
Practice Articles

Public Health Reports / July–August 



310 � Practice Articles

Public Health Reports / July–August 2003 / Volume 118

The Midwest Latino Health Research, Training, and
Policy Center (the Latino Health Research Center), a
unit of the Jane Addams College of Social Work at the
University of Illinois at Chicago, was founded in 1993
for the purpose of engaging in outcomes research,
training, and policy change in the area of health dis-
parities. The Latino Health Research Center has fol-
lowed community participatory action research (PAR)
approaches since its inception. In 1999, the Center
received funding from the Racial and Ethnic Ap-
proaches to Community Health (REACH) 2010 pro-
gram of the Centers for Disease Control and Preven-
tion (CDC) to reduce diabetes disparities. REACH
2010 is a two-phase demonstration project that calls
for coalition building aimed at community mobiliza-
tion to reduce health disparities. REACH 2010 seeks
to address health disparities related to cardiovascular
disease; cancer, particularly breast and cervical can-
cer; diabetes; HIV/AIDS; child and adult vaccinations;
and infant mortality.

The REACH 2010 Phase I Initiative called for (a) a
lead agency/partner as the central coordinating orga-
nization; (b) partnership with a local or state health
department; and (c) partnership with an academic
institution. During the 12-month Phase I period, these
partners, working with community residents and local
organizations, were expected to establish a coalition
for the purpose of conducting a comprehensive com-
munity assessment that would result in an action plan
to be implemented during Phase II.

While preparing the CDC REACH 2010 grant ap-
plication, the Latino Health Research Center invited
individuals, community organizations, and local health
and human service providers to a series of town meet-
ings to assess which health disparities and which com-
munities had the greatest need for a multipronged
research and action approach. After several meetings,
community leaders recommended a strategy that in-
cluded forming a coalition of African American and
Latino organizations in Chicago’s racially diverse South-
east Side. The rationale for an African American and
Latino coalition was based on an understanding that
there are more similarities than differences between
Latinos and African Americans in the U.S. and on the
Southeast Side: these are the largest minority groups;
both groups are characterized by low levels of educa-
tion and income and high levels of poverty; and both
groups are affected by disparities in health and access
to health care. Members of both groups tend to have
a strong sense of family, community, and religiosity/
spirituality, and many members of both groups use
home remedies and over-the-counter medications to

treat symptoms of illnesses. The rapid growth of the
Latino population, the widespread gentrification of
Chicago’s neighborhoods, and the demolition of pub-
lic housing have forced these groups to live in the
same communities. A secondary goal of the project
was to bring these groups together around common
issues like diabetes. If successful in meeting these goals,
the coalition would have developed a model of im-
proving race relationships for other communities to
follow nationwide.

The community leaders recommended targeting
the Southeast Side of Chicago because the area expe-
riences what Doug Gills refers to as a “convergence of
disadvantage”1—low socioeconomic status,2 disinvest-
ments,2 and documented health disparities.3

Chicago’s Southeast Side includes six community
areas (CAs): South Shore (CA43), South Chicago
(CA46), Calumet Heights (CA48), South Deering
(CA51), East Side (CA52), and Hegewisch (CA55).
Historically, these CAs were collectively called the “Calu-
met Area Steel Belt of the Midwest” because the major
sources of employment were steel mills, railroad cart
production facilities, and the automotive industry.
During the 1970s, the steel industry declined almost
to extinction. By the 1980s, severe unemployment and
displacement were apparent throughout the region.2

The Chicago Southeast community areas have never
recovered from this devastation.

Local organizations have a history of community
organizing around social justice issues and had previ-
ous experience in using PAR in addressing health con-
cerns, especially in the areas of HIV/AIDS, maternal
and child health, asthma, and breast cancer. However,
diabetes control and prevention were not prominent
on the local agenda. Based on available diabetes-
related data4,5 and further consultation with key part-
ners, it was determined that these communities could
be mobilized around diabetes and reach a state-of-
readiness,6 that is, engage in targeted actions to re-
duce diabetes-related mortality and complications, with
ancillary efforts pointed toward increasing adult vacci-
nation for influenza, for which people with diabetes
are at elevated risk.7

In July 1999, the founding members of the Chicago
Southeast Diabetes Community Action Coalition
(CSEDCAC) submitted a REACH 2010 Phase I pro-
posal. In addition to the Latino Health Research Cen-
ter, the principal partners were the Southside Health
Consortium, a network of community hospitals and
primary care facilities (now known as the Healthcare
Consortium of Illinois); the Illinois Diabetes Control
Program of the Illinois Department of Human Ser-
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vices; and Centro Comunitario Juan Diego, a local com-
munity organization that primarily serves recent im-
migrants. See Figure 1 for a list of coalition members.

A number of factors played into the decision to
focus on diabetes: high diabetes mortality in the target
communities; high diabetes-related hospitalization
rates, based on hospital discharge data; and high ges-
tational diabetes rates.4,5 The present article describes
(a) the PAR theoretical approach developed by the
Latino Health Research Center and practiced by
CSEDCAC from its inception8; (b) selected research
findings from REACH 2010 Phase I activities; and (c)
current and planned coalition activities.

THEORETICAL FRAMEWORK

PAR refers to a family of methodologies that can be
used to pursue research objectives (knowledge, un-
derstanding) with the meaningful involvement of com-
munity members (stakeholders) and an ultimate focus
on social action leading to improvements in social

conditions.9 PAR approaches focus on building com-
munity capacity through training, which leads to con-
sciousness raising and a state of readiness for action.
Community leaders and stakeholders develop the
knowledge and skills to take action aimed at changing
community conditions and systems so that a support-
ive environment (context) exists to sustain behavior
changes over time.9 Examples of capacity building in-
clude facilitating the development of community in-
frastructures such as coalitions and providing training
aimed at assisting communities in understanding the
social and political context of problems and their po-
tential solutions.

Action research has links to and is informed by a
number of intellectual traditions, although it is not
defined by any one of them. The seminal work of Kurt
Lewin,10 Carr and Kemmis,11 and Reason and Rowan12

are usually acknowledged. Action research has much
in common, however, with a range of other traditions,
including practitioner research, action inquiry, action
science, and community development. Its intellectual

Figure 1.  CSEDCAC member organizations

MEMBER SECTOR

Advocate Trinity Hospital Provider
African American Dietetics Association Provider/professional organization
Black Nurses Association Provider/professional organization
Centro Comunitario Juan Diego Community-based organization
Chicago Family Health Center Provider
Chicago Park District Government/recreation
Guadalupe Senior Center Community based organization
Healthcare Consortium of Illinois Community-based organization
Healthy South Chicago Community-based organization/consumers
Hispanic American Foundation for the Advisement of Health Provider/professional organization
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2. At all stages of work, the governance structure must be
fully participatory.18 Without open communication and
shared decision-making, trust and commitment among
members will waiver and endanger completion of the
work. Further, in a successful coalition, each member
brings different strengths and full participation im-
proves the quality of decisions.19 CSEDCAC accom-
plished this by developing a decision-making frame-
work that was fully discussed and agreed upon among
coalition members. The decision-making framework
delineates ultimate responsibility for decisions related
to membership, vision, goals, and objectives; conflict
resolution; coalition sustainability; and planning and
evaluation.

Participatory processes take place at monthly open
meetings held in public places (most often the local
library) and through meeting agendas and minutes,
guest speakers, and training opportunities related to
diabetes self-management. Anyone who attends the
monthly meeting is invited to join a working commit-
tee (task force), formed to focus on specific commu-
nity needs assessment tasks (e.g., focus groups, tele-
phone survey); to sign up for the mailing list; and to
receive periodic e-mail updates and bilingual newslet-
ters. New participants are invited to a coalition orien-
tation session, which is held at the same time as the
task force meetings. Diabetes screening, flu shots, and
foot examination for people with diabetes are also
available during monthly coalition meetings. In addi-
tion, guest speakers are invited to address diabetes-
related issues as a means of keeping the membership
informed of up-to-date diabetes information.

3. A key goal is building community capacity.1,18 While the
inherent structural inequities between research insti-
tutions and their partners will not be remedied in the
context of any single participatory research project,
continued efforts at building the capacity of the com-
munity to meet its own needs lessens the operational
impact of inequalities and allows, over time, for com-
munity partners to take stronger and more directive
roles in the research process.

During CSEDCAC Phase I activities, community
capacity building included training for community
agency staff and concerned citizens on diabetes, coali-
tion building, and research methods.

LATINO HEALTH RESEARCH CENTER PAR MODEL

The PAR model developed by the Latino Health Re-
search Center has been applied to a diverse set of
health issues—including environmental exposure, dia-
betes prevention and control, cancer prevention and
control, and tobacco control8—and has been refined

over the years. Figure 3 summarizes the major steps in
the participatory process and highlights some of the
activities necessary to progress from step to step.

COMMUNITY DIALOGUE

Once the community areas were selected, the Latino
Health Research Center initiated a dialogue with local
leaders to explain the REACH 2010 Initiative and ex-
plore their interest in becoming partners. The South-
side Health Consortium facilitated this process and
was instrumental in bringing key community leaders
1,18 e*
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tion retreat, held at the outset of REACH 2010 Phase
II activities.
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sponsorship, which stresses community mobilization
as a strategy for diabetes control and prevention; (d)
coalition-building strategies; (e) applied research meth-
ods; (f) accessing publicly available data; (g) perform-
ing a community-wide resource survey; and (h) action
planning.

Data collection
Specific objectives were developed for Phase I activities:

• Identify key social, medical, environmental, cul-
tural, institutional, and behavioral factors that
may be associated with racial/ethnic disparities
in diabetes risk, prevalence, and quality of care
among Latinos and African Americans and other
groups in specific community areas on Chicago’s
Southeast Side.

• Identify effective strategies for diabetes preven-
tion and control through community action plan-
ning.

Figure 4.  Mission Statement, Central Goal, Objectives, and Principles of Collaboration of the
Chicago Southeast Diabetes Community Action Coalition (CSEDCAC)

Mission Statement:
Assure and enhance access to quality health services and quality of life of persons at risk for





Reducing Diabetes Health Disparities through Participatory Action Research � 317

Public Health Reports / July–August 2003 / Volume 118

Hispanic/Latino (Table 1). Most respondents were
female (69.9%). Respondents had a mean age of 44.5
years; non-Hispanic white respondents had the high-
est mean age (51.2 years), and the Hispanic/Latino
group the lowest (38.3 years mean age). Respondents
had a mean of 12.7 years of education; Hispanics had
the lowest level of education (mean of 9.8 years).

The sample population appeared to be of low so-
cioeconomic status based on the high unemployment
rate (20.4%), which reached 42.6% among Hispan-
ics/Latinos; a high level of participation in govern-
ment benefit programs (27.6%), particularly among
non-Hispanic black (27.7%) and Hispanic/Latino re-
spondents (33.3%); and worry concerning food insuf-
ficiency (9.1%), which was particularly high among
Hispanic/Latino respondents (13.0%).

Access to care. Access appeared to be problematic, par-
ticularly for Hispanic/Latino respondents, who re-
ported a variety of financial and linguistic barriers.
Approximately 21% of Hispanic/Latino respondents
reported no health insurance; 23.9% reported linguis-
tic barriers in communicating with their health care
providers. When considered together, these two fac-
tors may explain the reportedly lower frequency of
selected preventive services, including regular physi-
cal exams, blood pressure testing, and cholesterol
screening (Table 1).

Prevalence of diabetes. Based on the telephone survey
findings, the prevalence of diabetes in the total target
population (ages �18 years) was estimated to be 16.3%.
The self-reported prevalence was highest among non-
Hispanic white respondents (22%), followed by non-
Hispanic blacks (16.6%) and Hispanics/Latinos
(10.8%). The percentage of women who reported a
history of gestational diabetes was 12.1%; the percent-
age was particularly high for Hispanic/Latina (17.6%)
respondents, compared to those for non-Hispanic white
(11%) and non-Hispanic black (10.7%) respondents.

Other health status indicators. Non-Hispanic white re-
spondents reported the highest prevalence of certain
conditions, such as heart disease (14%) and high cho-
lesterol (26%), while the reported prevalence of kid-
ney disease was highest among Hispanic (9%) and
non-Hispanic black respondents (3.7%). The preva-
lence of high blood pressure was the highest among
non-Hispanic black respondents (29.7%).

Data on a number of health indicators suggested
that the entire Southeast Chicago community, regard-
less of ethnicity, was at risk for diabetes. For example,
more than half of the respondents reported one or
more relatives with diabetes. An a of m7c4tional diabe01(-)]T ()124.3%77 Tw
(DataTet7hite re-)Tj
9.7%).31 0 TD7i72c1 d preveh indicators sugg;s at f
/F2 nos
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Table 1.  Selected health disparities indicators for telephone survey respondents

Self-reported race/ethnicity

Non- Non-
Hispanic Hispanic Hispanic/

 black white Latino Total
Self-reported characteristic (n=273) (n=52) (n=69) (N=394)

Demographics
Sex

Male 31.1 30.8 24.6 30.1
Female 68.9 69.2 75.4 69.9

Age
18–44 51.3 36.6 72.5 53.7
45–64 30.9 34.6 18.8 29.0
�65 17.8 28.8 8.7 17.3

Mean age (years) 44.7 51.2 38.3 44.5
Mean years of education 13.5 12.5 9.8 12.7

Socioeconomic status
Percent unemployed 15.1 19.2 42.6 20.4
Percent participating in government benefit programsa n



Reducing Diabetes Health Disparities through Participatory Action Research � 319

Public Health Reports / July–August 2003 / Volume 118

Table 2.  Selected health disparities indicators for telephone survey respondents with self-reported diabetes

Self-reported race/ethnicity

Non- Non-
Hispanic Hispanic Hispanic/

 black white Latino Total
Self-reported characteristic (n=42) (n=11) (n=7) (N=60)

Demographics
Mean age (years) 55.8 60.5 50.7 56.1
Mean years of education 12.9 12.2 9.3 12.4

Socioeconomic status
Percent unable to work because of diabetes 17.5 9.1 42.9 19.0
Percent unemployed 9.5 36.4 28.6 16.7
Percent participating in government benefit programsa 29.3 27.3 42.9 30.5
Percent worried about not having enough food 20.0 0 28.6 17.2

Access to medical care
Percent without a regular source of health care 4.8 0 0 3.3
Percent needed medical care but did not get it within past year 14.3 9.1 14.3 13.3
Percent without health insurance 11.9 9.1 42.9 15.0
Percent with difficulty communicating with providers because

of language barrier — — 0 0

Health status
Mean age when told they had diabetes 44.9 47.8 38.4 44.6
Individuals with self-reported diabetes as percent of telephone

survey sample (N=394) 16.3 22.0 10.8 16.1

Perceived health
Percent excellent/very good/good 48.7 73.0 42.9 52.6
Percent fair 34.1 9.1 42.9 30.5
Percent poor 17.1 18.2 14.3 16.9

Self care/quality of care
Percent did  not know their of type of diabetes 17.5 9.1 42.9 19.0
Mean number of HbAc1 within past year 2.9 3.0 1.7 2.8
Mean number of times health provider checked feet within past year 3.8 3.4 1.5 3.6
Percent had a dilated eye exam within past year 85.0 90.9 71.4 84.5
Percent ever received diabetes education classes 47.5 63.6 57.1 51.7
Percent saw a dietitian or nutritionist within past year 32.5 27.3 42.9 32.8
Percent had a flu shot within past year 45.2 72.7 42.9 50.0
Percent taking aspirin every day or every other day 31.0 27.3 14.3 28.3
Percent had physical exam within past year 90.4 100.0 71.4 89.8
Percent check feet daily 87.5 81.8 100.0 87.9
Percent check blood sugar daily 42.5 54.5 28.6 43.1

Diabetes risk factors
Percent with one or more family member with diabetes 81.0 63.6 100.0 80.0
Percent of women who gave birth to a baby weighing �9 pounds 11.5 16.7 50.0 16.7
Percent women who ever had gestational diabetes 37.0 42.9 25.0 36.8
Percent with one or more chronic conditions 69.0 72.7 71.4 70.0
Percent with hypertension 64.3 40.0 57.1 59.3

Lifestyle risk factors
Percent overweight (BMI �27) 35.0 33.3 14.3 32.1
Percent obese (BMI �30) 32.5 33.3 71.4 37.5
Mean times eating outside home weekly 3.0 4.7 2.0 3.2
Percent ate foods not prepared at home within past week 69.0 81.8 71.4 71.7
Percent smoked five or more packs of cigarettes in lifetime 42.5 72.7 71.4 53.3

aTANF, Medicaid, SSI, Social Security retirement or disability benefits, WIC, Food Stamps, public housing, and various meal programs.
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an action plan was drafted. The coalition decided to
plan and conduct two community forums (one in En-
glish and one in Spanish) to present the preliminary
findings and the draft action plan to the community.
From these forums, the action plan was finalized and
the grant application for REACH 2010 Phase II was
prepared. This action plan included a brief story of
the coalition, its vision, mission, collective values, and
principles; stated the coalition’s broader overall goals
and objectives; outlined major areas of work with spe-
cific measurable goals and objectives; suggested strate-
gies for targeted action; set deadlines; and determined
resources needed to implement the plan.
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Each activity and intervention has its own evaluation
component. For instance, during the summer of 2002,
the South Chicago Chamber of Commerce conducted
a healthy eating awareness campaign in local grocery
stores and restaurants; this campaign is being evalu-
ated by assessing participation (e.g., number of gro-
cery stores and restaurants that change stocking prac-
tices or menus to increase focus on healthy nutrition);
a follow-up survey of participants is planned.

The data from the comprehensive community as-
sessment are being used as baseline data; a telephone
survey and focus groups will be repeated later in Phase
II. Hospitalization data will be compiled at various
points during Phase II. The coalition plans to use the
SECAT data to measure progress.

CONCLUSION

Most efforts to prevent or control diabetes have fo-
cused on changing individual lifestyle practices.
CSEDCAC has used a community-based PAR strategy
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