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Abstract: Although palliative care (PC) has become increasingly familiar, considerable gaps persist in access 
to and use of services. Community-based programs remain rare, and low-income, minority communities 
significantly under-utilize hospice and palliative services. We used community-based participatory research 
(CBPR) methods to conduct a mixed-methods community needs assessment of seriously-ill older adults 
(n=100) and providers from community-based programs and churches (n=41) in an urban medically-
underserved community in the U.S. to explore: (I) the prevalence and severity of illness-related symptoms 
and psychosocial-spiritual concerns; (II) the scope and quality of community supports helping older adults 
manage their symptoms; and (III) the perceptions and utilization of palliative and supportive care services 
among older adults and community-based service providers. Participants reported high rates of chronic 
illness-related symptoms (i.e., pain, fatigue, sleeping difficulties, depression, and anxiety), and many described 
unmet needs around symptom management. Few had ever utilized PC or pain management services, and 
most relied primarily on family, friends, and faith communities to help them manage burdensome symptoms. 
Barriers included lack of familiarity with PC, limited access and financial concerns. Older adults were largely 
unfamiliar with PC, and many described unmet needs and desire for help with symptom burden. Findings 
support the need to further explore community-level and cultural barriers to PC among diverse, underserved 
older adults. Development of innovative community partnerships may help raise awareness of PC and 
address the physical and psychosocial-spiritual challenges facing chronically-ill minority older adults and 
their families.
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Introduction

Although palliative care (PC) has become increasingly 
prevalent over the past several decades (1,2), significant gaps 
persist in access to and utilization of services. Home and 
community-based hospice programs serving people who 
are terminally ill have proliferated since the early 1980s, 
but PC programs for people living with chronic or serious 
illnesses remain primarily hospital-based, with limited reach 
into community settings (3,4). The lack of palliative and 

supportive care services to meet the needs of seriously-ill 
older adults living in the community perpetuates critical 
health care disparities in this growing population. 

PC has been particularly underutilized by African 
American and Latino older adults and those who live in 
low-income, medically-underserved areas (5-10). Research 
on disparities affecting diverse populations reveals the 
interaction of multiple barriers, including lack of familiarity 
with PC, inadequate access to care, financial hardship, 
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and social barriers such as mistrust and communication 
impediments between providers and patients (5,8,11). 
Living in low income, urban communities may present 
additional obstacles, including the costs of transportation 
and availability of pain medications in urban pharmacies 
(9,10,12,13). Kayser and colleagues (14) explored barriers 
to PC in five low-income urban communities and found 
that minority stress, feelings of disempowerment, and lack 
of community supports posed further barriers to accessing 
palliative services. Despite growing evidence of inequities in 
use of PC, however, the perspectives of diverse, chronically-
ill older adults living in the community have largely been 
absent from the literature. 

This article describes the findings of an exploratory, 
mixed-method community needs assessment of seriously-ill 
older adults who live in New York City’s East and Central 
Harlem neighborhoods. The investigators explored the 
prevalence of chronic conditions and associated symptoms 
among diverse community-dwelling older adults, the 
individual and community resources older residents employ 
to manage and ameliorate these symptoms, and the barriers 
they face in accessing PC and pain management in the 
community. 

East and Central Harlem in New York City are Health 
Resources and Services Administration (HRSA)-designated 
medically underserved areas in northern Manhattan with 
diverse aging populations, high rates of poverty and lack of 
health insurance, and a shortage of primary care physicians 
(15,16). Despite the proximity of several large health 
systems and community-based health initiatives (17), the 
mostly Latino and African American older adults living in 
these communities are more likely to live with multiple 
chronic conditions and report poorer access to care than 
their age-peers throughout the city (15,16). 

Methods

The study emerged from an academic-community 
partnership exploring the PC needs of older community 
residents that brought together researchers from a public 
university, an academic medical center, community 
members, and multidisciplinary service providers from 
over 40 community-based aging-services and faith-based 
organizations. We utilized a community-based participatory 
research (CBPR) approach that has been shown to enhance 
community engagement and capacity-building in research 
on health and health disparities (18,19). CBPR entails active 
inclusion of community partners through all phases of the 

research, including study design, sampling, data collection, 
analysis, and dissemination of findings. Following exploratory 
meetings with key community informants (including older 
residents, service providers, clergy and other faith leaders), 
we formed a community council of older residents and 
professionals that met regularly throughout the project to 
review and guide the needs assessment, explore the unmet 
needs of seriously ill older community members, interpret 
findings, and strategize next steps. 

We began by conducting semi-structured qualitative 
interviews with a purposive sample of service providers and 
leaders from community-based aging services programs. 
After stratifying programs by type of organization (i.e., 
senior centers, case management agencies, senior housing 
programs, and churches and other houses of worship) 
and catchment area, we interviewed providers about the 
needs of the older adults they serve, community supports, 
service barriers, and perceptions of PC. We followed 
these key-informant interviews with snowball sampling to 
recruit community-dwelling older adults (60+ years old) 
living with at least one chronic illness in East and Central 
Harlem through provider and participant referrals, study 
flyers, and announcements at community boards and other 
neighborhood meetings.

The older adult interviews incorporated questions from 
the Edmonton Symptom Assessment Scale (20), the Stanford 
Chronic Disease Self-Management Study (21), and questions 
from prior research on urban community-dwelling, low-
income, minority older adults about service needs, chronic 
illness self-management, coping, access to supports and 
services, and socio-demographics (22). Interviews were 
conducted in Spanish and English, and took place primarily 
in-person at community-based organizations. Eligible older 
adult participants were ≥60 years of age with a self-reported 
diagnosis of at least one chronic condition. Mean interview 
length was 29 minutes and participants were provided $20 
for their participation. The study protocol was approved by 
the CUNY Institutional Review Board (IRB #: 421773-4),  
and all participants gave informed consent prior to 
participation. Quantitative data were entered into Qualtrics 
software (Provo, UT; 2017) and downloaded directly into 
SPSS, v. 20 (Armonk, NY; 2013) to facilitate analysis of 
descriptive statistics and selected bivariate associations of 
client demographic characteristics, unmet needs, and use of 
formal and informal services. Qualitative data were analyzed 
by an interdisciplinary team that employed systematic 
grounded theory coding and analysis elaborated by Corbin 
& Strauss (23).
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Results

Provider interviews

We interviewed 41 aging-services providers from 33 
community-based social and faith-based organizations in East 
(n=19) and Central Harlem (n=14), including churches (n=12), 
senior centers (n=9), case management organizations (n=8), 
social service agencies (n=6), senior housing developments 
(n=4), and pharmacies (n=2). Systematic, iterative coding and 
analysis of verbatim transcripts from audiotaped interviews 
yielded several themes. Providers across organizations and 
catchment areas told us that managing chronic conditions 
and burdensome symptoms presented significant challenges 
for many of the older adults they served. Many (67%) 
providers reported that helping clients manage their health 
and promoting physical wellbeing was part of the mission 
of their organizations, but few (10%) were aware of medical 
services available in their community, such as PC or pain 
management, that directly address these concerns. After 

interviewers read providers a definition of PC drawn from 
the National Consensus Project (24), a majority (78%) 
agreed that many of their clients could benefit from PC. 
Most of the providers (84%) told us their organizations 
offered some services that supported older adults living with 
chronic illnesses and conditions, most commonly emotional 
or spiritual support via counseling or support groups (79%), 
concrete assistance or case management such as arranging 
transportation or providing financial resources (71%), and 
assistance with healthcare decision-making and legal/financial 
planning (46%). 

Providers described multiple barriers that might prevent 
older community members from using formal medical 
services such as PC. Providers reported their older clients 
lacked access to services due to mobility limitations 
(52%), difficulties with transportation (63%) and financial 
insecurity (44%). Several providers (17%) felt older adults 
might be reluctant to discuss their burdensome symptoms 
or unmet needs with providers due to cultural and language 
barriers.

Older adult interviews

We interviewed 100 community-dwelling older adults in East 
and Central Harlem. As reported in Table 1, participants had 
a mean age of 72.5 years, a majority (63.0%) lived alone, and 
most (83%) were female. Almost half (46.0%) of participants 
identified themselves as Hispanic/Latino and 33.0% Black/
African American, reflecting the demographics of the 
community. Approximately 45.0% reported they were born 
outside of the continental U.S., with over a quarter of the 
sample (26.0%) from Puerto Rico, 6% from the Dominican 
Republic, 6.0% from South and Central America, 3.0% 
from Mexico, 3.0% from China, and 2.0% from Europe. 
Almost a third (31.0%) of our sample identified Spanish as 
their primary language, and one quarter (25.0%) chose to 
complete interviews in Spanish.

Chronic illness and symptom burden

Most participants reported they l ive with one or 
more chronic conditions, primarily arthritis (76.0%), 
hypertension (71.0%), and chronic pain (63.0%). A majority 
indicated they had experienced illness-related symptoms 
in the two weeks prior to the interviews, most frequently 
pain (78.0%), fatigue (75.0%), and sleeping difficulties 
(53.0%), which participants rated as their most burdensome 
symptoms. Almost half of the participants experienced 

Table 1 Socio-demographic characteristics of older adult 
participants (N=100)

Participants Value

Gender, n (%)

Female 83 (83.0)

Male 17 (17.0)

Race/ethnicity, n (%)

Hispanic/Latino 46 (46.0)

Black/African-American 33 (33.0)

White/Caucasian 12 (12.0)

Asian/Pacific Islander 3 (3.0)

Other 3 (3.0)

Missing 3 (3.0)

Born outside of the U.S., n (%) 45 (45.0)

Primary language, n (%)

English 54 (54.0)

Spanish 31 (31.0)

Equally English and Spanish 9 (9.0)

Chinese 3 (3.0)

Missing 3 (3.0)

Lives alone, n (%) 63 (63.0)

Mean age (years) 72.53±9.00
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depression (49.0%) or anxiety (44.0%) related to their 
chronic conditions (see Table 2). Over half of participants 
(54.0%) reported they experienced challenging symptoms 
most of, if not all the time, and 39.0% rated their symptoms 
as severe or very severe.

Symptom management and care needs

Over a third (35.0%) of the older adults reported they did 

not use medical services to help manage their burdensome 
symptoms, and 36.0% received no instrumental, emotional, 
or spiritual support around their illness (see Table 2). Of 
those participants who did receive assistance, nearly half 
(48.0%) reported that help came from family and friends, 
approximately a third (32.0%) from physicians or other 
medical providers, and the remainder (20.0%) from home 
health aides or care attendants. Almost half (46.0%) 
indicated they received emotional and spiritual support 
from their churches or prayer/faith fellowships. 

Perceptions of and barriers to PC

Consistent with provider reports, a majority of the older 
adults (88%) reported they had never heard of PC and were 
unsure of what palliative services entailed. Most participants 
(93%) told interviewers they had never discussed PC with a 
health care provider. One in five participants (20%) reported 
they had experienced difficulties in accessing medical 
services, and 38% expressed a need for additional assistance 
in managing their burdensome symptoms. Over a quarter 
(26%) of participants reported concerns about the financial 
costs of treatment or medications, and almost half (47%) 
had experienced difficulty paying medical or pharmacy bills. 
Almost two-thirds (64%) of those who had not received PC 
indicated they would be interested in learning more about 
PC, and many (72%) reported they would be comfortable 
receiving services around their illness-related symptoms at 
the community-based organizations where we interviewed 
them. 

Discussion

Although consistent with past research on low-income, 
diverse communities (25,26), the high prevalence of 
symptom burden and unmet needs in our sample of 
chronically-ill older adults living in East and Central 
Harlem was alarming. Multiple morbidities and high 
symptom burden in later life are often associated with poor 
quality-of-life, increased hospitalizations, emergency room 
visits, and nursing home placements (27,28). Despite the 
existence of several large medical centers and health systems 
in and adjacent to East and Central Harlem, most of the 
older adults we surveyed did not take advantage of PC and 
pain management services, a medical specialty that has been 
shown to improve health and social outcomes for seriously ill 
patients and their caregivers (29-31). The older participants 
draw on informal support from family and friends, churches, 

Table 2 Health and symptom management of older adult 
participants (N=100)

Participants Number (%)

Chronic conditions

Arthritis 76 (76.0)

Hypertension 71 (71.0)

Chronic pain 63 (63.0)

Gait/balance disorder 44 (44.0)

Diabetes 38 (38.0)

Asthma 33 (33.0)

Heart disease 27 (27.0)

Cancer 21 (21.0)

Symptom burden

Pain 78 (78.0)

Fatigue 75 (75.0)

Difficulty sleeping 53 (53.0)

Depression 49 (49.0)

Anxiety 44 (44.0)

Shortness of breath 38 (38.0)

Lack of appetite 29 (29.0)

Unmet needs

In last year, had difficulty getting medical 
care for chronic conditions when needed

20 (20.0)

Did not receive formal services to help with 
symptom burden

35 (35.0)

Did not receive emotional nor spiritual 
support to cope with symptom burden

36 (36.0)

Expressed need for additional services for 
symptom management

38 (38.0)

Responded affirmatively to at least one of 
the four items above

75 (75.0)
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and community services to help them manage their 
burdensome symptoms day-to-day. However, many live 
with chronic untreated pain, fatigue, depression and other 
symptoms associated with their medical conditions.

The older adults and aging-services providers we 
surveyed described multiple barriers to accessing medical 
and supportive services that can reduce symptom burden and 
psychosocial-spiritual distress. Providers and community-
dwelling older adults were largely unfamiliar with PC and 
pain management, and most reported unmet needs around 
pain and other symptoms with their providers. Both groups 
spoke of financial concerns, cultural and language barriers. 
These barriers are consistent with extant research on PC 
disparities in diverse, urban communities (9,10,12-14).

Several limitations must be considered regarding our 
findings. A purposive sampling strategy helped us reach a 
population that is often difficult to access in health services 
research, but limits our ability to generalize findings outside 
of this geographic and service area. A disproportionate 
number of women were interviewed, and recruiting 
participants from community-based settings provided an 
opportunity to document the experiences of older adults 
who use such services regularly, but not necessarily those 
who are unable to do so such as homebound or homeless 
elders. Further, we did not test our measures for reliability 
and validity. Nonetheless, the study contributes to an 
emerging literature on the burdens and challenges facing 
diverse, community-dwelling older Americans who live, 
often for months or years, with multiple chronic illnesses 
and conditions. 

In summary, findings from this exploratory study 
highlight the high symptom burden and unmet needs 
of Black and Latino older adults living in underserved 
communities with serious illness. These findings contribute 
to a growing literature on disparities in PC (5,6,8,10,13), 
calls for increased education about PC (4,11,14), and 
the need for further development of community-based 
programs tailored to the needs of seriously ill older 
residents of low-income, racially/ethnically diverse 
communities (3,4,14,32-35). In addition, the investigators’ 
successful engagement with service and faith-based 
providers and older residents in East and Central Harlem 
confirms the benefits of developing community partnerships 
and using CBPR methods to engage diverse stakeholders 
in addressing the challenges older adults and their families 
face in managing serious illnesses (18). Lastly, the study 
demonstrates the opportunities inherent in partnering with 
community members, community-based organizations, and 

churches to better understand and ultimately reduce health 
disparities in later life.
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