, health problems pale in light of other challenges. Many study participants said 

illness is often trumped by living safely in a home out of the elements. Many people who are 

homeless are also overwhelmed by concerns for the health and safety of children or elderly 

family members too. Dealing with the police or courts can outweigh health concerns too.

All of this is complicated by the confusion of mental illness. Some symptoms of psychosis 

or cognitive slowing of depression can impair a person’s ability to fully comprehend health 

challenges or interventions that might address them.

For me I just go into a state where – I’m bipolar so it depends – sometimes I’m 

highly manic and I feel like I’m on top of the world. Nothing wrong with me. I 

don’t need medication, and really in essence I really do need them. [participant 

with lived experience]

Living on the street may be traumatic which causes additional mental health problems that 

may undermine participation in health care.

Health care for people who are homeless seems to be getting worse. In part, this occurs 

because urban life is changing. The goals of urban gentrification influence a community’s 

perceptions of people who are homeless. As suburbanites move back into the city, they build 

more expensive housing thereby pushing out people with low incomes.

All of these high priced apartments for people to live. Many people that I see, their 

rents are going up and they’re getting to a place that they can’t afford anymore. 

Less and less places, less disposable money that makes you tighter as far as income 

is concerned. Housing is health care as far as I’m concerned. [provider]

Possible solutions

Two subthemes emerged as solutions to these problems what providers, agencies, and 

communities might do versus solutions people might consider for themselves. At the agency 

and community level, participants called for more clinics, drop-in programs, and housing 

options. They realized this is contingent on government priorities which often are lacking 

and may be getting worse given budgetary concerns of many states. Agencies and 

communities need to consider how to improve existing resources. Prominent among these 
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was the call to integrate behavioral and primary care. Medical errors and incomplete care 

often occur because psychiatric and primary care is conducted on separate tracks. Related to 

coordinated care is streamlining services overall. This means much shorter wait time and 

reminder calls for appointments.

When I first started coming to Heartland [clinic], the social workers will call you 

and let you know a day in advance that you have an appointment, and they don’t do 

that anymore. They give you a sheet and you put it on your fridge, but if you don’t 

open your fridge, you forget you have an appointment and then you’ll have to wait 

a month. [participant with lived experience]

Participants thought clinics should provide case management support so patients can avail 

Medicaid and other insurance entitlements.

Service engagement is often hampered by stigma: by the disrespect that accompanies 

homelessness, mental illness, as well as some physical illnesses such as HIV-AIDS. The 

obverse of stigma is personal empowerment. Participants believed staff should be trained to 

promote self-determination. More broadly, study participants thought communities should 

also be “trained” in self-determination. Citizens should be helped to recognize health care 

for the homeless as a community’s problem and that health care for all is a priority. 

Community leaders need to be motivated to address health problems for people who are 

homeless in empowering ways. Citizens and leaders of areas in which homeless people are 

served need to be especially vigilant here.

Politicians need to have courage, worry less about re-election and more about doing 

right thing for the communities they serve. Really understand the challenges facing 

agencies and help advocate. [Politicians are] too often swayed by elections and 

special interests. Money gets thrown in for specific interests rather than serving the 

people of the community. Need politicians to be a supportive as possible in area of 

health care reform. Will be bumpy but they need to make new legislation work. 

[provider]

These goals need to be discussed aloud in the neighborhoods with part of the discussion 

concerning affordable housing.

Not being housed, just being homeless; I know for myself every year I was getting 

pneumonia. For five years straight I was getting it because I didn’t have a place to 

stay. Once I had a place to stay I wasn’t getting it; the cold and you have to run 

around, it’s something I can’t stand to have. [participant with lived experience]

The second theme included ideas people might do for themselves to better manage their 

health. People should take responsibility for their health. This might mean learning how to 

identify indicators of illness. They should be mindful of the pernicious effects of stigma, 

learning how to respond to it rather than letting it drive them away from care. Failure to get 

health care needs met sometimes occurs because the patient is not able to adequately 

communicate with providers. Some people might want to acquire better interpersonal skills. 

“People need to be reeducated – even homeless people themselves – there are some very 
disrespectful homeless people and it affects other people. They put everyone in that same 
category” [provider]. In a similar fashion, people should become their own advocate. They 
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are empowered to ask questions and provide feedback to providers through all steps of 

service delivery. At a broader level, participants recommended people who are homeless 

become community advocates too.

So, the realization that health care doesn’t just happen in the doctor’s office. Instead 

of making people come in for diabetes screening, we should be doing this at barber 

shops (or other places like this). [participant with lived experience]

One especially important focus of the interviews was to understand how people of color, 

especially African Americans, view health for people who are homeless. Although this 

question was asked of all focus groups and key informants, rarely did respondents believe 

ethnicity per se worsened health troubles. In part, they said poverty and crime, over-

experienced among African Americans, was more likely to be causal. Partly, they believed 

homelessness effects are equally egregious across groups. Still, some participants with lived 

experience noted the extra impact of being a person of color. “…like a pre-judgment, most 
of the people that’s on the system, they’re minorities” [participant with lived experience].

The potential of peer navigators

Two subthemes comprised participant thoughts about peer navigators. First, participants 

listed assets of effective peer navigators. They said, for example, that personal experience 

with mental illness and homelessness brings a special intimacy. Peer navigators know useful 

tricks-of-the-trade to manage the challenges of living on the streets and can help the person 

be especially alert to problems that might imminently undermine health. Sometimes, 

seemingly simple things emerged as strategies to cope.

I’ve learned a ton about homelessness from participants, just things like take off 

your shoes at night, it actually keeps your feet warmer; which food trucks have the 

better meals; people really like it here they don’t like it there. These things are 

useful, these aren’t; here’s what we really need, learning about what people want 

and need has been really helpful. [provider]

Having been homeless brings tolerance, dedication, passion, and motivation.

One thing I found as a most valuable asset is ability to tell the whole story without 

shame, not ashamed to tell people I was homeless, struggled with mental health 

issues, substance abuse issues, criminal behavior. I’ve been to prison but I also 

don’t shy away from the fact of telling people I live indoors, have a family, job, 

career, car, a lot of people in my life I care for and care for me, you have to be 

willing to tell that story. [participant with lived experience]

Peers are likely to be especially tolerant of the kinds of challenges people who are currently 

homeless and with mental illness might pose to their health problems. Peers are street wise; 

they understand the same unspoken rules and skills as those currently living without a home.

I just think obviously people with lived experienced can give people going through 

it a lot of help knowing there are possibilities to live normal productive lives, but 

also one thing that I’ve noticed and the more beautiful thing is the sharing of 

resources. Once a person finds out that, Hey! This person helped me here, to share 

these resources, there are limited resources but there are some here, and believe it 
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or not some of those resources are still somewhat underused. [participant with lived 

experience]

The second subtheme represented broad categories of knowledge and skills that would help 

peer navigators do their jobs. Navigators need to learn resources available to peers to address 

health challenges as well as practical approaches to access these resources.

It’s hard to get info when you live on the street. You don’t know who to talk to 

about getting care. You know you don’t have Medicaid or you don’t have no 

insurance, so it’s just difficult when you on the street. [participant with lived 

experience]

This would need to be fluid information because resources and access strategies change 

often. This might mean peer navigators would need to master computer skills to be able to 

search for the most current list of available resources.

Navigators need to have an array of communication skills to optimally engage peers in 

addressing health problems. Finally, they would need crisis and stress management skills, 

especially relevant given the challenges of homelessness and mental illness.

But I find out there are certain things that calm me down, putting on the vacuum 

cleaner, having a cup of cold water in my left hand, a cup of hot water in the right 

hand. The reason I think this will work better is people find out what’s working for 

them, what’s not working; they find out what should I eat and what not. [participant 

with lived experience]

Discussion

Several important themes and subthemes emerged from this investigation. Acute illnesses in 

almost every organ system were noted and failure to attend to onset frequently led to chronic 

course and more disabling outcomes. As the U.S. Department of Housing and Urban 

Development has found,10 homelessness undermines the person’s ability to tend to health 

problems. Having no shelter throws up several challenges that outweigh health per se. 

Exposure to the elements, poor nutrition and hygiene, dealing with addictions, and criminal 

victimization are frequently more compelling than illnesses, at least until sequellae of the 

illnesses become overwhelming because they were not tended to in a timely manner. The 

stigma and disrespect of experiencing homelessness worsens engagement with the health 

care system.

Add to this the troubles of a concurrent psychiatric disorder. The confusion and 

disorientation of many serious mental illnesses makes it difficult for people to track their 

illnesses and treatments which may further explain the high rates of morbidity and mortality 

in this population.1,2 Another goal of the study was to examine how health issues and 

homelessness are experienced by people because of their African American ethnicity. 

Perhaps surprisingly, most participants did not believe being African American worsened the 

course of their health troubles. This does not invalidate the goal of CBPR to develop health 

care programs for African Americans; although the group believed ethnic discrimination did 

not seem to worsen the course of health care for people with mental illness who are 
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homeless, results of the study still benefitted from being steeped in the perspective of this 

important ethnic group. Moreover, our findings are especially germane to developing 

solutions relevant to African Americans in this Chicago neighborhood.

An equally important goal of this study was to identify strategies that might facilitate the 

health goals of African Americans who are homeless with mental illness. Almost no studies 

were found in the literature suggestion solutions to these problems. Our participants said 

many solutions required action by governments, agencies, and communities. Greater policy 

priority needs to be made to health care for people who are homeless, recognizing that 

system needs vary when psychiatric needs are added to health care challenges. Obvious 

solutions were posed: more clinics, more providers, and more financial aid for ancillary 

services including dental, eye, and foot care as well as pharmacy benefits. Services need to 

be crafted knowing the demands of being homeless; e.g., providing schedules and places that 

are convenient, training staff to engage with this group, and modeling communities open to 

these goals. Solutions also rested with people themselves. Survey participants noted that 

many people who are homeless may need to be educated about illness, the risks of living on 

the streets given these illnesses, and interventions/clinics that help to manage health. The 

group of people who are homeless might also need to be organized to improve their 

advocacy skills. This includes communication activities that entice communities and 

governments into the discussion rather than appear angry and perhaps alienate potential 

allies.

One explicit goal of this NIMHD-funded project was to determine the potential of peer-

navigators for addressing the health needs of African Americans who are homeless with 

mental illness. Peer was defined by the group as African Americans who have been 

homeless but now are able to sustain residence. Peers are also people in recovery, individuals 

who struggled with significant mental illness and/or substance abuse and now manage the 

symptoms and disabilities of these disorders so they are able to fully assume the 

responsibilities of a competitive job, such as a navigator, with reasonable accommodations. 

Additionally, preference might be given to peers who have struggled with significant 

physical illness of their own and who were homeless and/or currently reside in the 

neighborhood in which navigators services will occur. Navigator services are meant to 

facilitate health care needs by helping the person to more fully avail and engage with 

primary, specialty, and mental health care. This typically begins where the person is at: on 

the streets, in the shelters, in the criminal justice system, or wherever else African 

Americans who are homeless and with mental illnesses may be found. Navigators are 

committed to time and relationship, recognizing that a quality working relationship takes 

time and requires one-on-one relationship. Navigators help people get to their appointments 

and engage with their providers. This may require navigators to accompany the person into 

the examining room. Navigators help people access their entitlements and do what is needed 

to fill prescriptions. Navigators realize health problems are not neatly compartmentalized, 

that shelter, nutrition, and personal safety worsen health. Hence, navigators liaise with other 

service organizations to address these needs as they arise.

There are limitations to consider about this study. Like any qualitative research, it is unclear 

whether findings here saturated to the possible domain of responses. Future research might 
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uncover additional, important themes in understanding health problems and solutions. 

Because focus groups were heterogeneous, we were unable to discern whether people with 

lived experience viewed problems and solutions differently than providers. In addition, 

responses of some people with lived experience might have been suppressed in 

heterogeneous groups because providers in the group might disapprove. This information is 

useful for the CBPR team trying to decide how to progress on health care programs. 

Moreover, our sample was not sufficiently big to examine other variables that might 

influence perceptions about problems and solutions. People with different types of illness 

might view problems and solutions in varied ways. Results from our survey suggested, for 

example, that the problems and services for HIV-AIDS are unique. Providers often view 

people with HIV-AIDS with stigma. Despite this, more services are often available for 

people with HIV-AIDS because of special government programs.

Homelessness is a local phenomenon varying with the exigencies of the community, city, 

and state in which it occurs. The findings here represent the perspective of a large Midwest 

urban area which may generalize to other areas of the country. Still, these views also 

represent a distinct Chicago neighborhood with its own history with people who are 

homeless and with people with mental illness. Additional research needs to determine how 

findings appear in other neighborhoods. Also, keeping in mind that CBPR has a local 

program goal as well as broad science mission, findings here suggest the framework of 

health care for this group in this neighborhood focusing on real world and grassroots 

insights. A similar CBPR effort would be needed to, for example, craft a program in Detroit 

or Cleveland.

This study has implications for future research and practice. The next step is to use the 

information herein to develop a peer navigator program and evaluate its effectiveness on the 

health care needs of this population. The research literature has begun to yield suggestions 

about the outlines of these programs;39, 40 one study shows a California version of peer 

navigators yielded significantly fewer reports of pain and health symptoms after six months 

compared to a control group.41 Our CBPR team is combining these insights with findings 

from the qualitative research herein to develop a peer navigator program for people in 

Chicago’s Edgewater-Uptown neighborhood.
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