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ABSTRACT

IDENITIFYING NSTITI.JTIONIAL BARRIERS TO ADDRESSING HEALTH
DISPARITIES

JULIA ASHLEY,

R.T{.

MARCH 5, 2O1O
Integrative Thesis

Very little progress has been made in decreasing health disparities in communities
of color or for American Indians. Government agencies have a role to play in addressing
health disparities through the development of policies that support community efforts to
address these disparities. Three concepts provided the framework

for research exploring

barriers: a) imposition of dominant cultural values, b) marginalization and c) institutional
racism. The purpose was to conduct qualitative research by interviewing six individuals

from organizations that serve communities of color to discover themes related to their
experiences with government funding. Two themes emerged related to the purpose of the
research. The first related theme, What Government Does That Makes the Work Harder,
had four categories: a) Inconsistent Requirements, b) Easy to Require, Hard to

Implement, c) One Size Fits All and d) Is the Real Work Getting Done? The second
theme was Lack of Partnership.
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Chapter

I

At the national and state level there is an increasing commitment to addressing
racial and ethnic disparities in health status. At the same time, state and federal legislative
bodies have reduced funding for health programs and have increased requirements
designed to provide more accountability to taxpayers. These requirements add to what is

commonly referred to as the "bureaucracy". The purpose of this thesis is to identify
institutional barriers that prevent community-based organizations from communities of
color, funded by the STD and HIV Section at the Minnesota Department of Health

(MDH), from addressing health disparities in a meaningful way. The goal is to identify,
from the perspective of staff working in community-based organizations, themes that
describe the actual and perceived barriers experienced by those working to prevent new

human immunodeficiency virus (HIV) infections and conducting HIV testing in racial
and ethnic communities disproportionately impacted by

HIV in Minnesota.

Background
According to the STD and HIV Section web page, "The mission of the STD and

HIV Section is to prevent death and disability from HIV and other sexually transmitted
diseases, particularly among populations

with a disproportionate burden of disease."

More specifically, the STD and HIV Section provides technical and financial assistance
to local public health agencies, public and private care providers, non-governmental
organizations, and teaching institutions to provide targeted behavioral interventions,
conduct HIV testing, and provide referrals to HIV treatment.

In Minnesota, HIV disproportionately impacts communities of color. According
to the MDH web page, HIV Surveillance Reports-2008, during 2008 47Ya of the 326

1

newly reported HIV cases were people of color although only twelve percent of the
population of the state is people of color. Also, 46% of the 6,,220 people living in the state

with HIV (excluding people who have died) are people of color. Seven years ago (2002),
57% of newly reported cases of

HIV were people of color and of the 4,598 people of

color living with HIV, 40% were people of color. This data, highlighted in the charts
below, reflects the disproportionate impact that HIV has had on the people of color in this
state for several years.
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A core function of public health is the development of policies and plans that
support individual and community health efforts. One of the mechanisms for providing

this support is the distribution of funds to community-based clinics and non-profit
organizations to provide culturally competent behavioral intervention programs in those
communities most at risk for HIV infection. While the goal of the funding is to reach

individuals in marginalized groups, this funding is provided through mechanisms
embedded in a large government system that is at the societal center.

In 1987 the Minnesota Legislature established specific funding for HIV
Prevention grants to be distributed to community-based organizations by MDH. In
addition, the STD and HIV Section receives funding from the Centers for Disease
Prevention and Control (CDC) to conduct HIV prevention and HIV testing activities.
Funding from both sources is combined and the STD and HIV Section solicits proposals
through a formal Request for Proposals (RFP) process every three or four years.
Once proposals are submitted, each proposal is reviewed and scored by a group

community members that have knowledge about HIV prevention or have experience
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of

writing or reviewing proposals. Reviewers are from diverse communities, primarily those
most impacted by HIV infection. Once the reviewers have scored and discussed each
proposal each individual reviewer makes a recommendation. The compiled
recommendations and scores are reviewed and discussed by STD and HIV Section staff
and a recommendation is made to the Commissioner of Health regarding which programs

should be funded.
Once proposals are reviewed, a number of proposals are selected and contract
managers in the STD and

HIV Section negotiate a contract with each selected agency.

Both the RFP process and the resulting contracts are required to follow policies and
procedures developed at the state and federal level. Once the contracts are negotiated, the

contractors are required to submit invoices on a form provided by the STD and HIV
Section, submit a semi-annual monitoring report providing information determined by the
Section and develop annual work plans and budget reports following the format provided
by the Section.

All contractors

are required to complete all of these activities regardless

of the amount of funding received or the size of the organization.
Currently 16 agencies are funded to provide health education/risk reduction
programming. Seven of these agencies focus their interventions in communities of color.
Six clinics are funded to provide HIV testing and to refer HIV positive individuals to
care. Of the six clinics funded, three are funded to reach people of color.

All

agencies and

clinics focusing their efforts in communities of color have staff, managers and board
members from the communities they serve.

4

Related Concepts
The theory of Culture Care provides the framework for examining the barriers
experienced by staff working in community-based organizations. Critical to
understanding these barriers is understanding the institutional culture of the STD and

HIV Section of the Minnesota Department of Health and how that culture differs from

the

cultures of the communities most impacted by HIV.

According to Leininger (2002c) a major tenet of the Culture Care theory is that,

"... the worldview, social structure

factors such as religion, economics, education,

technology, politics, kinship (social), ethnohistory, environment, language, and generic
and professional care factors would greatly influence cultural care meaning, expressions,
and patterns in different cultures." (p. 78) While this tenet was developed to influence the
care provided by an individual nurse to an individual patient this tenet can also be applied

to the relationship between the STD and HIV Section and the community-based
organizations that are providing services in communities of color.

An additional, related concept described by Leininger provides the basis for
understanding the influence of culture on the relationship between the STD and HIV
Section and the community-based organizations that provide HIV prevention and testing
services to people of color. Leininger (2002b) states that "cultural value refers to the

powerful internal and external directive forces that give meaning and order to the
thinking, decisions, and actions of an individual or group." (p. 49) She goes on to
describe cultural imposition as the "tendency of an individual or group to impose their

beliefs, values and patterns of behavior on another culture for varied reasons." (p.
Because the institution (STD and

5 1)

HIV Section) reflects the dominant culture, Anglo-
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American values are imposed by the institution. Leininger (2002a) describes AngloAmerican values relevant to this discussion as individualism, self-reliance, a dependence
on technology, time, and reliance on "scientifis fact" and numbers. Because communities

experiencing health disparities do not always share these same values or beliefs,
recognizing that there are differences in cultural values and beliefs is relevant to
understanding barriers.
For example, McFarland (2002) in her summary of selected culture care research

findings, states that North American Indians value harmony between land, people and the
environment. This value is not congruent with the Anglo-American value

of

individualism and self-reliance. McFarland (2002) also describes an African American
value of folk healing modes. This value is likely to be incongruent with the Anglo-

American value of reliance on scientific facts and data.
Related to the concept of the dominant group values is marginalization as
described by Hall, Stevens and Meleis (1994).In 1994 Hall, et al. proposed

marginalization as a guiding concept for nursing and defined it as, "the process through
which persons are peripheralized on the basis of their identities, associations,
experiences, and environments." (p. 25) This concept describes the process by which

individuals different from what the dominant culture considers to be the norm are cast out
from the center to the periphery of society. Two key properties of marginalization related
to this thesis are differentiation and power.

Differentiation as defined by Hall, et al. (1994) is "the establishment and
maintenance of distinct identities through boundary maintenance." (p. 26) Once a group

of people are determined, by the dominant culture, to be different people from those

6

groups are excluded from the center. Power, as a property of marginalization is defined as

"influence exerted by those at the center of a community over the periphery and vice
versa." (p.27) Although there are forms of power that originate from those at the
periphery, the type of power that influences the relationship between the STD and HIV
Section and community-based organizations is more hierarchical. According to Hall, et
al. ( I 994),

In Western societies, the center of a community is the seat of hierarchical power
and the conceptual location of the homogeneous

"majority". People who differ

from those at the center, or from the projected image of those at the center, are
forced outward (p.26).
Behaviors that put individuals at risk for HIV infection, intravenous drug use and sexual

activity, are considered to be outside the "norms" of society. This includes men who have
sex with men, and women and men who engage in survival sex and/or have multiple sex
partners. In addition, as described above, the majority of new infections are diagnosed in

people of color. As a result, people at risk for HIV, and the agencies that serve them, are

typically found at the margins of society. Figure
as

it relates to HIV in Minnesota.

7

1 depicts the concept

of marginalization

African American
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able-bodied
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Marginalization in HIV
(Figure I )

Related to both Anglo-American values and marginalization is the concept

of

institutional racism. According to Griffith, Childs, Eng and Jeffries (2007) the definition

of institutional racism "is a systematic set of patterns, procedures, practices, and policies
that operate within institutions so as to consistently penalize, disadvantage, and exploit

individuals who are members of non-White groups." (p. 289) Griffith, Childs et al.
(2007) describe three distinct levels of institutional racism; individual, intraorganizational
and extraorganizational. For this thesis extraorganizational institutional racism, described
as

"how organizations influence communities, public policies, and institutions," (p.289)

is most relevant. As stated above, the STD and HIV Section is part of a large institution

with poticies and procedures created and implemented without consideration for the
impact on individuals from non-white groups. This type of racism is difficult to change

I

because

it is often practiced by individuals that do not consider themselves racist. Unless

it is addressed, this form of racism continues the marginalization of groups of people that
do not come from the dominant culture.

Marginalization

Addressing H lV
Dispa rities

Anglo-American

lnstitutional

Values

Racism

Figure 2
These three concepts provide a framework, as depicted in Figure 2, for exploring
the relationship, and potential barriers, between the institution of the STD and HIV

Section and the community-based organizations funded to reach people from
communities of color.

Why This Approach?
Several groups have given careful thought to the issue of health disparities and
developed recommendations for systemic interventions. For example, Giger, et al (2007)
recommend, "The Academy must take a proactive lead in proposing policies that can
focus funds and care in areas that will change health outcomes to eliminate health

disparities." (p. 100) Although the recommendations are typically focused on patient care
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institutions, government institutions such as the Minnesota Department of Health, have a
role to play as well.

According to Griffith and Mason et al. (2007) the most common approach to
addressing health care disparities is to promote cultural competency among individual

health care providers and to improve the overall quality of care and adherence to
evidence-based clinical guidelines. However, relying on mainstream institutions to

develop cultural competency is not the only approach to addressing the complexities of
health disparities. Chino and DeBryn (2006) address the need for a different approach in
the American Indian population:

An indigenous model [for addressing health disparities] must reflect indigenous
reality. It must integrate the past, the present and the people's vision for the
future. It must acknowledge resources and challenges and allow communities to
build a commitment to identifying and resolving health concerns and issues
(p. see)
Although these authors specifically address American Indians, other communities of
color have equally complex histories, cultures, resources and challenges.
In order for the STD and HIV Section of the Minnesota Department of Health to
impact racial and ethnic health disparities it is not enough to work towards the
development of culturally competent care by Anglo-American providers. It is equally
important to support, not hinder, the HIV prevention programming provided by
community-based organizations that are from the communities most impacted by HIV.

10
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Literature Review
In order to identify what is known about health disparities and successful work
being done to address these disparities a literature review was conducted focusing on
studies related to addressing health disparities. Key words included, but were not limited

to, culture, culture care theory, cultural competence, culturally congruent care and health
disparities.

A review of existing research related to health disparities reveals multiple studies
that describe specific experiences and worldviews of various cultures. For example
Shellman (200a) describes life experiences of African American elders and Haley and

Harrigan (2004) describe the strengths of Pacific Island parent caregivers of medically
fragile children. Flaskerud et

aL.

(2002) describe nursing research related to vulnerable

populations found in the journal Nursing Research between 1952 and 2000. Seventy-nine
articles describing research related to vulnerable populations were published starting in
1952, the first year of the journal's publication.

In addition to studies regarding various cultures, three articles describing the use
of Theory of Culture Care Diversity and Universality in three different settings were
reviewed. In the first article Wagner (2009) describes the use of the Culture Care Theory
to discover and describe thirteen barriers for Hispanic women needing the Human

Papillomavirus (HPV) vaccine. The second article describes the use of the Culture Care
Theory to address the health care needs of American Indians in a faith-based system in
the Southwestem United States. Hubert (2008) states that the use of the Culture Care
Theory was used as a framework for:

l1

Augsburg College Library

Discovering relationships that guide working among and between diverse
cultures, and specifrcally to examine the identified program's approach to

spirituality and the healing process among and between cultures. (p.68)
In the third article Shapiro, Miller and White (2006) describe how the Culture Care
Theory can be used in conjunction with the Tri-dimensional Leader Effectiveness Model
to build capacity and transform communities. According to Shapiro, et al. (2006)

combining the two "can be used to guide the Transcultural nurse in working with the
community as a leader in an enabling way to help it achieve its goal and become a strong
organized entity." (p. 1 16)
These three articles highlight the utilization of the Theory of Culture Care

Diversity and Universality in a multitude of situations from the very specific, i.e. HPV
vaccine for Latinas, to the very broad, i.e. nursing leadership at the community level.

In addition to extensive research related to specific populations, some papers have
been published regarding the provision of culturally competent care, including culturally

congruent nursing care in clinical settings. According to Kairys et al. (2002) "Health care
professionals increasingly agree that cultural competence is a critical factor in providing
appropriate services to the nation's rapidly expanding culturally and ethnically diverse

populations." (p. 2) Brach and

Fras er

(2002) present a business case for use of cultural

competence in order to deliver high quality health care and reduce disparities in health
status. The authors describe four interrelated financial incentives for providing culturally

competent care and the limitations of the incentives. Leininger (1996) states that nursing

administration must move from a uni-culturally based focus to a multi-culturally based
focus in order to provide culturally congruent care. She goes on to say:
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Transcultural nursing administration refers to a creative and knowledgeable
process of assessing, planning, and making decisions and policies that

will

facilitate the provision of educational and clinical services that take into account
the cultural caring values, beliefs, symbols, references, and lifeways of people

of

diverse and similar cultures for beneficial or satisfying outcomes. (p30)

AII three of these papers focus on improving the cultural competence of individual health
care providers and health care settings.

A report from the Institute of Medicine, titled Unequal Treatment: Confronting
Racial and Ethnic Disparities in Health Care (2002), suggests that health systems,
healthcare providers, patients, and utilization managers may contribute to racial and

ethnic disparities in health care. The report also contains several recommendations

including: a) increase the proportion of underrepresented U.S. racial and ethnic minorities
among health professionals, b) promote the consistency and equity of care through the
use of evidence-based guidelines, c) support the use

of interpretation services where

community need exists, d) implement patient education programs to increase patients'
knowledge of how to best access care and participate in treatment decisions, e) integrate
cross-cultural education into the training of all current and future health professionals and

f) conduct further research to identify sources of racial and ethnic disparities and

assess

promising intervention strategies. This report provides the basis for system wide policies
and procedures that,

if implemented by the STD

and

HIV Section, could positively

impact health disparities.

A core function of public health is the development of policies/plans that support
individual and community health efforts. Furthermore, as Olson-Keller et al. (1998)
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suggest, public health nurses intervene "on behalf of individuals, families and

communities." (p. 209) The authors go on to describe seventeen interventions including
policy development that is defined as the "development of legislation, regulations,
ordinances, and policies that support healthy communities." (p. 210)

To summartze, research has been conducted related to specific populations, the
provision of culturally competent care and improving the cultural competence of

individual health care providers and health care settings. Also, recommendations have
been developed related to addressing health disparities in general as well as specific

recommendations for providing culturally and linguistically appropriate care.
The literature also supports a role for public health in addressing disparities.

Lacking is research related to barriers encountered by community-based organizations
that can, and do, implement culturally specific strategies designed to address health issues
that disproportionately affect people of color. The STD and HIV Section of the
Department of Health, because of its role in the development of policy, technical
assistance and funding, plays a critical role in creating system changes designed to reduce
the barriers for those agencies that can significantly address health disparities. In order to

make these changes, it is critical to understand the barriers to the development of such

policies and plans. In order to understand what systematic suppofi these organizations
need,

it is essential to ask them. As Hall, et al. ( 1994)

state,

One key to success in knowledge development with diverse populations is to

invite marginalized people to talk at length about the health problems they face,
the obstacles that block their access to health care and other resources, and what

they believe is needed to remedy their situation (p. 35)
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Chapter 3
Qualitative Method

olo gy

There is very little data available regarding the barriers experienced
by agencies,

from communities most impacted by HIV, that are currently providing
culturally
competent care. According to Macnee (2004) qualitative research is
most useful when

very little is known about the problem therefore a qualitative methodology
was utilized.
Qualitative research is based on inductive reasoning which according to Streubert_
Speziale and Carpenter (2003) "... is a process that starts with the
details of the
experience and moves to a more general picture of the phenomenon
of interest.,, (p. g)
Because the purpose of this thesis is to ask individuals who are
most able to address

health disparities to describe their experience with institutional barriers
it is critical to
examine the whole picture of the experience rather than the details.

According to Macnee (2004) qualitative research focuses on building .....
a whole
or complete picture of a phenomenon of interest." (p. 24)Because
the work of the STD
and

HIV Section and community-based organizations is complex and the

issue of health

disparities is equally complex it is critical to understand the entire phenomenon

of

barriers, rather than a small part of the whole.

And finally, in order to understand the barriers that interfere with addressing
health disparities it is important to understand the experience of the staff
in non-profit
organizations. According to Streubert-Sp eziale and Carpenter (2003):
The goal of data analysis is to illuminate the experiences of those who have
lived
them by sharing the richness of lived experiences and cultures. The researcher
has
the responsibility of describing and analyzing what is presented
in the raw data to
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bring to life particular phenomena. It is only through rich description that we will
come to know the experiences of others.(p.37)

Sampling
The sample used was a convenience sample of staff working in small (5 to

15

staff) or medium (15 to 50 staff) sized community-based organizations. The criteria for
the selection of informants was that the informant be a) an employee of a small

community-based organization that primarity serves people of color, b) employed in a

position that interacts (currently or in the past), in a significant way with government
contract managers and c) working in a program that addresses HIV in a population

disproportionately impacted by HIV. Informants were deliberately recruited from a
variety of agencies in order to understand the phenomenon from a diverse group.
Seven individuals from seven different agencies were asked to participate in semi-

structured interviews; one person declined.
recent past, had experience working in

communities of color.

All six of the informants currently, or in the

HIV prevention or HIV care programs in

All of the informants were from

one of the five communities

of

color that are most impacted by HIV.
Consent and Confidentiality
According to Roper and Shapira (2000) the consent process provides information
to the informant regarding a) the purpose of the project, b) potential positive and negative
consequences of participating in the project, c) the ability to refuse participation at any

time throughout the process and d) the protection of anonymity and confidentiality.

After a review by the Institutional Review Board (IRB) chair and one member of
the IRB committee, this research was determined to fit the precise requirements

t6

of

category two of the exemption categories of 45 CFR 46.101(b) which allowed for
exemption from full IRB review. The information obtained was recorded to ensure that
the informants could not be identified and disclosure of the responses would not place the
subjects at risk of criminal or

civil liability or

be damaging to the subject's financial

standing, employability, or reputation.
The only possible harmful effect of this research was related to confidentiality.
Because informants were potentially providing negative information about an individual

or individuals that influence funding for agency programs, assurances of confidentiality
were critical throughout the process. In order to address this concern the consent form

explicitly stated the potential risk for saying something that, if known by government
funders, could result in a loss of funding or not being considered for funding in the future.

To ensure confidentiality, interviews were taped and transcribed verbatim. Each
individual interviewed was offered the opportunity to review the transcript of the
interview for accuracy and for anonymity. If the individual interviewed wanted to delete
something in the transcript or modify their transcript to assure anonymity, those changes
were made. While direct quotes are used, in order to ensure confidentiality care was taken
to ensure that no direct quotes were used that identify the individual or the agency.

To further ensure confidentiality, once each transcript was modified and approved
by the informant, the original recording was erased and the original transcript was
deteted. Only the written, modified transcripts were used in analyzing and reporting the
data.

In addition to addressing the potential harm for the informants, it was important to
address the fact that the principal investigator was an employee
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of the STD and HIV

Section of the Minnesota Department of Health. The following was stated during the

initial contact, by phone or email, of potential informants and re-stated when reviewing
the consent prior to the interview,

I realize that you know me best as an employee in the STD and HIV Section at
the Minnesota Department of Health. However I am doing this research for my

Master's degree in Transcultural Nursing. I do plan to share the common themes

with staff in the STD and HIV Section, the Ryan White Programs and the HIV
Programs at the Department of Human Services.

Data Collection
Data was collected through a semi-structured interview. The interview started with a

structured set of questions which were designed to understand the way the informant does
his or her job, how long the informant has worked in the field of HIV prevention or care,

how HIV is addressed in the work that he or she does and what barriers he or she
experiences. Because part of the framework for this research is the concept of cultural

imposition it was important to set aside that potential bias and develop questions that did
not directly ask about the influence of culture.

Table I contains the specific questions used during each interview.

Table 1
Interview Questions

. What is your job or role in this agency?
2. How long have you done this kind of work?
3. What kinds of government funding have you applied for? Received?
4. What do you think works well, or has worked well, when your program or agency
I

received government funding? V/hat hasn't worked so well?

i8

The interview was informal in that clarifying questions were asked and questions
were modified along the way in order to seek more detailed information. Interviews were

conducted in the sefting chosen by the informant. As mentioned previously, all interviews
were taped, transcribed and reviewed by the informant. This was done, not only to ensure

confidentiality, but also in order to capture all that was said by each informant.
The goal of the data analysis was to determine common themes among the
various informants. In order to accomplish this, after each informant indicated approval

of the transcript, each interview was reviewed to identify a theme for each section of the
interview. Once each section in each interview had a theme, all themes were clustered

with like themes from other interviews. The result is four themes that emerged from the
interviews: a) Passion and Commitment, b) How Hard This Work Is, c) What
Government Does That Makes the Work Harder and d) Lack of Partnership.
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Chapter 4
Purpose
Communities of color experience HIV disproportionatelyl in order to address this
disparity it is critical to support the non-profit agencies that come from the communities
most impacted. As stated by one of the informants, this is even more important now,

"Non-profits are doing more and more and more with less and less and less; especially
with the economy there's a greater demand for our programs and services."
In order for government agencies, as funders, to support these agencies, it is
important to identify the institutional barriers that prevent these organizations from
addressing

HIV in a meaningful way. To use the words of an informant:

I believe that we're all here for the same reason. That's why I say it's not about
the people, it's about the system. I think we're here for the same reasons but the

way we go about them is so different. And the impact it has on us is profound in

a

lot of ways. We're trying to hold back the dam to keep it from spilling over on the
clients; the people that we serve.
Process

Informant characteristics.
Six individuals agreed to participate in this project. They came from a variety of
communities and a variety of agencies. Also, there was a mixture of types of work done
and time spent working in

HIV prevention and/or care. Five of the informants were

women, one was a man. Table 2 provides more detail about the informants.
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Table 2
Idor mant

C

har ac

te

r istic

s

I\umber of Informants

Community
Asian American
African American
African Immigrant
American Indian
Latino

2
I
1

I
1

Years in HIV Work
O - 5 years

2

6

2

-

10 years

> l0

years

HMrevention

Prevention
Care
Both

2

versus

HIV Care
2
2

2

Type of Organization
Community Clinic
AIDS Service Organization

2

4

Data analysis.
The goal of the data analysis was to determine common themes among the
various informants in order to bring to life the phenomena of working with government
entities. In order to accomplish this, a) each interview was transcribed verbatim, b) each

informant reviewed, and in some cases modified, their transcript and c) after each
informant indicated approval of the transcript each interview was reviewed identifying a
theme for small sections of each interview.
Once each section in each interview had a theme, each interview was literally cut

into sections and combined with the sections from all of the other interviews. Sections
were combined based on similar or identical themes. These were then combined into

21

larger, somewhat more general themes. Themes that were mentioned by only one or two

informants were not included in the final analysis.
Challenges.
There were several challenges in analyzing the data. There were three challenges

in the transcription of the interviews. First, because the transcriptions were verbatim, with
the exception of

filler words (words like um, ah, like, etc.), each word spoken was

included in the transcript. Because each interview was one to two hours, the verbatim
transcription was very time consuming, Not including filler words was a second
challenge because each person had their owrr filler words; it took time when transcribing
each interview to determine which individual's words probably weren't meaningful to

content of the interview. A third challenge related to transcription is that people don't
speak in paragraphs and complete sentences. As a result,

it was difficult to create a

document that was easy to read and that had the discrete sections necessary to identify
themes.

Another challenge was that the open ended questions led to a wealth of

information which was very important to the individual interviewed. As a result the sheer
volume of data made it difficult to identify themes. In addition, there were some very
important ideas or experiences discussed by individuals that did not fit into any of the
themes that emerged;

it was difficult to exclude any part of each individual's experience.

Results

A wealth of information was obtained during the interviews which generated four
themes with six categories as presented in Table 3.
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Table 3
Themes and Categories

Theme One
Passion and Commitment
Theme Two
This is Hard Work
Category I Instability of funding
Category 2 Getting it all done
Theme Three
What Government Does That Makes the Work Harder
Category I Inconsistent Requirements
Category 2 Easy to Require, Hard to Implement
Category 3 One Size Fits All
Category 4 Is the Real Work Getting Done?
Theme Four
Lack of Partnership

Passion and Commitment.

Although the first theme is not directly related to the purpose of the thesis
(identification of barriers), when asked "What specifically is your job or role in this
agency?" all six informants spontaneously spoke of their commitment or passion for the

work that they do in their communities. Examples of statements that reflect the theme
"Passion and Commitment" are:

I think I'm a good spokesperson and a lot of people can see that I have a lot of
passion for what I do here.

I like to think I'm a life long advocate; cause I've been very concerned about
awareness and people having the right knowledge; kind of a social justice
approach to HIV.

I've been advocating

as a citizen for

AIDS, for the past l6 plus years. Believe it

or not, even though there's no money here, it was my dream job.

Our agency is in operation since2002 but I, myself and my wife, were in the

community for a longer years than that, [voluntarily] helping people with their
needs, and other needs...

In addition to speaking specifically about passion andlor commitment, this theme was
also reflected throughout the interviews when informants described their work in terms

of

going above and beyond what they are paid to do:
And we haven't, in the past, had ongoing funding or any secured funding so it's
been a lot of volunteer time.

We added our own in-kind time; we did a lot-more than the funding we received,
so the outcome is great.

One informant expressed her commitment for the work through her positive view

of

clients that many people view negatively:

With clients, we watch them all the time; they're hustlers a lot of them. And I
don't mean that in a negative way. I think that's positive. I think when you're
poor you get out there and try and get everything you can get.

This is Hard Work.
The second theme to emerge "This is Hard Work" is related to how difficult it is
to do the work in these agencies.

All of the informants work with clients who have few or
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no resources in community-based non-profit organizations which typically have no

mechanism for generating revenue. As a result, these organizations depend on
goverrlment agencies and private foundations to grant the funding needed to provide the
services to the clients.
I ns t a b i I i ty of "fundi ng.
One category of this theme is "Instability of Funding". Four of the six informants
spoke of the need to continually look and apply for funding to keep their programs open

which results in instability for the programs:
Every year they have additional funding that you can apply for. So for example,
for the last 3 years we've been able to secure one time expansion funds.

... at one point I could be the last woman standing in this department literally,
cause her grant [pointed to a cubicle] ends June 30 and she already knows that.

Well, we're a non-profit; begging for dollars is our plight, that's how we live our
lives and so we're going to have to come back to you either year after year or

we're going to have to ask somebody else for the money to do the exact same
thing.

We already know that there's no guarantees but we bite our nails from year to
year to find

out'is Hennepin County going to give us money again, is so-and-so

going to give us money again, is the money going to be there?'

25

In addition to providing a service to clients and securing funding for programs, the
informants discussed the difficulties of "Getting it all Done".

Getting it all done.

All of the informants work in small to medium community-based organizations.
One of the challenges, described by informants, in getting all of the work done is that

only one person is doing a particular job so there is no back-up; or one person is doing
multiple jobs, again there is no back-up, "so your actual workload is much larger than
what is understood or perceived by your funders." Two other informants describe the

work that is required in addition to the services provided to the clients:
We can afford to be grassroots in our approach to the people that we serve but not
in the way that we operate our agencies. We've got to be up on technology, we've
got to be up on our financial systems-they have to be able to stand up to an audit.

So,

it's managing those [grants]; ensuring that the reports that we need to have in

are in and they're in timely and they're done well, and the staff are aware. And

that also other departments in the organization that may help us or assist us, like

financing and IT.
Another informant describes the complexity of providing the care in the context of
complicated funding and reporting systems:

And they let us go back to February to report. Well, we already saw 500 new
patients. 'You are already half of what you said, this cannot be - go back and

...'

Well it happened because ... that just means half of the patients we saw last year
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didn't come back. But that's how dental is for us; we have a lot of one timers. But
I can't help that.
The same informant went on to describe how staff turnover contributes to the complexity

of managing the work of the organization:
The one thing that makes it a little bit of an issue for us is staff turnover; because
we can't pay top dollar. You get good people in, you train them, somebody else
gets their eye on them and then they recruit them away from you. Then you've got

to go through that process, all over again, of training someone. And especially
when it comes to all these reports that need to happen. Even though you try to set
up a template but it's still training. And what are the indicators and what can you
count, what can't you count. Everybody interprets all that stuff differently. So
when staff gets turned over, you got to start teaching stuff again.

Another informant described all of the programmatic development that needs to happen:

... from assisting in the process of

the grant proposals, and writing those, but then

ultimately looking at the larger organization in terms of where do we have gaps in
services, where do we have growing needs, patient needs, and then working with
other people in the organization when we do have funding opportunities to have
some dialogue around what makes sense in terms of meeting some of these needs
and keeping in line with our mission and also the larger strategic plan, things like
that.

Although each informant described it differently, because each person's job is different,

all of the informants described the difficulty of working in a community-based
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organization. These same informants went on to describe what goverrlment agencies do
to make the work more difficult.

What Government Does That Makes the Work Harder.
The third theme, "What Government Does That Makes the Work Harder", is most

directly related to the purpose of this thesis, which is to identify the institutional barriers
that prevent community-based organizations from addressing health disparities in a
meaningful way. Four different informants acknowledged that with funding comes
requirements:

r

... I mean data, I understand it's important.

.

So that's not a problem,

.

They have a right to require things from us, all of these [government]

we'll do it, we understand, for the money we'll do it.

agencies, they have a right to require accountability from us but

it's how you

go about it.

o

But it's money; money that helps us keep our doors open so you

jr*p

through

the hoops

However, informants described significant problems related to the requirements. Those
problems can be divided into two different categories.
Incons

is

tent req uire

me nt s.

The first category is "Inconsistent Requirements". One infonnant described the
inconsistent requirements between goverrrment programs:
For the Ryan White [federal HIV services funding] funds there's a lot of reporting
necessary for those versus homeless, public housing, and there's another that I
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can't think of, but it's completely different what needs to be done on those
[grants].

Another informant said:
They all have their own kind of forms and things that we have to

fill out and all

these different things that we have to do.

Easy to require, hard to implement.

A second, related category "Easy to Require, Hard to lmplement" describes how
easy

it is for a goverrurlent entity to change requirements but difficult for the community-

based organLzation to implement:

I guess the biggest thing is all the rules and trying to follow them. You know there
are going to be rules; the rules are not consistent, they change them often enough,

they don't let you know always about the changes until you experience something

really negative [losing reimbursement for a service].
Government agencies change what is required in terms of reporting and this presents
challenges for organizations dealing with multiple funding sources:
.. . things change frequently in terms of the reporting and what's needed.

I feel

like we've been pretty fortunate, we have some more infrastructure than some
other smaller organizations. However we are still limited; we're limited in
personnel. For example, we only have one person in [T, there are many things that
make moving to a whole new data system very challenging.
Put more simply by another informant:

[When there is a change] you have to revise all your systems, your paperwork,
your everything. It was a nightmare; the whole process was a nightmare.
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A more specific example of Easy to Require, Hard to Implement was provided by one of
the informants working in a community-based clinic. The state has mandated that all

health care providers and hospitals have an electronic health record (EHR) system by
2015, a requirement that is an enormous expense for a community-based clinic:

It's a lot of money that you got to put into this thing [electronic health records];
the capital expenses are just atrocious. And just the upfront ... just to get the
hardware and to get the system costs you over a half a million, no matter who you
choose [as a vendor].

In addition to the impact these requirements have on staff, informants described a
negative impact on the clients:

But all these changes keep coming up and they interfere with our work a lot of the
times and they definitely interfere with our clients, their wellness.

..

. it gets very complex and he [the client] ultimately got really upset. He has

since come back, slowly coming back; to receive some primary care but before

that he was receiving more services. On the front line for the patients and the

relationship to our government funding, that how it affects the actual patient
SCTVlCES

As noted above, the informants acknowledge that there will be requirements with all
funding however the inconsistent and constantly changing requirements create barriers to
addressing the needs of their clients.
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One size fits all.

Another category that emerged from several interviews was "One Size Fits Al[",
meaning that regardless of the circumstances the govemment requirements are all the
same. One informant stated this idea in general:

The state or the federal goverrrment, they just have a set way of how they do
business and they never go

off of that.

Other informants described, more specifically, how One Size Fits All applies in the
process for community-based organizations to apply for funding from government
agencies.

For example the Request for Proposals (RFP) and contracting system is done the
same way regardless of differences in various communities. According to informants, this

is in part due to government staff missing the differences among communities of color.
One informant mentioned "the distinction who is immigrant versus who is American

..."

Another informant described it this way:

I also think that the government, and not that they can know everything, but they
don't understand the nuances and the differences between the communities.
In addition, informants discussed the lack of understanding the differences among Asian
immigrant groups:
.. . even

though Hmong may share some of the boundaries, they come from

countries .. . Laos, Cambodia, Thaitand. They have their own identity, the Lao
have their own identity, the Cambodians have their own identity and so I

remember there was a lot of frustration around that.
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And among African immigrant groups:
So, like in past years we've been really talking on CCCHAP
[the community

planning group], that funding deeply one agency or two agencies for the whole

[African] continent really didn't work. Only 2 African agencies were funded for
prevention outreach. It is obvious that these two community agencies could not
serve beyond their respective communities. The majority of African communities
are left with out any

HIV prevention effort from the government.

This lack of understanding, on the part of government agencies, of the nuances in
communities of color results in the same funding systems being implemented regardless

of the effectiveness of the resulting programs.
Another way that informants described One Size Fits All was that regardless of
the size and experience of the agency, the expectations are the same. In the competitive
RFP process each agency, regardless of size, amount of funding sought, internal
resources and experience has to go through the same exact process:

But we have these multi-million dollar entities like Hennepin County Medical
Center and Regions and all these big hospitals that get money, HealthPartners,
and they're competing in the same

... on the same field

as agencies that may have

a3, 5,6, 8, or even a 2 million dollar budget.

In both [government] departments, the process is not easy for African agencies. It
is open competition among experienced agencies and less experienced agencies. It
is much easier for agencies that have been applied before or already had been
funded in the past comparing to brand new agencies for such a fulding.
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And once funding is received, the expectations are the same regardless whether the
agency receives $5,000 or $500,000:

The reporting template is the same regardless of funding size. The government

funding is really tough because they require a lot of work for less money.
Reporting, and collecting data; are time consuming when we compare the amount
of grant with the work we are required to do; it's really not proportional.

... there's an assumption when you receive funding that you have certain things in
place and some of those things you do have in place but other areas you may need

technical assistance and you may need to develop more and have assistance

coming in.
The result of One Size Fits AII requirements is that smaller community-based
organizations spend a larger proportion of time and resources, than larger organizations,
on meeting the identical requirements.

Bureaucracy-is the real work getting done?
The final category in this theme is "Bureaucracy-is the real work getting done?"
One informant described bureaucracy as

trying to do

.

..

..

. "additional work to the work that you're

whether it be additional data collection that people are requiring or

redundant reports, I imagine that as bureaucracy."
The informants discussed two specific areas related to funding: the process of

applying (or re-applying) for funding and the paperwork that is required once funding is
received. Some informants described how complicated it is just to look for possible
governmental funding:

'1 1

JJ

... they do them [the applications on-line] in columns, but then I got lost in the
damn thing; I couldn't figure out if I was supposed to start over here? Cause then

it moved onto the next page ...

..

. incredibly cumbersome, confusing. NIH is terribly confusing, where do I go to

look and understand; where do I actually read to get to what they actually want
cause there's so much, on those sites at least, attempt to keep things consistent in

how things are stated that then you don't really know what's unique about this
funding except for in these few paragraphs here and there.
In addition to how complicated, and therefore time consuming, it is to find funding
opportunities some informants discussed the challenges of having to re-apply each year.
There is redundancy in the application process year after year, often the government
agency

will require the submission of

documents that have been previously submitted:

They could consider this for the currently funded grantees. Do they need to also
submit all the same paperwork if they've already submitted this? They could ask
us to submit less and that would

still be a fair process. For community-based

organizations it would lesson the burden in terms of the time and resources if that
process on their end were made more streamlined.

The government agency already has the information from previous funding cycles
however the community-based organization is required to resubmit the same information.
Probably more of a burden than the process for applying for funds is the ongoing
paperwork. Most of the informants talked about the burden of paperwork; following are
some of the key points made:
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There's a lot more paperwork; meaning then that you're at your desk filling out
all these forms whereas when you get foundation money or you get it from the
private sector there's still some accountability on there it's just not as much in
terms of paperwork that you may get from a state or federal entity.

We get less and less [financial] support but we are mandated to provide more and
more data.

We don't get HIV money but we get HIV technical assistance. And that reporting
is crazy, and they're not even giving me no money. Everybody wants a report.

... every bit counts but then the work that's attached to that, it's not always worth
it to get $5,000 then add on all of this extra work just to get that $5,000 ...
The required paperwork is complex; it is not simply keeping a tally of the number

of

people served:

... that took us almost

a

whole day to do the coding cause you have to code,

everyone gets a code, you have to make sure there's a FIP number that every
county has; I had to find out what that code was and then make sure I had the zip
code down

right ... I had papers all over here, maps and zip code book

That is the one that we have to report on and it's really stringent; the annual report
called the UDS. So we report utilization; what they had and what those services
cost, how much was written off.
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And while the government collects data, it isn't useful data for the agencies serving the
communities of color:
One of the things that we really want government to be more responsive as far as
the data collection so within whatever type of reporting you require from your
grantees

it would be beneficial our community to have people record ethnicities

and our primary languages.

In addition to describing the complexity and the burden of paperwork, several informants
described the cost of the bureaucracy.

As defined above bureaucracy is the work that is required in addition to the work
that needs to be done for the clients. Several informants described the impact of that extra

work in a general way:
But if it's something that makes it more difficult, take us away from our mission I

think it's really frustrating and people start to regret taking their [government]
grants.

... then you almost have to wonder, is the work getting done
worried about getting this paperwork in or filling it out

.

..

cause we're so

.

.. we're losing valuable time that we could be working with people because we

have all these duplicated things going on.

It sometimes takes you away from the actual work of being out there and you
have to more concentrate on what is required of you, why you got this money.
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Some informants described a more specific impact on their clients. Having to explain all

of the paperwork requirements to the clients can have a negative impact. For some
goverrrment funding, collecting and reporting identifying information (name, birth date,
etc.) is required. Some informants that receive this funding described how this negatively
impacts on their clients:

I think what presents a challenge with government funding, in particular here with
our diverse population, is the extent that we need to explain the funding,
especially in relationship to reporting any of their information back to the

[funding] agencies. We have patients who are undocumented; explaining that we
are not going to be talking to immigration, that there's no connection

with this

goverrrment agency and that government agency.

Are they going to say, 'oh hell no, I'm not going over there, they're going to
make me tell them my name, they're going to share that information with other
people'.
As a theme, "What Government Does That Makes the Work Harder", describes the

institutional barriers that are related to concrete activities that government agencies
require of community-based organizations. Less concrete are the barriers that are
reflected in the relationship between staff at government agencies and staff from
community-based organi zations.
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Lack of Partnership.
According to Webster' Dictionary, "Partnership implies a relationship, frequently
between two people, in which each person has equal status and a certain independence

but also has unspoken or formal obligation to the other or others." (p 802)
The final theme, but perhaps the most important, is "Lack of Partnership"; a theme
reflected in interviews with five of the six informants. Following are the descriptions by
informants:

I get information that say's 'oh yeah, our committee met, we came up with this,
this, this ... well we value your opinion'-this is an email- 'we value your opinion,
could you look at this and give us feedback?' I didn't create it,, I gave no input to

it, I don't even know what their process [to get to this point] was but I get to look
at

it to say what I think. I would like to be parl of the process; I don't want to be at

the end, at the back end.

And we are their team, because we're the team on the ground that's out here,
that's working with the client. So how are we not valuable to the process? That's
what I don't get. It's not a good relationship.

... because they really feel like gate keepers to us. It's like'we don't want you to
thrive; we don't want you to be able to grow as an organization, to serve more
people.'

38

We would like to have a chance to discuss, dialogue and come up with solutions

how we efficiently use the small funding available for us. I don't think this
opportunity has been offered to African communities nor communicated why and
how only 2 agencies have been selected.

Why aren't we in the decision-making so that we can add our own time or find
money from somewhere else and then do the prevention well in our communities?

I would hope that as funders that would be viewed as very important, to establish
a level playing field with your grantees, because the work happens through that

relationship. So the funds are one part and the actual services happen on this end.
So we can't work without each other.

Ultimately they have needs on their end and we have needs on our end. We can
meet those needs, but understanding how best that process would be for both
sides.

When the Department of Health didn't directly follow the input of the community
then the communities felt like we were kind of token.

I feel like they don't think they have anything to learn from us and that we're
getting pushed out of the game.
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And as community we feel like we're being policed by them, sometimes harassed,
and other times being talked down to or not even believed. And

it's insulting.

We need to know we can depend on the goverrrment agencies to be fair and to be
a good partner. Because we are partners, treat us like partners.

As a result of Lack of Partnership, staff gets stuck, afraid to move forward in case of
being punished by losing the funding. It also impacts their ability to be creative about

problem solving with and for clients. This is described by one of the informants:
They've met resistance at either a federal or state level and they didn't know how
to handle it and they didn't let me know so they just kind of sit there, 'what do we
do now?'

As the first theme (Passion and Commitment) highlights, staff in these agencies are
passionate and committed and have a great deal of experience working in the area of HIV

in their communities. As a result these agencies know how to address this health

issue

in

the context of their communities. Not including them as partners creates a significant

barrier to them doing their best work.

Conclusions
Six individuals from six different agencies serving communities of color were
interviewed in order to discover their experience of the institutional barriers that prevent
them, and their organizations, from addressing HIV in a meaningful way. Although the
essence of what was discovered is in the words

of the informants, the four themes can

also be considered in the context of three concepts described in Chapter

l:

a) cultural

imposition of the dominant culture, b) marginalization and c) institutional racism.

40

Leininger (2002b) describes cultural imposition as the "tendency of an individual
or group to impose their beliefs, values and patterns of behavior on another culture for
varied reasons." (p. 51) Because government institutions reflect the culture, AngloAmerican values are imposed on community-based agencies by the institution. Probably
the most significant imposition of Anglo-American values is the value placed on

technology and the reliance on "scientific" fact and numbers. The imposition of these two

Anglo-American values is seen in all four categories of the theme What Government
Does That Makes the Work Harder.

In 1994 Hall, et al. defined marginalization

as, "the process through which

persons are peripheralized on the basis of their identities, associations, experiences, and

environments." (p. 25) Because a core function of public health is the development of

policies and plans that support individual and community health efforts the Lack of
Partnership, as described by the informants, continues the marginalization experienced

historically and currently by these communities.
According to Griffith, Childs, Eng and Jeffries (2007) extraorganizational
institutional racism is "how organizations influence communities, public policies, and
institutions." (p.289) According to the informants, the goverrunent agencies that they
work with negatively influence their communities and their institutions through
Inconsistent Requirements, making changes that are Easy to Require, Hard to Implement
and by creating systems where One Size Fits

All. However it is not possible, based

information provided, to describe these themes as extraorganizational institutional
raclsm.
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on the

Although not specifically related to the purpose of the thesis, it is important to
acknowledge the theme, Passion and Commitment. This is expressed directly and

indirectly through the amount of unpaid work that gets done and through a positive view
of clients. Another theme, How Hard the Work Is, describes how difficult this work is,
not based on working with difficult clients but because of the Instability of Funding and
the complexity of Getting

it All Done in agencies with few resources. The informants,

and many people like them,

will continue this difficult work in spite of the barriers,

precisely because of their passion and commitment.
The barriers described did not turn out to be particularly unique to agencies from
communities of color but given the already disproportionate burden of HIV in
communities of color, and the smaller size of the agencies, these communities are hurt the
most by the burden of these barriers.

Limitations
The themes that are the outcome of this study are related to barriers in the
government HIV programs as they interact with community-based organlzations in
Minnesota. A goverrrment worker in another state or working on a different health issue

will

need to carefully consider whether the resulting themes are relevant for the work that

they do. And a community clinic nurse will probably not find the data relevant as she
attempts to provide culturally congruent care to her patients.

An additional limitation of this research is that no concrete steps for overcoming
barriers to addressing health disparities are provided and the development of themes may
have eliminated critical data. Further research

will

need to be done, perhaps using the

action research method, to further define the experienced barriers and to identify
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strategies and actions designed to eliminate barriers to addressing racial and ethnic health

disparities in culturally specific community-based organizations.

And finally, the fact that the principal investigator is an employee of the
Minnesota Department of Health and has several years of experience working in the STD
and

HIV Section may have influenced what informants were willing to say.

Implications for Practice and Further Study
The next step is to present this information to staff working in the field of HIV at
goverrlment agencies and to review the various government processes, keeping this dala

in mind, with the goal of exploring the possibility of removing some of the barriers.
Although the interviews were primarily focused on HIV, nurses in policy making
roles in local, state and federal government should consider whether they are

implementing policies that create barriers for small community-based organizations that
serve clients from communities of color.

In addition, at all levels in all.organizations, nurses in management positions need
to consider whether the policies and/or procedures being developed are creating barriers
for their staff or their partners in the communities that they are trying to serve.
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