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The Urban Research Center (URC) in Harlem, New York City, is a collaboration of community members,
service providers, and academics. A Community Advisory Board (CAB) meets regularly to formulate priorities
for action and to direct research. A conceptual model of social determinants of health relevant to the Harlem
community was developed. Early meetings of the CAB identified substance use as a health concern in the Har-
lem community. Access to social services was identified as a key social determinant that should guide research
and intervention efforts of the URC. Surveys of service providers and of substance users were carried out to
quantify availability of information and barriers to access. This article discusses the CAB process that led to the
model of social determinants, development of surveys, and interpretation of results. The authors also discuss
survey results and how the URC will use these results to develop interventions.

The communities of East and Central Harlem have long had worse economic condi-
tions (e.g., unemployment, poverty rate) and higher morbidity and mortality rates (e.g.,
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infant mortality, homicide, asthma incidence) than most neighborhoods in the United
States.!* The Urban Research Center (URC) in Harlem is a Centers for Disease Control
and Prevention (CDC)-funded effort to carry out community-based participatory
research on the social factors affecting the health of local residents. The New York City
URC is housed at the Center for Urban Epidemiologic Studies (CUES) and is directed by
a community advisory board (CAB). The CAB meets monthly to formulate priorities for
action and to advise and direct research. This article discusses the CAB process that iden-
tified access to social services as a key determinant of substance users’ health, how sur-
veys were developed to quantify barriers to access from both provider and client perspec-
tives, and the results of these surveys.

The CAB is made up of community members, service providers, public health work-
ers, and academics. Although initially conceived as an “advisory” board, the CAB is inti-
mately involved in designing URC research and working with CUES staff members in the
execution of research, interpretation of results, and dissemination of findings. During its
monthly meetings, the CAB sets its research and action agenda. Potential projects are dis-
cussed, and interested CAB members form subcommittees, together with CUES staff
members, to further develop projects that the CAB agrees to tackle. The subcommittees
report back to the CAB, and key issues and decisions are made by the CAB as a whole. An
effort to reach consensus on most key decisions means that project development is an iter-
ative process, with suggestions from the subcommittees being shaped by all members of
the CAB. In this particular project, the CAB first developed a conceptual framework rele-
vant to the local community. In concert with the CUES staff, the CAB reviewed existing
needs assessments in Harlem, prioritized pressing needs, and chose access to services for
substance users as a research focus that could lead to small-scale immediate intervention.
Members of the CAB, particularly CAB members with personal experience or profes-
sional expertise in the areas being investigated, worked with the CUES staff to develop
appropriate survey instruments. The entire CAB was involved in devising a sampling
frame for the surveys and in recruiting service provider respondents. CUES staff mem-
bers analyzed the results together with CAB members who are coauthors on this article.
The results were presented to the whole CAB; this guided interpretation of the results and
the discussion are summarized in this article. The implications for practice in particular
stem directly from CAB discussions and decisions about next steps and actions to take in
response to the survey results. In this article, we describe each of these stages and con-
clude with implications of this research for action in Harlem.

A GENERAL MODEL OF SOCIAL DETERMINANTS

Early in the URC’s development, CAB members and researchers sought to ground
their work in a conceptual framework that drew on the existing literature and on the
group’s collective experience. As a first step, the CAB used information from the litera-
ture, group discussions, and from focus groups to develop a conceptual model that could
direct research and interventions. At early meetings of the CAB, factors that were
believed to cause or contribute to health were discussed, and potential research and inter-
vention strategies were developed. Ideas were refined at each meeting and presented back
to the group by specific session leaders at subsequent meetings. Through this process, a
general model of social determinants was developed (Figure 1).

The model of social determinants includes social factors operating at different levels;
as conceived in this model, social factors may be salutary (e.g., social support) or elicit
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Figure 1. General model of social determinants developed by the New York Urban Research
Center Community Advisory Board.

stress and coping responses.™® As an example of the latter, it was hypothesized that lim-
ited access to services results in demands exceeding individual adaptive resources, elicit-
ing stress and subsequent poor health.” Recognizing that different individuals recognize
experiences as stressful depending on current life experiences, it was noted that many ele-
ments of this model are particularly applicable to vulnerable, marginalized popula-
tions.®® Social support (including emotional, financial, and informational support), a pro-
tective social factor, and discrimination, a negative factor, were considered particularly
important in the Harlem context and are highlighted in the model. Personal factors (e.g.,
individual preventive behavior, self-regulation) then mediate the effect of these social
factors on individual health.®” Fundamental factors (e.g., money, power, prestige) affect
all other levels of this model including communities, neighborhoods, and individuals.’
This model of social determinants guides research in the New York City URC. Although
this model, as presented in Figure 1, is, by necessity, a simplified schematic, CAB discus-
sions recognized the complexity inherent in the processes being summarized and left
open the possibility of further expansion and clarification of the model.

THE URBAN RESEARCH CENTER:
UNDERSTANDING NEED IN HARLEM

The long-term intent of the URC is to improve the health of the community by devel-
oping interventions to improve social factors affecting the health of Harlem residents. At
the time of this research, the URC had been operating for less than 1 year. At this stage in
the URC’s development, CAB members felt it was important to develop and execute
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research that built on existing knowledge about the community and could lead to tangible
action in the short term. CAB members and CUES staff workers thus carried out a com-
prehensive review of the needs assessments that had been done in the community from
1989 through 1999.'° There were 17 needs assessments considered; they included assess-
ments conducted by Mount Sinai Hospital in Harlem, several assessments carried out by
the city of New York, individual social service agencies, and one informal survey of grade
school children.'® Through iterative discussions during several CAB meetings, consensus
developed in the CAB that there were three primary areas of need in Harlem that could
benefit from URC research and intervention: (1) poor access to comprehensive and cul-
turally sensitive health care, (2) poor housing, and (3) deterioration of environmental con-
ditions. It is worth noting that this process was coincident with the development of the
general model of social determinants described above. It was recognized that the primary
areas of need identified corresponded principally to two domains in the model of social
determinants being developed, namely, access to services and quality of living area
(which encompasses both poor housing and deterioration of environmental conditions).

Subsequent CAB discussions also identified the overlap between these social factors
and substance use, asthma, and infectious diseases (particularly HIV/AIDS) as primary
areas of community concern. Although other agencies and studies had also identified sub-
stance use as a problem within the community, groups such as the East Harlem Commu-
nity Health Committee’s subgroup on substance use had not been active for several years.
Substance use, an area in which CUES researchers had expertise, thus emerged as a prin-
cipal early interest that addressed a pressing community concern and coincided both with
a paucity of other intervention activity and with available URC resources. Individual
socioeconomic conditions, social networks, access to community services, drug avail-
ability, and the criminalization of drug use were all identified as important factors that
contribute to substance use and poor health of substance users in Harlem. In particular, it
recognized that substance users may face significant stigmatization within the commu-
nity and, as such, may face particular difficulties accessing appropriate services. CAB
members decided that understanding barriers faced by substance users in accessing com-
munity services would be a first priority for research; this was primarily intended to guide
subsequent interventions that would improve provision of community services for sub-
stance users. Identifying key features of service provision that were lacking and devising
interventions to fill the gaps then became a key effort for the CAB.

In choosing to work on access issues (as opposed to housing or deteriorating environ-
mental conditions), the CAB chose to focus on a pressing issue that offered the URC an
opportunity to effect local change in a relatively short period of time. However, it was the
CAB’s intent to continue considering the other community concerns identified. Other
ongoing URC projects aim to tackle the larger scale issues also identified as priorities by
the CAB.

INFORMATION AND ACCESS TO
RESOURCES FOR SUBSTANCE USERS

Although service provision (both in terms of medical care and social services) is gen-
erally thought to account for a small proportion of the gains in human life expectancy dur-
ing the past century, differentials in access and provision of care are frequently considered
to be among the primary reasons for socioeconomic and racial disparities in health in the
United States.'"'? Differences in access to services are widespread and involve both ser-
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vice availability and quality of care received."® Some research has documented that medi-
cal care, in particular, has a greater impact on health for persons with lower socioeco-
nomic status than for the general population.'* A lower number of social services, clinics,
and hospitals in socioeconomically disadvantaged communities are a direct barrier to
access, which manifests in later diagnosis of disease, delays in treatment, and
comorbidity. Limited access to services is considered one of the key social factors that
affect health in the model of social determinants formulated by the URC CAB.

Further complexity is introduced by a recognition that there is also a differential in
quality-of-service provision. Disparities in health exist even where differences in eco-
nomic status and insurance coverage are minimized.'® Persons of different socioeco-
nomic class and different races receive different preventive and therapeutic services,'®"’?
receive care by different quality of providers,'® and receive different attention to similar
presenting complaints.'® These differences in care given to persons of different socioeco-
nomic class are compounded by decreased access to, and inferior quality of, health and
social services and thus further contribute to poorer health of disadvantaged persons and
communities.

Rates of disease (e.g., infectious diseases, mental health disorders) in substance users
(especially injection drug users) are high and represent a public health problem that can
be ameliorated with prevention and treatment.”” The high prevalence of substance use in
Harlem suggests that access to social services in the community is particularly important
to decrease rates of both drug use and its consequences.”'

In this article, CAB members and CUES researchers present two studies carried out by
the URC, one with service providers and the other with substance users, regarding barri-
ers to access to social services for substance users in Harlem. We addressed two principal
questions: (a) What were service providers’ perceptions of access to services and infor-
mation about services in their communities? and (b) What were substance users’ percep-
tions of access to, and information about, the same services? We also addressed two sec-
ondary questions in these analyses: (a) Were service providers’ perceptions of access to
services different for providers who work in East versus Central Harlem? and (b) Did sub-
stance users who had experience with social services in the communities perceive differ-
ent barriers to access than substance users who had less experience with social services?

METHOD
Survey of Service Providers—Participants and Design

The target population for the sample of service providers were those working in East
and Central Harlem, New York City, in 2000, who provided services or referrals for sub-
stance users. East Harlem has historically been a predominantly Latino community,
whereas Central Harlem has historically been a predominantly African American com-
munity. Although the two communities are administratively frequently regarded as one
neighborhood, their residents consider the two communities to be distinct culturally and
socially. Both East and Central Harlem are neighborhoods in the northern end of New
York City’s borough of Manhattan. For the purposes of this research, we used the follow-
ing definition of East and Central Harlem: East Harlem was defined as the area beginning
in the south at 96th Street, extending north to 119th Street, bordered on the west by 5th
Avenue and on the east by the East River; Central Harlem was defined as the area span-
ning east-west from the Harlem River to Morningside Drive and north-south from 155th
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Street to 110th Street (excluding the area in East Harlem between 110th Street and 119th
Street east of 5th Avenue). The boundaries were determined through discussion with
community members involved with the URC.

The URC community liaison (EC, one of this article’s authors), based in Harlem and
with more than 10 years of social service experience in the community, in collaboration
with the CAB, compiled a database of social service agencies in Harlem that provided
services or referrals for substance users. CUES investigators and CAB members, through
an iterative process, developed a survey instrument. We mailed the survey instrument to
351 agencies in August 2000. In September 2000, we followed up with phone calls to the
agencies that had not returned the completed survey. A community symposium organized
by the CAB was held at the New York Academy of Medicine (NYAM) on October 26-27,
2000. We attended the symposium and encouraged service providers who had not yet
completed the survey to do so. CUES researchers analyzed the data, and CUES research-
ers and CAB members interpreted the data. The study was reviewed and approved by the
Institutional Review Board of NYAM.

Instrument and Measures

A 15-minute standardized, self-reported survey instrument was used. Development of
the survey instrument was guided by CAB member experience of the salient issues and by
the conceptual model articulated as a framework for URC research. CAB members who
had firsthand experience with substance use issues (either as clients or as service provid-
ers) were particularly active in designing the survey instrument. The survey included
questions about each respondent’s age, race, what type of program they worked in, how
long they had worked with this client population, how long they had worked in Harlem,
and whether they had been to college. Service providers identified how easy it was to refer
clients to appropriate service in the community, which groups of clients were most diffi-
cult to refer, and what problems they faced in referring clients.

To identify information about available services, we asked respondents to answer yes
or no to the following question: “People who use drugs know enough about [service].” We
asked this question for services that corresponded to the five principal social service areas
applicable to drug users in the community: housing, job services, education, medical ser-
vices, and drug-related services. These five social service areas summarize the work done
by the social service agencies contacted. Job services included job opportunities and job
training. Housing services included permanent housing, emergency shelters, how to
avoid eviction, and temporary places to stay. Education services included literacy, general
equivalency diploma (GED), and college programs. Medical services included mental
health clinics, HIV services, Medicaid, and health clinics. Drug-related services included
needle exchange, rehabilitation programs, drug detoxification programs, and methadone
programs. This list of social services was developed by members of the CAB and through
three focus groups with substance users held at the CUES research storefront and guided
by the researchers. Respondents were asked where they thought drug users got most of
their information about each of the services listed. The choice of responses, also guided
by the focus groups, included “word of mouth,” “pamphlets and information booklets,”
“hear about them from outreach workers,” “posters,” and “other, please specify.”

To assess providers’ perceptions about users’ difficulty accessing services, respon-
dents were asked to answer yes or no to the following question: “Is it difficult for users to
get into [service]?” Respondents were asked about the same services listed above.
Respondents then identified the “main reason why it is difficult for drug users to access
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[each of the listed services].” Possible choices (determined through the focus groups with

99, .

substance users) were the following: “They need a permanent address”; “they need too

much paperwork or need ID”’; “hard for users to follow all the rules”; “there aren’t enough

programs available, programs are overcrowded”; “programs keep changing, rules keep

changing”; “they need Medicaid”; “the waiting list is too long”; “Users need to pay for

program”; “programs don’t accept clients with a jail record”; and “other, please specify.”
Survey of Substance Users—Participants and Design

Persons older than age 18 who had used cocaine, crack, or heroin during the past 6
months were eligible for the study. For this study, we enrolled drug users in Harlem
through street outreach during the period August 2000-January 2001. Project outreach
workers approached drug users on the street, placed advertisements in service agencies,
and handed out pamphlets to interested persons. New participants were also recruited by
word of mouth from enrolled participants. Persons who agreed to participate in the study
were interviewed by trained interviewers at a storefront research center in Central Har-
lem. The storefront in Central Harlem is a freestanding clinic where CUES staff workers
interview participants enrolled in the research study and implement other public health
interventions aimed at reducing risk behavior among substance users.

Questions for this study were administered as structured confidential interviews in the
Central Harlem storefront. Participants first underwent a face-to-face screening inter-
view. Once participants were found eligible for the study, trained interviewers explained
the research protocol and obtained informed consent. A 45-minute survey instrument was
administered by the interviewer, including questions pertaining to this study and to other
research. After the interview, all participants were offered counseling and appropriate
service referral. Participants received $15 compensation at the end of each visit. CUES
researchers analyzed the data, and CUES researchers and CAB members interpreted the
data. The Institutional Review Board of NYAM approved the study.

Instrument and Measures

The survey instrument used in this research was developed in collaboration with the
CAB and built on questions the researchers had used in previous studies.” As in the first
survey discussed here, development of the survey instrument was guided particularly by
CAB members who had firsthand experience with substance use issues either as clients or
as service providers. Participants were asked demographic characteristics such as age,
sex, race, educational level, history of homelessness, and levels of income. Participants’
drug-using practices were classified by method of ingestion and by type of drugs used in
the last 2 months. Participants identified which services they had used throughout their
life to obtain a measure of their familiarity with social services in their community.

To identify information about available services, we asked respondents to answer yes
or no to the following question: “Do you know enough about [service] in your commu-
nity?” We repeated the question for each of the same services described above. We then
asked users to answer yes or no to the following question: “Do you think it is difficult for
you to get into [service] if you need [it]?”” The question was repeated again for the list of
services above. We asked respondents to tell us the main reason they found it difficult to
get into these services. Respondents were asked to choose an answer from the following:

99, <.

“need a permanent address”; “too much paperwork”; “hard to follow all the rules”; “not
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99,

enough programs”; “programs keep changing”’; “need Medicaid”; “waiting list too long™;

99, GG 99,

“need to pay”’; “jail record”’; “not enough information”; “other, please specify.”
Statistical Analyses

We compiled summary descriptive statistics of the service provider sample. CAB
members suggested that stratifying service providers’ responses by work in East/Central
Harlem would be appropriate to improve our understanding of differences in provider
perceptions in the two neighborhoods. We carried out two-tailed chi-square tests to exam-
ine differences between providers in East and Central Harlem for each of the demo-
graphic variables and for perceptions providers had about access to services. We com-
piled summary descriptive statistics of the drug user sample. We dichotomized the group
by using the median number of services respondents had used. We carried out two-tailed
chi-square tests to examine differences between users in each group for each of the demo-
graphic variables and for perceptions of users about access to services. We compared fre-
quencies of yes responses to questions about social services between service providers
and substance users.

RESULTS
Service Provider Survey—Sample Characteristics

We obtained completed surveys from 91 service providers in East and Central Harlem,
aresponse rate of 25%. The service providers responding were representative of the orga-
nizations in the sampling frame in terms of types of services provided and scope of ser-
vice delivery. Most service provider respondents (60%) worked in East Harlem (Table 1).
Overall, the respondents were predominantly female (60%), African American (37%),
and Latino (32%). The mean age of the respondents was 44 years. Respondents had
worked with their client population for a median of 10 years (range 0-35) and with their
current agency for amedian of 3 years (range 0-30). Significantly more providers in Cen-
tral Harlem were African American (47% vs. 30% in East Harlem), and more providers in
East Harlem were Latino (42% vs. 17% in Central Harlem).

Service Provider Perspectives on Access to Services

More than one-third (37%) of all service providers surveyed said that they had a some-
what or very difficult time finding the appropriate services to refer clients in East and
Central Harlem. When asked about specific types of services that users have difficulty
accessing, job and housing services were identified most frequently. Specifically, 74% of
providers said that users had a difficult time accessing job services; 62% said users had a
difficult time accessing housing services (Table 2). Fewer providers identified barriers in
access to drug-related services (56%), education (56%), and medical services (49%). Ser-
vice providers also said that users did not know enough about job (76%) and housing
(61%) services.

Service providers gave three principal reasons for the difficulty substance users had in
accessing services. First, lack of information was identified as an important barrier to
accessing job-related and education services. Second, providers said that housing-related
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Table 1. Sample Characteristics of Social Service Provider Respondents, Harlem, New York

City, 2000
Overall East Central
Sample (%) Harlem (%) Harlem (%)
Variable (N=91) (n=155) (n=36) x2 p Value*
Sex
Female 60.0 61.1 58.3 0.69
Age
> 40 62.6 59.2 63.6 0.69
Race
African American 37.1 30.2 47.2 0.04
Latino/Latina® 31.5 41.5 16.7
Education
Some college 86.8 87.3 86.1 0.87
t-Test
M SD M SD M SD p Value**
Length of time working
with client population® 10.4 (7.9) 10.6 (8.7) 10.0 (6.6) 0.73
Length of time working
in Harlem" 7.9 (8.0) 8.2 (7.6) 7.3 (8.7) 0.60
Length of time working
at their agencyb 5.5 (6.3) 6.2 (6.6) 45 (5.8) 0.21

a. Other races in the study included White, Native American, and Native Hawaiian.

b. Length of time in years.

* Two-tailed chi-square p value; test of no association between subgroups in East and Central Har-
lem. ** ¢ test for equal variances.

programs were insufficient. Third, drug users needing Medicaid were identified as a
problem in accessing medical services and services directly related to drug abuse treat-
ment. Too much paperwork was identified as the principal reasons for difficulty in access-
ing Medicaid.

A comparison of responses about information and access failed to reveal any signifi-
cant differences between respondents in East and Central Harlem (results not shown).

Substance User Survey—Sample Characteristics

Among 353 drug users who were eligible for this study, 31% were female, 47% had
less than high school education, 67% had used injection drugs at some point in their lives,
and 39% had used injection drugs in the past 2 months (Table 3). Our sample was primar-
ily African American (60%) and Latino (29%). Approximately three-quarters of the
respondents (76%) had an income of $5,000 or less each year, 87% had been homeless at
some point in their lives, and 52% had been homeless in the past 6 months.

Respondents had accessed a median of nine services in the past. Respondents who had
been homeless at some point in their lives, respondents who had ever used injection drugs,
and respondents who were HIV positive were likelier to have accessed more than nine
services.
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Table 2.  Service Providers’ Perceptions About Access to Social Services in the Community,
Harlem, New York City, 2000 (N =91)

Providers Who Say Users Have a Principal Reason Why Service
Service Difficult Time Accessing Service (%) Is Difficult to Access
Job® 74.1 Not enough information available
Housing” 62.1 Not enough programs available
Drug related® 56.5 Need Medicaid
Education’ 55.7 Not enough information available
Medical® 48.5 Need Medicaid

Providers Who Say Users
Do Not Know Enough
About a Particular Service (%)

Job® 76.0 —
Housing® 60.9 —
Drug related® 359 —
Education’ 58.7 —
Medical® 38.6 —

a. Job services included job opportunities and job training.

b. Housing services included permanent housing, emergency shelters, and temporary places to stay.
c. Drug-related services included needle exchange, rehabilitation programs, and detox and metha-
done programs.

d. Education services included literacy, general equivalency diploma (GED), and college programs.
e. Medical services included Medicaid, mental health clinics, HIV services, and health clinics.

Substance User Perspectives on Access to Services

Forty-five percent of all drug users said that they had a difficult time accessing job ser-
vices, and 35% said they had a difficult time accessing housing services. Fewer users
identified barriers in access to medical services (17%), education (10%), and drug-related
services (8%) (Table 4). Drug users also said that they did not know enough about job
(57%) and housing (51%) services. There were no significant differences between barri-
ers identified by drug users who had accessed fewer or more than nine services (data not
shown).

Substance users mentioned three main reasons for difficulty in accessing services: not
enough information available about job and education programs, needing Medicaid to
access medical and drug-related services, and not enough housing programs available.
Too much paperwork was identified as the principal reason for their difficulty in access-
ing Medicaid (data not shown).

DISCUSSION

There were three principal observations from our study of service providers and sub-
stance users. First, service providers and substance users consistently reported difficul-
ties accessing job services (including job opportunities and job training) and housing ser-
vices (including permanent housing, emergency shelters, and temporary places to stay).
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Table 3. Selected Demographic Characteristics of Drug User Sample, Harlem, New York City,

2000 (in percentages)
Drug Users Drug Users
Who Have ‘Who Have
Overall Accessed Fewer  Accessed 10 or
Sample  Than 10 Services® More Services"

Variable (N =353) (n=189) (n=164) x* p Value*
Sex

Female 30.9 30.6 31.3 0.89
Age

18-34 21.8 24.3 18.9 0.14

34-45 53.0 54.5 51.2

>45 25.2 21.2 29.9
Race

African American 59.5 63.5 54.9 0.05

Latino® 29.2 28.6 29.9
Education

< High school 47.3 50.3 43.9 0.23
Income

< $5,000/year 76.0 78.7 73.0 0.15
Homelessness

Ever 86.7 82.5 91.5 0.01
IV drug use

Ever 66.5 56.9 77.9 0.01
HIV®

Positive 24.5 19.7 29.9 0.02

a. Categorized by median number of services accessed.

b. Other subgroup including White, Native American, and Native Hawaiian.

c. Among individuals who have been tested for HIV (n = 316).

* Two-tailed chi-square p value; test of no association between subgroups of users who have
accessed fewer, or more, services.

Second, service providers and substance users identified lack of information as the princi-
pal barrier to accessing job and education services and not enough programs as the princi-
pal barrier to accessing housing services. Both groups identified needing Medicaid as the
principal barrier to accessing health- and drug-related services and identified too much
paperwork as a barrier to accessing Medicaid. Third, although the users we sampled were
more likely to be familiar with social services if they were HIV positive, had used injec-
tion drugs, or had ever been homeless, users who were more familiar and those who were
less familiar with social services identified similar barriers to accessing health- and drug-
related services.

The observations in our study build on existing research regarding drug use and access
to care. Among vulnerable populations, the link between difficulty in accessing services
and adverse health is well established.” Race and socioeconomic class influence access
to medical care.”*?* Traditionally underserved populations, such as substance users, pose
particular challenges for service provision.” Access to services for these groups is likely
related to factors other than service availability alone. Although lack of funding has been
documented as a major barrier to expanding services,”® other research has documented
that increasing disbursement of funding for health-related services failed to increase use
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Table 4. Perceptions of Drug Users About Access to Social Services in the Community, Har-
lem, New York City, 2000 (N = 353)

Users Who Have a Principal Reason
Difficult Time Why Service Is

Service Accessing Service (%) Difficult to Access
Job* 452 Not enough information available
Housing” 34.9 Not enough programs available
Medical® 17.3 Need Medicaid
Education’ 10.4 Not enough information available
Drug related® 8.1 Need Medicaid

Users Do Not Know
Enough About a
Particular Service (%)

Job* 56.7 —
Housing® 50.7 —
Medical® 33.8 —
Education’ 26.1 —
Drug related® 36.9 —

a. Job services included job opportunities and job training.

b. Housing services included permanent housing, emergency shelters, and temporary places to stay.
c. Drug-related services included needle exchange, rehabilitation programs, and detox and metha-
done programs.

d. Education services included literacy, general equivalency diploma (GED), and college programs.
e. Medical services included Medicaid, mental health clinics, HIV services, and health clinics.

of services significantly.”’ This indicates that other barriers to access must be addressed to
improve service accessibility. A limited body of work has identified cost of services,*®
language and culture,” and income™ as important barriers to care among drug users. Our
research documents that a lack of information, not enough programs available, and diffi-
culties accessing Medicaid (too much paperwork) are the principal reasons why drug
users in Harlem experience difficulty accessing services.

Several study limitations should be noted. Without a definitive formal list of service
providers working in Harlem, our community liaison and CAB members generated an
original list from which to sample providers. The completeness of this list cannot be pre-
cisely determined. Although the response rate for our mailed survey was low, it was
within the range described in the broader literature of response rates for mailed surveys.*'*?
Although the respondents who did complete the survey worked for service agencies that
were representative of the sampling frame, the degree to which our survey response intro-
duces a potential selection bias is difficult to determine.

Our sample of substance users consisted of users who volunteered to participate in our
research when approached by street outreach workers. In the absence of a denominator
estimate of substance users in Harlem, we cannot estimate a response rate among users.
Although the possibility exists that these users may be systematically different from other
substance users, this strategy has been used successfully in several other studies of drug
users.>** We attempted to minimize potential bias in this regard by mapping the commu-
nity and recruiting from many sites within the neighborhoods. In addition, although we
asked substance users recruited in Harlem about services in their community, it is possi-
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ble that some users were referring to their knowledge of services in communities other
than Harlem.

We are hesitant to draw conclusions about the generalizability of our results to provid-
ers, or substance users, in other communities. Although we attempted to construct com-
parable survey questions for the service providers and substance users, comparison of
results from different surveys conducted with different sampling frames must be done
cautiously. We intended our results to guide New York City URC activities. We asked ser-
vice providers about their perceptions of users’ barriers to services and compared these
answers with drug users’ responses to analogous questions. Our analysis indicates that
service providers accurately describe the services to which substance users have most
limited access. A consistently greater proportion of service providers in our study identi-
fied the presence of barriers to access than did substance users themselves. The implica-
tions of this finding are unclear in light of our small sample of service providers but do
suggest directions for future research.

Implications for Service Provision in Harlem

The principal aim of this study was to identify barriers to access to social services for
substance users in Harlem, New York City. The study was guided by a conceptual model
of social determinants of health. This model, developed through a collaborative process
with community members, identified access to services as a key social determinant and
one of the early priorities for URC research and intervention. Development of our con-
ceptual model of social determinants was itself guided by existing needs assessments that
had been carried out in Harlem. The studies described in this article then arise from a par-
ticipatory process that considered existing information, integrated it into a cogent theoret-
ical framework, and developed focused research that can guide specific interventions.

Published reports suggest that needle exchange programs, HIV-related services, and
pharmacies might have a role in improving injection drug users’ access to services.**** In
addition, the combination of active street outreach,*’ advocacy,*! use of peer counselors,*
and empowering of substance users* can improve substance users’ access to services in
communities. We designed our research to identify barriers to access in Harlem that could
benefit from interventions. Results of this research are consistent with a model of social
determinants whereby institutional and organizational issues (e.g., availability of ser-
vices) beyond individual-level factors contribute to health and well-being. Interventions
designed by URC members will build both on previous work and on this research.

Our research provides three avenues for intervention in Harlem and identifies an issue
that will pose a particular challenge for the New York City URC. First, information about
particular services is insufficient (particularly services related to fundamental living con-
ditions such as housing and employment). An early intervention in this regard is a user
“Survival Guide” (described in a complementary article from our URC, also appearing in
this journal).* Second, programs are needed that offer a range of comprehensive services
to assist substance users’ access to services that help with finding jobs and housing. The
CAB is currently considering different options that might best meet this need, including a
multipurpose service center designed to meet the multiple needs of the most vulnerable
users. Third, too much paperwork was identified as a barrier to accessing health insur-
ance, and accessing health insurance was a barrier to other services. We are currently con-
sidering specific action in this regard, including longer term advocacy and further
research that examines the implications of social service policy interventions in Harlem.
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Addressing the limited availability of housing services identified as a problem by both
groups surveyed will be a challenge for our URC. Effecting improvement in housing ser-
vices will require long-term commitment to improving macro-level features of the Har-
lem social environment. The CAB has chosen to work first on small-scale interventions
that address some of the more easily modifiable barriers to access identified in our sur-
veys (e.g., limited information). However, we have also identified social conditions that
affect substance users that are shaped by broader social processes. This project provided
our URC team of community members, consumers, service providers, and researchers
with considerable experience in collaboration. We hope that as the URC partnership
develops, it can tackle more ambitious initiatives that address macro-level factors such as
limited housing services. A final point in this regard is that some of the barriers identified
in this research (e.g., availability of services) had not been explicitly described as impor-
tant factors in our guiding conceptual model. This identification of new domains that
were not previously in our model of social determinants will guide the CAB in further
developing the conceptual framework.

Conclusion

Through a community-based participatory research framework, we identified sub-
stance use as a priority for research and intervention in Harlem, formulated a conceptual
model that posits access to services as an important determinant of substance users’
health, and carried out a study that aimed to improve our understanding of barriers to
access in the community. Our surveys of substance users and of service providers identi-
fied key services about which there is a lack of information (particularly information
related to employment and housing) and the particular barriers to access that require sys-
tematic intervention (not enough programs, lack of information, and too much paper-
work). Our URC is currently using this knowledge to formulate interventions and to
refine our model of social determinants of health.
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