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Executive Summary
Statement of the Problem
Advances in genetics have created new opportunities for improvements in health care.
For the public to benefit from these opportunities, access to information, genetic
screening, testing, genetic counseling, and other genetic services1 that are communitybased and culturally appropriate must be readily available. Unfortunately, public
awareness of and knowledge about this complex health issue is low and individuals from
underserved and under-represented communities2 face additional linguistic and cultural
barriers to genetic information and services. Although many consumer advocacy
organizations and government agencies have developed informational materials about
genetics, this information can be difficult to access and understand. Moreover, the
information may not be culturally and linguistically appropriate for all individuals.
Healthcare providers, a primary source of medical information, often lack the training
and the time to provide adequate genetic information, counseling, referrals to genetics
professionals (including genetic counselors and geneticists), and interpretation of test
results. In addition, few genetics professionals are from underserved and underrepresented communities. The services and counseling offered by these providers may
not fully consider an individual’s language, beliefs, values, and experiences based on his
or her ethnic/racial background, country of origin, and immigration history.

Overview of the GENE Project
To help address this problem, the Genetic Services Branch of the Maternal and Child
Health Bureau (MCHB), Health Resources and Services Administration (HRSA) funded
a 5-year cooperative agreement with the March of Dimes (MOD), called the Genetics

1Genetic

services include genetic screening, evaluation (a medical examination to identify symptoms or
features of a genetic disorder), testing (analysis of human DNA, RNA, chromosomes, or proteins to detect
disease or susceptibility to disease), genetic counseling, follow-up medical care for people affected by a
genetic condition, and genetic education (adapted from the Washington Department of Health and the
Genetic Services Branch, MCHB, HRSA).
The term ‘underserved and under-represented populations’ can include many groups, but this project
focused on people who face ethno-cultural and other barriers to care, including ethnic/racial minorities,
recent immigrants, and refugees.
2
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Education Needs Evaluation (GENE) Project. The Genetic Services Branch focuses on
ways to improve the early identification of individuals with or at risk for heritable
conditions, and an understanding of the genetic contribution to health and disease upon
which health services are developed. The March of Dimes is a nationally recognized
non-profit consumer health organization that provides education, research and advocacy
in maternal and child health, with enduring programmatic emphasis on the use of
genetics to improve health. Two other national organizations were also partners3 in the
project: Family Voices (a national grassroots network of families speaking on behalf of
children and youth with special health needs), and the Genetic Alliance (a coalition of
consumers and professionals that promotes the interests of children, adults, and families
living with genetic conditions). Community partners included the African-American
communities in Flint/Lansing, Michigan, and the Latino communities in Washington
Heights/Inwood, New York.
The central mission of the project was to develop community-based participatory
strategies to improve access to culturally and linguistically appropriate genetics
information, resources, and services to assist underserved and under-represented
populations in making informed choices about their health. The long-range vision of
the GENE project was to create a collaborative network for the development and
dissemination of culturally appropriate genetic information that would assist individuals
and groups in making inquiries and informed choices about health. Specific goals were
as follows:
1.

To strengthen and expand existing partnerships4 between the Health
Resources and Services Administration, March of Dimes, Family Voices,
and Genetic Alliance to develop, sustain and replicate a model of genetics
education5 with and for populations who are underserved and underrepresented.

2.

To develop a model of community-based participatory consumer genetics
education strategies. Steps include: partnering with two communities,
developing local coalitions, identifying community needs and strengths,
developing educational messages and strategies, and evaluating and
synthesizing the experiences.

The GENE Project used the term “partner” to refer to an entity or representative of an entity involved in
the project via a contractual mechanism and/or memorandum of understanding.
3

At an in-person meeting in May 2003, the GENE Project partners defined a “partnership” as follows:
“Partnership begins with communication that facilitates relationship building that leads to trust,
understanding, and common vision.”
4

The project defined genetics education as the gradual process of acquiring information about genetics such
as information about genes, inherited characteristics, and how it applies to health and health decisions.
Educational methods can include individual encounters, group meetings, print media, presentations,
Internet, or other media.
5
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3.

Building on the community involvement, to disseminate and replicate the
model of community-based participatory consumer genetics education
strategies.

4.

To increase participation of community members in public health policy
initiatives regarding genetics.

The major project components to achieve these goals included: (1) literature reviews and
other needs assessment activities, (2) community-based projects that engaged local
partners to assess and address genetics information needs in their communities, and (3)
dissemination of the results of these community projects for replication by other
organizations.

History and Approach
The GENE Project underwent substantial restructuring during the first few years to
refine the project goals and objectives so that they were achievable within the timeframe
and budget allotted. The emphasis of the project changed from a sweeping national
initiative focusing on network and
educational materials development
Community-based
Participatory Action Research
to a focused, community-based
initiative in underserved and underv Is action oriented
represented communities. This
v Involves ordinary people in the collective
investigation of community problems
emphasis on communities and
during the entire process of research
underserved populations was
v Seeks solutions to community problems
chosen because of the Maternal and
through partnerships and collaborations
Child Health Bureau’s priority to
v Emphasizes engagement and mobilization
of a variety of community stakeholders
address health disparities and to use
v Builds capacity through development of
consumer involvement and
coalitions and training
community-based approaches in
v Embraces personal and community
addressing them. The GENE
empowerment
Project’s community-based
Source: Aida Giachello
approach was based on the
conceptualization provided by the
Genetic Services Branch, MCHB, HRSA. The process for implementation was
provided by an expert consultant hired by MOD—Dr. Aida Giachello from the
Midwest Latino Research Center, University of Illinois.
A major component of the GENE Project’s approach was its focus on creating
partnerships among and between national organizations and the two communities. This
Abt Associates Inc.
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project provided the opportunity for the four national organizations (Family Voices,
Genetic Alliance, March of Dimes, and HRSA) to form relationships, gain experience in
effective collaboration, and identify strategies for effective local outreach and education.
HRSA identified these national organizations as potential partners because each
represented different parts of the maternal and child health population and each
organization had networks of state and/or local representatives. Partnerships among
these organizations at the national, state, and/or local level were intended to (1) leverage
limited resources to meet the public’s education and access to resource needs and (2)
help all partners gain knowledge and experience in outreach to underserved and underrepresented communities.
Other project participants included:
•

Community partners: Washington Heights/Inwood, NY and Flint/Lansing,
MI;

•

Policy/research consulting firms such as LTG Associates, Clinical Directors’
Network, Hastings Center;

•

Consultant for technical assistance to communities: Dr. Aida Giachello;

•

External evaluator: Abt Associates Inc.;

•

Community evaluators; and

•

A project Advisory Committee.

Activities and Accomplishments
The GENE Project accomplished its major goals and activities in two phases: an
information-gathering phase (Years 1-3) and a community project phase (Years 4–5)
(Exhibit 1).
MOD hired several different consulting firms to conduct a wide range of activities
during Years 1–3 of the project in order to inform the implementation of the GENE
project. The variety of methods used to gather information provided a fairly complete
picture of the needs, best practices, and history of what was known to date about
genetics education and underserved and under-represented populations. These activities
(1) described and confirmed the need for genetics education in underserved and underrepresented communities and for education strategies that are culturally/linguistically
appropriate; (2) described the challenges in developing educational materials on genetics
that are culturally appropriate and address the ethical, legal, and social concerns related
to genetic technologies; (3) provided examples of lessons learned and critical success
Abt Associates Inc.
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factors; (4) demonstrated the gaps in knowledge that the GENE Project could fill; and
(5) underscored the importance of participation in genetics policy development by
minority communities.
Exhibit 1
Phase 1 Activities
•

Literature reviews on the genetics
education needs of (1) consumers in
general and of
(2) underserved and underrepresented communities;

•

A concept paper on “genetic
citizenship;”

•

Interviews with consumer advocacy
organizations for genetic conditions;

•

Meeting between GENE Project
participants and former HRSA
grantees who had similar
community-based projects to share
lessons learned;

•

Focus groups with consumers from
underserved and under-represented
populations.

Phase 2 Activities
•

Selection and engagement of two
communities to participate in the
GENE project;

•

Development of a local coalition or
community advisory board in these
communities;

•

Needs/assets assessments
conducted by the communities;

•

Development of a plan for
implementing education and
outreach strategies to respond to
the identified needs;

•

Dissemination of the results of the
community projects to the
communities themselves and to
broader regional and national
audiences, including policy-makers.

Each community successfully conducted needs/assets assessments for genetics
education, which confirmed the need for education/outreach to the African-American
and Latino communities. Although MOD and HRSA had initially anticipated that a
single, replicable model for genetics education in underserved and under-represented
communities would emerge from the two community projects, the communities
developed differing approaches based on what was most appropriate to the context in
each community, including the cultural background of community members and the
readiness of the communities to address genetics education (Exhibit 2). While both
communities relied on ties with community-based organizations and a combination of
quantitative and qualitative strategies, the Michigan GENE Project chose a community
dialogue process and Washington Heights/Inwood conducted a survey of community
members, complemented by focus groups with local residents and with providers of
genetic services.

Abt Associates Inc.
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Exhibit 2 Summary of Community Project Strategies and Accomplishments
Washington Heights/Inwood GENE Project

Michigan GENE Project

•

Focused on Latino (predominantly
Dominican) community

•

Focused on African-American
community

•

Developed a new coalition with no
prior experience with genetics
initiatives

•

•

Used community advisory board
(CAB) that had two prior genetics
initiatives

Led by Dominican Women’s
Development Center, a communitybased organization

•

Led by Michigan State University

•

Used survey and focus groups to
assess needs/assets

•

Used community dialogue process
to assess needs/assets

•

Local evaluation focused on
implementation and effectiveness of
the coalition

•

Local evaluation focused on process
of completing deliverables, CAB
member motivation and time spent,
and satisfaction of Town Hall
participants

•

Action plan included community
discussions and educational
sessions, development of a
Spanish/English DVD entitled
“Genetics & Your Health 101,”
compiling a directory of genetic
services, press releases, quarterly
newspaper, advocate for more
bilingual genetic service providers
and train others on genetics and
cultural issues

•

Action plan included the
development of culturally
appropriate educational materials,
genetic education seminars, some
aimed at young African Americans
to steer them toward science
careers

The results of the needs/assets assessments indicated the need for information about
genetics and genetic services, and identified barriers to genetic services and potential
strategies for education and outreach. In both communities, (1) awareness and
knowledge of genetics and genetic services were low, (2) few community members had
ever received services that they would characterize as genetic services, and (3) interest in
learning more about genetics was high. A major barrier in each community was the lack
of access to genetic counseling services. In the case of Flint/Lansing, there were no
genetic counselors. In the case of Washington Heights/Inwood, there were an
inadequate number of bilingual genetics health professionals. Many participants in the
Flint/Lansing dialogue process expressed mistrust of genetic research and feared that
genetic information could be used to discriminate against African Americans. They also
wanted young African Americans to have access to genetic education in schools and the
opportunity to pursue careers in genetics. In Washington Heights/Inwood, genetic
counselors reported that many of their prenatal Latino patients delayed coming to their
appointments because they did not understand the reason for a referral and were fearful

Abt Associates Inc.
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that they would be forced to undergo a painful and dangerous procedure. In general,
healthcare providers who were not bilingual had difficulty earning the trust of their
Latino patients. Communities created action plans with recommendations for
developing education/outreach strategies based on the results of these assessments (see
below).
The evaluation of the overall GENE Project also examined the degree to which
collaboration and partnership development occurred as a result of GENE activities as
well as the knowledge gained by participants on genetics and each others’ organizations.
One of the most significant accomplishments of the GENE Project was that
several national and community organizations developed new partnerships.
Several collaborative efforts outside the GENE Project were initiated or enhanced as a
result of the GENE Project such as Project Connect, a HRSA-funded cooperative
agreement with the Genetic Alliance that also focused on outreach and genetics
education of underserved and under-represented communities. The national and
community partners contributed to the success of Project Connect in 2004 by helping
the Genetic Alliance develop a workshop on outreach and identify appropriate
individuals from underserved and under-represented communities to attend the Genetic
Alliance’s annual conference (one objective of Project Connect). Some of the attendees
eventually joined the Project Connect network.
Using the participatory approach, the project engaged community
representatives and members in all activities, although to varying degrees. While
the GENE Project generally adhered to the principles of the participatory approach,
partners found the approach resource- and time-intensive. In addition, the theory and
definitions of the approach were new and unfamiliar to some participants and thus
required additional time and clarification to implement effectively. Because partners
were often unclear on the decision-making authority and specific expectations,
memoranda of understanding and contracts were revisited to adequately reflect evolving
roles and expectations and a Partnership Agreement was developed to further clarify
levels of involvement. Keeping with the participatory approach, the communities had
ownership over their own needs/assets assessments and were provided technical
assistance as needed. Finally, different partners desired varying degrees of participation
and oversight from HRSA and MOD in the project.
The degree to which partnerships developed between the communities and each
of the national organizations depended on the needs of the community, the
geographic distance, the services and skills the representatives of the national
organizations could provide (and their appropriateness to that community), and
the level of trust among the people involved.
Abt Associates Inc.
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The local evaluations provided additional detail on the processes and outcomes of the
GENE project in each of the communities and concluded that the communities were
successful in (1) engaging community members in genetics education needs assessment
processes, (2) developing models for communicating findings to the community, and (3)
developing action plans that included ideas and models for genetics education that were
responsive to the knowledge level of the communities and that were culturally and
linguistically relevant.
Through the GENE Project, all of the participants became more familiar with
each other’s organizations, and they shared resources such as upcoming grant
opportunities, conferences, publications and websites. Information and resources
were shared primarily through presentations at in-person meetings, conference calls, and
the project listserv. As the project evolved, partners learned more about relevant
resources or skills that each had to offer.
By the end of the project period, partners at the community and national level
demonstrated increased knowledge with regard to participatory strategies, genetics,
and data collection and analysis methods to assess the needs/assets of the communities
(focus groups, interviews, surveys, etc.). Project partners increased their awareness of
genetic information and resource needs in African American and Latino communities,
barriers to genetics education and service utilization, and strategies for creating culturally
appropriate genetics information.

Critical Success Factors
At the national project level, factors related to partnership building were critical to the
success of the project:
•

Having a shared commitment to the mission of the project—to improve
genetics education for underserved and under-represented communities;

•

Documenting roles and expectations, and updating them in response to
changes in project requirements;

•

Communicating regularly, especially through in-person meetings;

•

Demonstrating respect and building trust.

Factors that were critical to the success of community projects included:
•

Communicating in a respectful, clear, and consistent manner, especially via
face-to-face meetings to establish trust;

Abt Associates Inc.
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•

Having someone in the community/organization who had a deep personal
interest in, or curiosity about, genetics;

•

Involving organizations with community networks and expertise in
community organizing;

•

Involving the federal government and other national partners for both the
additional resources (e.g., genetics information, training capacity, technical
assistance for research activities) as well as increased credibility in the
community.

Challenges
•

The complexity of the participatory approach and the resources required
were underestimated.

•

The lack of clarity in the roles of HRSA and MOD in the cooperative
agreement often affected other partners, who anticipated more guidance
from HRSA in explaining the vision and expectations for the project or
wondered who had ultimate decision-making authority.

•

Changes in nongovernmental organizations’ project leadership and
representatives resulted in setbacks in partnership development, and may
have been one reason why partners needed frequent clarification of their
roles and responsibilities.

•

For March of Dimes, Family Voices and Genetic Alliance, using local
representatives was, overall, challenging to arrange, and difficult to sustain
over time.

•

The results of local evaluations in Washington Heights/Inwood and
Michigan revealed challenges with how best to develop a
coalition/community advisory board, including: recruitment and retention
of members, lack of time among members to participate more fully, and
how to balance the need to build infrastructure with program
implementation.

Lessons Learned
•

While the GENE Project built structures that positioned them to create
strong partnerships, the evolution of relationships was hindered due to

Abt Associates Inc.
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limited time as well as limited experience operationalizing a participatory
project.
•

Communication between and among various partners required a lot of
different strategies and resources and much trial and error to achieve a
balance between effective communication and prevent overburdening
partners.

•

Relationship building is fundamental to creating an effective partnership
network. Relationships need to be continuously fostered, especially via faceto-face communication, at all levels, especially at the project representative
level and community-coalition level. Successful methods used to develop
relationships included alternating the site of project meetings among
partners and sharing information about each other’s communities and
cultures.

•

Although MOD attempted to define their relationships with individual
partners, it became clear that a more comprehensive, transparent approach
to clarifying partnership roles and responsibilities across all organizational
entities was required, such as a “partnership agreement.”

•

The participatory approach can be successfully used to implement genetics
education initiatives, but should be considered a continuum and not “one
size fits all.” Different partners and communities often desired different
levels of participation in project activities, had different areas of interest, and
varied preferences for approaches/strategies to use.

•

Despite the social and economic hardships that underserved/underrepresented communities face, they are interested in knowing more about
genetics and how it affects them.

Recommendations
Each community project developed recommendations for addressing the genetics
education needs identified in their needs/assets assessments. To address the low level
of knowledge about genetics and access to services, the Washington Heights/Inwood
coalition identified several priorities and developed an action plan with the following
strategies and recommendations: (1) conduct group discussions and educational sessions
for community members led by local genetics professionals (to date, several of these
have already occurred), (2) develop a Spanish/English DVD entitled “Genetics and
Your Health 101,” (3) launch a quarterly newspaper article dedicated to topics on

Abt Associates Inc.
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genetics and health, (4) assemble a directory of available genetic services, and (5)
distribute press releases to community members on project activities. The other
priorities set by the coalition were to improve the quality and cultural competency of
these services by advocating for an increase in the number of bilingual genetic service
providers in local hospitals and for an enhancement in community hospital capacity. In
addition, it would reach out to local healthcare providers to get training in genetics and
cultural matters. Finally, the coalition would strive to expand, or at least maintain, its
membership volume and to sustain its activities. In order to support and extend its
activities, it would seek additional funding from private foundations and government
agencies.
Findings from Michigan’s community dialogue process formed the basis of a five-year
action plan. With the assistance of experts in genetics, Michigan’s Community Advisory
Board (CAB) planned to develop culturally appropriate educational materials. These
materials would be disseminated to community residents with the goal of improving
awareness about and access to genetic services. In collaboration with the communitybased organizations, the CAB would host genetic education seminars for African
Americans and develop their advocacy skills. By exposing young African Americans to
the field of genetics through discussions of possible career opportunities, the CAB
would work to steer them toward careers in science. To date, the Michigan CAB has
worked with a genetic counselor to conduct two genetic education sessions in a local
elementary school in Lansing.
Based on the experience of the GENE Project, we have the following recommendations
for others trying to replicate the project. Some of these are also relevant for the next
five years of the GENE Project.
•

Define “participatory” at the onset of the project and elicit the level of
participation desired by each partner.

•

Clarify partner roles in the beginning of the project and throughout the
course of the project.

•

In order to achieve cohesive, collaborative groups, provide opportunities for
partners to get to know each other on a personal level, through in-person
meetings that include meals and social events, for example.

•

Make communication transparent and establish clear rules regarding how,
and to whom, information is transmitted.

•

When identifying national organizations for partnership, consider the
capacity of the national organizations at the local level to provide the

Abt Associates Inc.
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infrastructure, time, expertise, and culturally appropriate representatives
necessary to work effectively with communities.
•

Provide partners with adequate resources and guidance to enable them to
fully engage with communities.

•

Assess community readiness and needs for technical assistance in the
beginning of the project in order to determine which supports and structures
need to be put in place to promote successful implementation.

•

When project representatives from an organizational partner change, ensure
smooth transitions through proactive efforts.

•

Ensure that representatives of participating organizations are culturally
sensitive and engage in appropriate behavior that respects project
participants.

•

In the early stages of a project, carefully consider the structure and functions
of a community advisory board or coalition, due to the impact on the
timeline and resource requirements to recruit and maintain membership.

The GENE Project was unique among genetics initiatives in its use of the participatory
approach in its activities such as research and community engagement strategies to
identify the genetics education needs of underserved and under-represented
communities. As a result of this initiative, much more is known about the genetics
information and service needs of African-Americans and Latinos, such as their interest
in learning more about genetics related to healthcare decision-making. Partnerships
between national advocacy organizations and communities increased genetics knowledge
among community advisory board/coalition members, informed the design of the
needs/assets assessments, and contributed to viable genetics education action plans.
The lessons learned from the GENE Project should enable other national, state, and
community organizations to plan and implement similar initiatives.

Abt Associates Inc.
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1.

Introduction

1.1. Statement of the Problem
Advances in genetics have created new opportunities for improvements in health care.
For the public to benefit from these opportunities, access to information, genetic
screening, testing, genetic counseling, and other genetic services that are communitybased and culturally appropriate must
be readily available. Unfortunately,
Genetic Services include:
public awareness of and knowledge
v Genetic Screening
about this complex health issue is low.
v Evaluation - a medical examination to identify
symptoms or features of a genetic disorder
Although many consumer advocacy
organizations and government agencies
v Testing - analysis of human DNA, RNA,
chromosomes, or proteins to detect disease or
have developed informational materials
susceptibility to disease,
about genetics, even the most
v Genetic counseling, and
motivated individuals—those who
v Follow-up medical care for people affected by a
have a known genetic condition in their
genetic condition
families—often have difficulty
v Education to prepare “genetic citizenry”
accessing and understanding the
information. Moreover, the
Source: Washington Department of Health and
Genetic Services Branch, MCHB, HRSA
information may not be culturally and
linguistically appropriate for all
individuals. Another challenge is in knowing what information consumers need and
how to best provide the information, given the complexity of the subject and barriers to
communication.
Some consumers may turn to their healthcare providers for information about genetics,
but some providers lack the training and the time to provide adequate information,
counseling, referrals, and interpretation of test results. In addition, few genetics
professionals (including genetic counselors and geneticists) are from underserved and
under-represented6 communities, so individuals from these communities may face
additional linguistic and cultural barriers in communicating with their providers about
genetics. The genetic services and counseling offered by healthcare providers may not
6 The term ‘underserved and under-represented populations’ can include many groups, but this project
focused on people who face ethno-cultural and other barriers to care, including ethnic/racial minorities,
recent immigrants, and refugees.
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fully consider an individual’s language, beliefs, values, and experiences based on his or
her ethnic/racial background, country of origin and immigration history.

1.2. Overview of the GENE Project
To help address this problem, the Genetic Services Branch of the Maternal and Child
Health Bureau, Health Resources and Services Administration (HRSA) funded a 5-year
cooperative agreement with the March of Dimes (MOD), called the Genetics Education
Needs Evaluation (GENE) Project. The Genetic Services Branch focuses on ways to
improve the early identification of individuals with or at risk for heritable conditions,
and an understanding of the genetic contribution to health and disease upon which
health services are developed. The March of Dimes is a nationally recognized nonprofit consumer health organization that provides education, research and advocacy in
maternal and child health, with enduring programmatic emphasis on the use of genetics
to improve health.
MOD had two other national organizations as partners7 in the project: Family Voices (a
national grassroots network of families speaking on behalf of children and youth with
special healthcare needs) and the Genetic Alliance (a coalition of consumers and
professionals that promotes the interests of children, adults, and families living with
genetic conditions). Community partners included the African-American communities
in Flint/Lansing, Michigan, and the Latino communities in Washington
Heights/Inwood, New York.
Mission and Goals of the GENE Project
The central mission of the project was to develop community-based participatory strategies to improve
access to culturally and linguistically appropriate genetics information, resources, and services to
assist underserved populations in making informed choices about their health. The long-range vision
of the GENE project was to create a collaborative network for the development and dissemination of
culturally appropriate genetic information that would assist individuals and groups in making inquiries
and informed choices about health. Specific goals were as follows:
1.

To strengthen and expand existing partnerships8 between the Health Resources and
Services Administration, March of Dimes, Family Voices, and Genetic Alliance to
develop, sustain and replicate a model of genetics education9 with and for populations
who are underserved and under-represented.

The GENE Project used the term “partner” to refer to an entity or representative of an entity involved in
the project via a contractual mechanism and/or memorandum of understanding.

7

At an in-person meeting in May 2003, the GENE Project partners defined a “partnership” as follows:
“Partnership begins with communication that facilitates relationship building that leads to trust,
understanding, and common vision.”
8

The project defined genetics education as the gradual process of acquiring information about genetics such
as information about genes, inherited characteristics and how it applies to health and health decisions.
9
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2.

To develop a model of community-based participatory consumer genetics education
strategies. Steps include: partnering with two communities, developing local coalitions,
identifying community needs and strengths, developing educational messages and
strategies, and evaluating and synthesizing the experiences.

3.

Building on the community involvement, to disseminate and replicate the model of
community-based participatory consumer genetics education strategies.

4.

To increase participation of community members on public health policy initiatives
regarding genetics.

The major project components to achieve these goals included: (1) literature reviews and other needs
assessment activities, (2) community-based projects that engaged local partners to assess and
address genetics information needs in their communities, and (3) dissemination of the results of these
community projects for replication by other organizations.

1.3. Purpose and Organization of this Report
The main purpose of this report is to provide information to community and national
organizations interested in conducting similar participatory genetics education projects.
The report is also intended to serve as the final report and summary of evaluation results
to HRSA. Project partners reviewed the draft and provided input to this final report.
This report is organized into 7 major chapters. Chapter 2 provides more detail about
the organization of the GENE Project, the approach used, history, and timeline.
Chapter 3 summarizes the findings from the various information-gathering activities in
the first few years of the project. Chapter 4 describes the community projects (Goal 2),
early dissemination efforts (Goal 3), and early participation of community members in
public health policy initiatives regarding genetics (Goal 4). Chapter 5 describes the
development and lessons learned from national partnerships (Goal 1). Chapter 6
provides an analysis of the project’s infrastructure and its impact on partnerships. The
final chapter provides a synthesis of lessons learned and describes next steps and
recommendations.

Educational methods include individual encounters, group meetings, print media, presentations, Internet or
other media.
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2.

History of the GENE Project and
Approach

2.1. History of the GENE Project
In 1999, the Genetic Services Branch, Health Resources and Services Administration
(HRSA) issued a Request for Applications (RFA) for a cooperative agreement to create a
“Consumer Network for Genetic Resources and Service Information” through its
Special Projects of Regional and National Significance (SPRANS) program. HRSA’s
aim was to improve consumer access to genetics information by encouraging
collaboration among organizations and government agencies that already had
infrastructure and expertise to educate consumers about genetics. The March of Dimes
(MOD) met HRSA’s major criteria for a successful partner in this cooperative
agreement: a consumer organization with national recognition and demonstrated
expertise and capacity for addressing genetic medicine, services, and technology issues
related to the general public, current consumers of genetic services, and their families.
Additional criteria included the ability to build upon current community and
professional partnerships, and family training and empowerment activities in
collaboration with the Title V discretionary grant efforts.10 In addition, MOD has a
large network of chapters with local representatives and volunteers considered essential
for effective local partnering.
HRSA recommended that MOD include two other major national organizations in the
cooperative agreement in order to ensure the involvement of consumers/families: the
Genetic Alliance, which had considerable experience in networking genetic support
groups for families, and Family Voices, which had considerable experience in working
directly with families of children with special healthcare needs. Finally, HRSA
recognized that social science and policy research could help address questions about the
genetics information needs of consumers and the best ways to package and deliver this
information. Thus, the cooperative agreement would require expert consultants to
conduct literature reviews and other information-gathering activities in order to address
these questions. This rationale formed the basis for the proposal that HRSA then
formulated into an RFA to which MOD responded and won. The project began in June
2000.
Title V of the Social Security Act is one of the largest Federal block grant programs. It ensures the health
of all mothers, infants, children, adolescents, and children with special healthcare needs.
10

Abt Associates Inc.

History of the GENE Project and Approach

16

During the first few years of the cooperative agreement, the project underwent
substantial restructuring to refine the project goals and objectives so that they
were achievable within the timeframe and budget allotted. In August 2001, HRSA
hired Abt Associates to be the external evaluator for the project and to provide technical
assistance to MOD in refocusing the project. Over the next year, Abt Associates
worked with HRSA, MOD, Family Voices, and the Genetic Alliance to narrow the
mission statement and goals, which were adopted at the beginning of the third year of
the project and remained unchanged through the end of the project. The emphasis of
the project changed from a sweeping national initiative to develop a network and
educational materials to a focused community-based initiative in underserved and underrepresented communities. This emphasis on communities and underserved/underrepresented populations was chosen because of HRSA’s priority to address health
disparities and to use consumer involvement and community-based approaches in
addressing them.

2.2. Timeline for Major Activities
The GENE Project had two major phases: an information-gathering phase (Years 1–3)
and the community project phase (Years 4–5) (Exhibit 3). During Years 1–3 of the
project, major activities included:
•

Development of the infrastructure for the project, including an advisory
committee (see Chapter 6 for a description of the project organization and
infrastructure);

•

Development of a communication plan (see Chapter 6), including in-person
meetings with all project partners three times per year;

•

Literature reviews on genetics education needs of consumers in general,
conducted by LTG Associates, and for underserved and under-represented
communities, conducted by Abt Associates Inc. (see Chapter 3);

•

A concept paper on “genetic citizenship” written by the Hastings Center (see
Chapter 3);

•

Interviews with consumer advocacy organizations for genetic conditions
conducted by LTG Associates (see Chapter 3);

•

Focus groups with consumers from underserved and under-represented
populations conducted by the Clinical Directors Network, Inc. (see Chapter 3).
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Exhibit 3
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During phase two of the project (primarily Years 4–5), major activities included:
•

Engagement of two communities to participate in the GENE project;

•

Development of a local coalition or community advisory board in these
communities;

•

Needs/assets assessments conducted by the communities;

•

Development of a plan for implementing education and outreach strategies to
respond to the identified needs;

•

Dissemination of the results of the community projects to the communities
themselves and to broader regional and national audiences.

2.3. Approach to Implementing the GENE Project
The GENE Project was unique in its
In a cooperative agreement, the
collaborative use of partnerships at the
role of the federal government is
national, state, and community levels to
to provide the overall direction of
develop culturally and linguistically
the project and to work in
partnership with the grantee on
appropriate genetics education. As a
the vision of the project through
cooperative agreement, the GENE Project
technical assistance.
was predicated on collaboration between
HRSA and MOD. A cooperative agreement
with a government agency differs from a grant in the level of involvement of the federal
funder. In a cooperative
Community-based
agreement, the federal agency has
Participatory Action Research
substantial involvement with the
v Is action oriented
recipient of the grant. As such the
v Involves ordinary people in the collective
role of the federal government is to
investigation of community problems
provide the overall direction of the
during the entire process of research
project and to work in partnership
v Seeks solutions to community problems
through partnership and collaborations
with the grantee on the vision of
v Emphasizes engagement and mobilization
the project through technical
of a variety of community stakeholders
assistance.
v Builds capacity thorough development of
coalitions and training

HRSA recommended in the request
for applications that the overall
Source: Aida Giachello
approach to the initiative be based
on the community-based
participatory approach (CBPA) in the belief that any approach to genetics education
v Embraces personal and community
empowerment
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must involve input from the public. The community-based participatory approach has
been an increasingly accepted approach in health education initiatives.11 Once the
project changed its focus from a sweeping national initiative to community
demonstration projects in Year 3, at the suggestion of MOD consultant Dr. Daniel
Korin, MOD involved and eventually hired Dr. Aida Giachello from the Midwest
Latino Research Center, University of Illinois, a consultant with expertise in communitybased participatory approaches. The GENE Project’s community-based approach was
based on the conceptualization provided by the Genetic Services Branch, MCHB,
HRSA. The process for implementation was provided by Dr. Aida Giachello.
The following table (Exhibit 4) shows the differences between traditional or academic
approaches to research compared to the community-based participatory action approach
to research (again, as described by Dr. Aida Giachello).

Exhibit 4
Differences between Traditional / Academic Research and Community-Based
Participatory Action Research
Community-Based
Participatory Action Research

Traditional/Academic
Rigid

Flexible

Little or no community participation

Great deal of community participation

Researchers/funders are in control

Control shared between researchers and
community

Project ends when research is complete
and/or funding has ended

Real action starts when research is complete
and community has ownership of results

Partnership with community is not on an
equal basis

Researchers/funders share financial
resources, provides job opportunities,
technical assistance, and training

Information provided by Aida Giachello

Using the participatory approach, the project engaged community
representatives and members in all activities, although to varying degrees. While
the GENE Project generally adhered to the principles of the participatory approach
outlined above, partners found the approach resource- and time-intensive. In addition,
the theory and definitions of the approach were new and unfamiliar to some participants
and thus required additional time and clarification to implement effectively. Because
The Institute of Medicine considers community-based participatory approaches a key area of focus (see
Who Will Keep The Public Healthy? Committee on Education Public Health Professionals for the 21st Century,
Board on Health Promotion and Disease Prevention, Lyle Hernandez, Editor, Institute of Medicine, The
National Academies Press, Washington, D.C., 2003)
11
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partners were often unclear of their decision-making authority and specific expectations,
memorandums of understanding and contracts were revisited several times to adequately
reflect evolving roles and expectations and a Partnership Agreement was developed to
further clarify levels of involvement. Keeping with the participatory approach, the
communities had ownership over their own needs/assets assessments and were
provided technical assistance as needed. Finally, different partners desired varying
degrees of participation and oversight from HRSA and MOD in the project.
Another major component of HRSA’s vision for the project included exploring and
establishing national and local partnerships around genetics education. This project
provided the opportunity for the four national organizations to form relationships, gain
experience in effective collaboration, and identify strategies for effective local outreach
and education. HRSA identified these national organizations as potential partners, each
of which had networks of state and/or local representatives. Partnerships among these
organizations at the national, state, and/or local level were intended to (1) leverage
limited resources to meet the public’s needs and (2) help all partners gain knowledge and
experiences in outreach to underserved and under-represented communities. HRSA
recognized that each partner brought different strengths and resources to the project, so
the project was able to produce more effective and culturally/linguistically appropriate
educational strategies for underserved and under-represented populations. Lessons
learned from partnership development are described in detail in Chapters 4–6.

2.4. Approach to Evaluation
Evaluation of the Overall GENE Project
HRSA and MOD contracted with Abt Associates Inc. to design and implement the
evaluation of the project. To be consistent with the overall vision for the project, HRSA
requested that Abt Associates use a participatory evaluation approach. In participatory
evaluations,12 the evaluator works in partnership with stakeholders to ensure that all
parties are in agreement about the outcomes to be evaluated and the method for
measuring the attainment of goals. It was expected that using this approach would make
the evaluation more useful and meaningful to project partners.
Once the project goals were finalized (and before the communities became involved),
Abt Associates designed the evaluation with the input of HRSA, MOD, Family Voices,
and the Genetic Alliance. Abt Associates gave a presentation on evaluation concepts,
the participatory evaluation approach, and how to develop and use logic models. Abt
12 Michael Quinn Patton, Utilization-Focused Evaluation: The New Century Text (third edition), Sage
Publications, Inc., 1996
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Associates then facilitated an exercise to collaboratively develop a logic model, based on
the Kellogg Foundation’s primer on logic models13 (see Appendix A for logic model).
HRSA and MOD specified three purposes for the overall evaluation:
•

To describe implementation and outcomes of community-based participatory
approaches to genetics education for underserved and under-represented
populations;

•

To assess the extent to which these community-based approaches were effective
vehicles for conducting community needs/assets assessments aimed at
underserved and under-represented populations, so that they could be
replicated elsewhere; and

•

To provide feedback on implementation of the GENE Project to help
continuously improve the quality of the project throughout its implementation.

Abt Associates used the following data collection methods to evaluate the GENE
Project (See Appendix A for Abt Associates’ evaluation plan):
1.

Review of GENE Project documents including: Memoranda of Understanding
(MOUs) between MOD and national partners; contracts between MOD and
community partners; proposals/preliminary work plans and logic models of
both community projects; progress reports; meeting minutes; and community
reports on needs/assets assessment and local evaluation activities;

2.

Participant observation during conference calls and in-person meetings;

3.

Three annual site visits to the community projects (1–2 day visits during which
Abt Associates staff also observed the coalition/community advisory board
meetings and conducted in-depth interviews with key staff and
coalition/community advisory board members); and

4.

Key informant interviews by telephone with national partners and other
community stakeholders. Abt interviewed representatives from:
•

Genetic Services Branch, Maternal and Child Health Bureau, HRSA;

•

March of Dimes;

•

Family Voices;

•

Genetic Alliance;

•

Washington Heights/Inwood (WH/I) GENE project (including the
technical assistance consultant); and

13www.wkkf.org/default.aspx?tabid=101&CID=281&CatID=281&ItemID=2813669&NID=20&Language

ID=0
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•

Michigan GENE project.

The interview guides were based on the evaluation questions and logic model developed
with HRSA, MOD, Family Voices, and Genetic Alliance. Three annual evaluation
reports were produced and shared with the partners. Interviewees’ comments on draft
reports were incorporated into the final drafts.

Local Evaluations
Each community’s contract with MOD included a requirement that a local evaluation
provide a more nuanced examination of daily activities of the community projects to
supplement the information gathered by the national evaluator. MOD contracted with a
local consulting group, the Clinical Directors Network, to develop an evaluation plan
with Aida Giachello and the WH/I GENE coalition. Rather than have the Clinical
Directors Network implement the evaluation, WH/I preferred to hire a local consultant,
Jesus Sánchez, to implement the evaluation due to his long-standing experience working
and living in the community as well as his evaluation and data management skills. The
Michigan GENE Project evaluator, Rosalyn Beene-Harris, was an independent
contractor and a part-time employee of the state genetics department.
Abt Associates was responsible for coordinating the national and local evaluation
activities. During the first in-person meeting with both community projects, Abt
Associates gave a presentation on logic models. Each community then drafted its goals
and objectives. Following that meeting communities developed their own logic models
and local evaluation plans with input from their local coalition/community advisory
board. Abt Associates and MOD attempted to have the community evaluators collect
some similar information based on a common logic model, but each community
preferred to maintain separate logic models, and thus did not collect common or
comparable information. The communities were reluctant to base their evaluations on
similarities that had not yet been demonstrated. Instead, the extent to which the
projects were similar or dissimilar should be determined through an examination of the
evaluation results. Community partners also wanted to ensure the unique context of
their communities would be taken into consideration in the evaluation by allowing each
local evaluator to tailor the design and instruments to their community. The results and
data collection methods for each evaluation are described below in Chapter 4. Full
evaluation reports are in Appendix B.
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2.5

Project Organization

The GENE Project was designed to create partnerships among national organizations
that had little previous experience with one another, and with the two communities.
Participants included:
•

Organizations in the cooperative agreement: HRSA and MOD;

•

National partners: Genetic Alliance and Family Voices;

•

Community partners: Washington Heights/Inwood, NY and Flint/Lansing,
MI;

•

Research consultants: LTG Associates, Clinical Directors Network, Hastings
Center;

•

Consultant for technical assistance to communities: Dr. Aida Giachello;

•

External evaluator: Abt Associates Inc.;

•

Community evaluators: Rosalyn Beene-Harris of Hueman Beene Consulting
(MI) and Jesus Sánchez (NY); and

•

A project Advisory Committee.

The Advisory Committee for the GENE Project was a body comprised of
representatives from culturally diverse consumer and professional stakeholder groups,
including organizations representing research, education, clinical practice, marketing,
ethics, and community-based organizations. It was originally charged with providing
HRSA and MOD guidance on genetics and health advocacy related issues as well as the
technical direction of the GENE Project. When the project was restructured to work
with communities, the originally intended role of the Advisory Committee was not as
relevant to the project. However, several clinical genetics professionals on the Advisory
Committee expressed specific interest and provided technical assistance to the
communities, such as conducting educational workshops for community members (see
Chapter 4). In addition, one original Advisory Committee member, Vence Bonham,
became the principal investigator of the Michigan GENE Project.
Consultants played major roles in the GENE Project during different phases
(Exhibit 5). LTG Associates, the Clinical Directors Network, and Dr. Robert
Fineman were important contributors to the information-gathering phase. Abt
Associates and Dr. Aida Giachello were contributors and involved throughout the
community demonstration phase. Similarly, the Washington Heights/Inwood
GENE Coalition and the Michigan GENE Community Advisory Board employed
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consultants to serve as local evaluators and technical assistants. The role of the technical
assistance (TA) consultant in the community projects, Dr. Aida Giachello, was
particularly critical to the success of the WH/I GENE project. She provided technical
assistance related to the participatory approach, coalition infrastructure, and research
(see Chapter 4).

Exhibit 5
Roles of GENE Project Consultants/Contractors and Products14
Consultant/Contractor

Product/Role

LTG Associates

Literature review on consumers and genetic literacy
Interviews with consumer advocacy organizations for
families affected by genetic conditions

Hastings Center

Concept paper and conference on “genetic citizenship”

Clinical Directors Network, Inc.

Focus groups with underserved consumers (and
published manuscript)
Evaluation design for WH/I GENE Project
Provision of Institutional Review Board for needs/assets
assessment data collection activities for WH/I GENE
Project

Robert Fineman, M.D., M.P.H.

Convener of meeting between former SPRANS grantees
and GENE partners
Summary of SPRANS grants and proceedings from
meeting between former SPRANS grantees and GENE
partners

Abt Associates Inc.

Literature review on genetics education and underserved
populations
External national evaluation
General technical assistance to overall project and
communities

Aida Giachello, Ph.D.

14

Technical assistance to community projects

These products are located in the Appendices and further described in Chapter 3.
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3.

Summary of Information-Gathering
Activities

This section summarizes the findings from several activities undertaken during the
information-gathering phase of the GENE Project in Years 1–3. The March of Dimes
(MOD) contracted with organizations that had expertise in research and/or policy
analysis to conduct background research that would provide project partners with
information about what was already known and had been documented about genetics
education in general, and especially in underserved and under-represented communities.

3.1. Literature and Materials Review – LTG Associates15
MOD first contracted with LTG Associates,16 to conduct a literature review in order to
better understand how individuals and families17 receive information about genetics and
utilize this information in making decisions regarding health and health care. Three
questions guided the review: What kinds of information regarding genetics and health
currently exist? In what contexts do people encounter information about genetics and
health care? How do people find information on health care in general, and genetic
services in particular? Information sources included professional journals, books,
magazines and newspapers, websites and on-line magazines, conference proceedings,
and curricular materials. See Appendix C for LTG’s full report.
LTG’s review found that Americans encounter genetics information on a daily basis. It
is disseminated through the popular media, posted on the Internet, and distributed by
healthcare professionals. And yet, the quality of information and the ways in which it is
presented to the public have been challenged by experts. Sources of information to
which the vast majority of the population has easy access—television, radio, and
newspapers—are frequently full of inaccuracies and cloud public understanding of the
subject. Moreover, “newsworthy” reporting focuses on high profile diseases and
theories about the genetic determinants of human behavior. It rarely covers less
sensational but equally important topics.
15

www.genes-r-us.uthscsa.edu/LTGmaterial.htm

16LTG

Associates is a consulting firm that specializes in health, human services, community, and economic
development.
17

Note that this review did not focus on underserved communities.
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The review also concluded that educating consumers about genetics is not an easy
mission. The main difficulty lies in the inherent complexity of the subject. Estimates of
risk and predisposition to disease are speculative and probabilistic in nature, and may
seem unsettling to patients who expect firm answers from their healthcare providers.
Furthermore, population surveys indicate a lack of interest in genetics. At the same
time, a higher degree of knowledge is not necessarily a predictor of enthusiasm for
genetic testing; in fact, greater genetic literacy is often associated with greater levels of
suspicion and uncertainty. Many individuals, especially in underserved and underrepresented communities, have reservations about genetic research and the technologies
that emerge from it. A study conducted with African-Americans, for example, revealed
concerns about the possible effects of genetic profiling on health insurance and
employment.
Interestingly, even
Summary of findings from LTG Associates’ review of the
healthcare providers
literature:
disagree on the future of
(1) Americans encounter genetics information on a daily
basis via the popular media, the Internet, and
genetics-based health care.
healthcare professionals.
On one end of the
(2) The information that is readily accessible is often
spectrum, there is an
inaccurate and focuses on sensational news.
assumption that a
(3) Educating the public about genetics is challenging due
revolution in genetics is at
to the complexity of the subject and a lack of interest.
hand, requiring a greater
(4) Many individuals, especially those in underserved
level of knowledge and
communities, are suspicious about genetic research
and technologies.
sophistication from the
(5) People who are suspicious of genetics are often more
general public. At the
informed about genetics compared to those who are
other end are those who
not.
are less certain about the
(6) Healthcare providers are divided about the potential
degree to which new
role for genetics in healthcare due to the lack of
discoveries in genetics will
treatment for many genetic disorders.
revolutionize medicine.
The latter group argues
that the lack of treatments for many genetic disorders, combined with public concerns
over genetic testing, reduces the potential role of genetics in health care. This
dichotomy represents another challenge to consumer education, since health care
provider attitudes have a significant influence on public perceptions.
The authors conclude that there is a need to develop educational literature that would
not only familiarize the general public with the subject of genetics, but would also
address the ethical, social, and legal dimensions of genetics and health care.
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3.2. Genetics Education and Underserved Populations:
Summary of the Literature—Abt Associates Inc.18
Abt Associates compiled an annotated bibliography of the published literature between
1990 and 2003 on genetic outreach, education, and counseling strategies for
underserved/under-represented populations between 1990 and 2003. Their report (see
Appendix D) summarizes findings from 19 publications focusing on African-Americans
and 17 publications focusing on Latinos, the two groups that were the focus of the
community GENE Projects. A publishable manuscript (forthcoming) will also include
findings for other underserved/under-represented populations, such as AsianAmericans and Pacific-Islanders. Many of the publications cautioned readers to avoid
developing stereotypes of groups and acknowledged that all groups are heterogeneous
and have a diversity of experiences based on their life experiences, socioeconomic class,
degree of assimilation into the U.S., and cultural beliefs. Abt Associates provided a
preliminary exploration and identification of issues that may arise for those designing
and implementing genetics outreach, education, and counseling strategies for
underserved and under-represented populations.
The summary first described, as reported in the literature, the increasing need for genetic
education, counseling, and services for ethnic/racial minorities, as well as the barriers to
services that are culturally appropriate. Ethnic/ racial minorities face many barriers to
accessing medical care in general, which also affects access to genetic services. Even
when the services are accessible, ethnic/racial minorities may face cultural barriers to
appropriate care. Genetic education and counseling need to be culturally appropriate,
since a person’s decision about genetic testing can be influenced by the type of
information healthcare providers discuss, as well as the manner in which they present
the information. However, genetic counseling and education have been predominantly
designed for white, highly educated, upper and middle class audiences. Moreover, U.S.
genetic service providers do not mirror the ethnic diversity of the U.S. population.
The Abt report described more detailed findings from the literature about the health
beliefs and attitudes of African-Americans and Latinos that may prevent them from
seeking genetic services. In addition, it described strategies from the literature that
attempted to reduce some of these barriers. Although the literature on AfricanAmericans concentrated primarily on breast/ovarian cancer susceptibility testing, several
concrete recommendations were made for designing more effective education and
counseling strategies, including:
18

www.genes-r-us.uthscsa.edu/abt_lit_review.pdf
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•

Ensure informed consent procedures address concerns African-Americans
may have about genetic testing;

•

Incorporate, rather than try to disassemble, cultural beliefs;

•

Empower individuals to make healthcare decisions by addressing inequalities
of race, class and gender, as well as cultural values.

The literature on Latinos concentrated primarily on prenatal testing. Several concrete
recommendations for more effective education and counseling strategies included:
•

Tailor the mode of learning (e.g., individual, group, video, demonstration) as
well as who provides the education to the preferences and culture of the
clients;

•

Recognize cultural issues, such as the importance of family in decisionmaking, and communication style preferences.

The findings from the literature review were presented to community partners during
their first GENE Project meeting in January 2003, and to HRSA in January 2004. The
community needs/assets
assessments described in Chapter 4
Abt Associates’ review of the literature revealed
filled many of the gaps in the
several limitations and gaps.
literature identified (see text box).
(1) Few studies included large numbers of
Specifically, the WH/I GENE
participants;
Project included primarily
(2) Few studies included males;
Dominicans, which no study in the
(3) Within each ethnic/racial group, most
literature review targeted. In
studies focused on one type of genetic test
addition, both communities
(breast/ovarian cancer susceptibility
testing for African-Americans and prenatal
assessed knowledge and attitudes
diagnosis for Latinos);
about genetics in general rather
(4) Few studies evaluated specific education,
than specific tests or disorders.
counseling, or outreach strategies; and
Finally, the communities used a
(5) Many of the studies measured the level of
combination of qualitative and
interest in genetic testing through surveys
quantitative methods to assess
of attitudes, which usually overestimate
actual use of genetic tests.
attitudes among a large number of
participants, including both males
and females.
Abt Associates recommended that HRSA use the findings from the literature review to
help guide current and future projects, such as the GENE Project, that seek to develop
culturally and linguistically appropriate outreach, education, and counseling strategies for
underserved and under-represented communities. Abt Associates also recommended
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that when HRSA develops funding opportunities, they consider proposals that will fill
the gaps identified by the literature review through additional projects, formal evaluation
of strategies, and widespread dissemination of project findings through publications.

3.3. Study of Consumer Organizations—LTG Associates
MOD’s contract with LTG Associates also included a study of consumer organizations
that serve individuals and families affected by genetic conditions. The purpose of this
study was to inform GENE project participants about best practices and lessons learned
in education and outreach to the organizations' primary audience, which was usually
individuals/families affected by one particular genetic condition. LTG’s report (see
Appendix E) summarized the results of in-depth interviews conducted with
representatives from 42 consumer organizations in 2001. The main interview topics
were: (1) educational topics and issues of concern to the organization; (2) the process of
educating individuals and families affected by genetic conditions; and (3) successes and
challenges in outreach and education efforts. Organizations were also asked about their
efforts in working with underserved and under-represented communities.
Themes from the interviews were organized into five sections: (1) issues and concerns
related to the content of educational messages; (2) current activities and lessons learned
in developing informational materials; (3) lessons learned related to disseminating
information to their target audiences; (4) the context within which the organizations
operate; and (5) lessons learned related to outreach. The findings from the study suggest
that consumer organizations were successful in serving individuals and families affected
by rare genetic conditions, but these organizations either had limited or no efforts to
educate underserved and under-represented populations. The primary reasons cited for
these limited efforts were the need to focus scarce resources on the populations that
were part of their mission statements (individuals and families affected by the genetic
condition) and lack of knowledge about reaching and educating underserved and underrepresented populations. They specifically reported lacking knowledge about the
prevalence of the genetic condition in different ethnic/racial groups and how to best
reach and educate underserved and under-represented populations. Larger consumer
organizations recognized the value in developing materials and conducting outreach to
minority communities, but lacked the necessary skills, experience, and networks for
developing culturally sensitive materials.
A few organizations considered the education needs of underserved and underrepresented communities when developing information materials, but this practice was
uncommonly reported. Based on their experiences, they noted the following lessons
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learned for more effective education and outreach to underserved and underrepresented communities: (1) train genetic providers to understand the cultural values,
beliefs, and knowledge of underserved and under-represented communities to help
bridge the divide that separates individuals in underserved and under-represented
communities from the mainstream biomedical model of health; (2) use face-to-face
interactions to reach underserved and under-represented communities because it ensures
consideration of the community’s culture; (3) establish regional centers of excellence
that offer a range of genetic services for consumers and providers (including services for
non-English speakers) to ensure that underserved and under-represented communities
are considered; and (4) employ complementary strategies to help educate the audience
(e.g. visual aids, mnemonic devices, etc.).
This study documented, in a few
consumer organizations, the need and
demand for resources, skills, and
strategies to educate underserved and
under-represented communities. Despite
their limited outreach efforts to minority
and underserved and under-represented
populations, many consumer
organizations acknowledged the need to
reach these populations and expressed
the desire for additional skills and
resources to expand their efforts in
specific communities.

Summary of LTG Associates’ interviews
with consumer organizations:
(1) Consumer organizations had limited
or no effort to educate underserved
populations.
(2) Some organizations, especially the
larger organizations, recognized the
value and need to educate
underserved populations.
(3) Barriers to try to reach/educate
underserved communities include
scarce resources and/or lack of
knowledge/skills.

3.4. Meeting of Prior SPRANS Grantees and GENE
Partners—Dr. Robert Fineman
During the late 1980s and 1990s, HRSA funded about 20 Special Projects of Regional
and National Significance (SPRANS) that focused on ethno-cultural issues in access to
genetic services. The goal of these grants were to “demonstrate effective approaches to
the promotion of access to and utilization of genetic and other maternal and child health
services for populations whose language and culture serve as barriers.” Because the
findings and lessons learned from most of the projects had never been published, MOD
initiated a review of the projects as well as a meeting between GENE Partners and the
principal investigators of the ethno-cultural grants during the early phase of the
community projects. The primary objective of this meeting was to “summarize and
discuss ways in which the results of the ethno-cultural genetic education and access to
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care SPRANS grants could guide and improve the GENE Project.” During the
meeting, each project leader gave a presentation of his or her project, followed by
discussion of successful strategies, challenges, and barriers.
The summary of this meeting (see Appendix F) used a public health framework to
summarize the meeting discussions in four major sections: principles for the
engagement of communities in genetic education projects, using the public health core
functions19 in conjunction with a community-based participatory approach, the
importance of collaborations and
Critical success factors for
partnerships to community-based projects,
community-based genetics
and the importance of having
education (identified during
SPRANS meeting):
policies/procedures in place to enable
communities to transfer and assume
(1) Community desire for genetics
education;
oversight of the project.
(2) Well-planned efforts with
appropriate local, state, and/or
national support;

In sharing lessons learned from their
projects, meeting participants identified
some critical success factors in community(3) A shared vision among
community and project staff;
based genetics education efforts: (1)
community desire for genetics education; (2)
(4) Adequate resources devoted to
the effort;
well-planned efforts with appropriate local,
state, and/or national support; (3) a shared
(5) Persistence; and
vision among community and project staff;
(6) Teamwork.
(4) adequate resources devoted to the effort;
(5) persistence; and (6) teamwork. A
bibliography of relevant references, an evaluation (in the form of a checklist) of the
SPRANS projects, and a glossary of terms were included as attachments to this report.

3.5. Concept Paper: “Genetic Citizenship: Knowledge
and Empowerment in Personal and Civic Health”
MOD contracted with the Hastings Center20 to write a concept paper on genetic literacy
and public participation in developing genetics policy (see Appendix G). The paper first
provided an argument for why the public should participate in genetics policy
development. Recent advances in genetic research have resulted in entirely new
approaches to medical diagnosis and treatment of diseases. Clinicians can now screen
The Institute of Medicine described three functions that public health agencies use to fulfill their mission:
assessment, policy development, and assurance (The Future of Public Health, 1988).
19

20

The Hastings Center is an independent, nonpartisan, and nonprofit bioethics research institute.
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adults and unborn children for genetic traits linked to serious physical, and even mental,
conditions. Since better diagnosis inevitably leads to novel treatment options, genetics is
transforming the practice of medicine and promises to ease suffering and improve the
lives of many people. The dark side of this vision of hope is the potential to identify
“defective” individuals and those
who are “pre-determined” to
Summary of Hasting Center’s Concept Paper on
Genetic Citizenship:
become incapacitated later in life.
(1) The public needs to participate in genetics
Society may subject such persons
policy development due to the potential for
to discrimination, ostensibly for the
discrimination and other ethical issues.
good of others.
(2) Public participation in policy will require
“genetic literacy,” which includes

Since genetic research is likely to
knowledge of this complex topic as well as
awareness of how the applications of
continue, it is essential that the
genetics could be used and to what
public actively participate in policy
purposes.
decisions on the use of new
(3) Achievement of genetic literacy may
scientific discoveries. “Genetic
require community organizing and
engagement in civic action—in other
literacy” and “genetic citizenship”
words, some form of genetic citizenship.
are required if public participation
(4) Several examples indicate that the public is
is to be meaningful. Genetic
interested in participating in genetics
policy, but minority and other
literacy must extend beyond the
disenfranchised communities may not
knowledge of this complex topic to
participate unless they feel their needs are
include awareness of how the
being met.
applications of genetics could be
used and to what purposes. The
challenging problem of educating the public is further complicated by misperceptions
that abound in communities and shape attitudes and beliefs. Therefore, traditional
methods of education, such as personal instruction by a medical professional, will likely
be insufficient. Achievement of genetic literacy may require community organizing and
engagement in civic action—in other words, some form of genetic citizenship.
Practical problems remain in creating programs that would promote genetic literacy and
genetic citizenship. What kinds of institutional settings and structures would encourage
participation? Many individuals will only join the civic process if they feel that it will
serve their interest. This is especially true of the minority communities who feel
disenfranchised, marginalized, and left out of the mainstream political process.
Nonetheless, there are indications that the public is taking interest in the consequences
of genetic research and that communities can influence policy decisions. For example,
environmental groups in Europe successfully mounted strong opposition to genetically
modified foods. In the United States, religious and “family values” advocates are having
an impact on the discussions of human cloning and individual privacy rights. These
examples demonstrate that well-informed communities can effectively express their
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concerns and have their voices heard. Although in these cases the public was drawn
into civic discourse by the forces of consumerism and self-interest, exposure to the
deliberation process may transform individual attitudes and lead to future communal
participation.

3.6. Focus Groups with Underserved, Culturally Diverse
Populations—Clinical Directors’ Network, Inc.
In Year 2 of the GENE Project, MOD contracted with the Clinical Directors Network21
to conduct focus groups with diverse populations. The purpose of these focus groups
was to follow up on the findings from LTG’s interviews with consumer organizations to
confirm consumers’ level
of awareness and
Summary of CDN’s focus groups:
knowledge about genetics
(1) The lack of knowledge about genetics was striking,
and transcended ethnicity and education. Notably,
and their interest in
even the subjects who identified themselves as
learning more. The results
healthcare workers did not have the most basic
of these focus groups were
knowledge of genetics or genetic testing.
published in Community
(2) Many participants from all racial/ethnic groups were
Genetics (see Appendix H).
concerned with financial and emotional
The article, by Diana Catz
consequences of dealing with the diagnosis,
and colleagues, described
concerned about unethical uses of genetic science,
the attitudes on genetics
and expressed anxieties about waiting for test
results.
expressed by 55 individuals
with diverse ethnic and
(3) Many African-Americans were skeptical about the
uses of genetic information, citing historical
educational backgrounds.
precedents of discrimination and expressing
The study participants, who
concerns that their health insurance coverage would
were recruited from
somehow be affected.
community health centers
(4) The Latino and Chinese participants, on the other
in the state of New York,22
hand, tended to focus on the advantages of genetic
included 16 healthcare
testing for disease prevention.
workers and 39 patients.
Participants were stratified
into eight focus groups on the basis of native language and ethnicity, and each group
was led by a bilingual facilitator. Of the eight groups, four were held in English (two

21 The Clinical Directors Network, Inc. (CDN) is a not-for-profit network of primary care clinicians in
community/migrant health centers.

MOD was in the process of selecting communities to participate in the GENE Project, including
Washington Heights/Inwood, New York. Thus, CDN was instructed to recruit participants outside those
communities.
22
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groups of African-Americans and two groups of non-Hispanic Whites), three in Spanish,
and one in Mandarin. The subjects had mixed levels of education (ranging from less
than high school to college graduates), and differed in age and gender. More than half
were foreign born. The topics discussed by each focus group were: (1) attitudes about
healthcare information and healthcare decisions; (2) awareness of and feelings about
genetics and genetic testing; (3) awareness of and feelings about newborn screening and
carrier testing; and (4) preferred sources of information to learn about genetics and
genetic testing.
The authors found that in African-American families, healthcare decisions were usually
made by mothers, while in Chinese and non-Hispanic White families they were made by
men. Many participants complained about the difficulty of obtaining information from
their healthcare providers, which they attributed to rushed office visits and their own
limited English proficiency. The lack of knowledge about genetics was striking, and
transcended ethnicity and education. Notably, even the subjects who identified
themselves as healthcare workers did not have the most basic knowledge of genetics or
genetic testing. For most participants, genetics was synonymous with diseases that
commonly run in families, such as cancer, diabetes, and sickle cell anemia. Thirty-five
percent of the participants said that they knew nothing about genetic testing, and many
of the rest had erroneous and confused ideas.
Attitudes toward genetic testing appeared quite similar across focus groups. Many
participants were concerned about financial and emotional consequences of dealing with
the diagnosis, concerned about unethical uses of genetic science, and expressed anxieties
about waiting for test results. However, some differences in attitudes did emerge. Many
African-Americans were skeptical about the uses of genetic information, citing historical
precedents of discrimination and expressing concerns that their health insurance
coverage would somehow be affected. The Latino and Chinese participants, on the
other hand, tended to focus on the advantages of genetic testing for disease prevention.
Many individuals expressed the desire to be better informed about genetics. They had
numerous suggestions on how and by whom the information should be presented in
order to arouse their interest and earn their trust. Since it appears that, in some ways,
ethnic communities differ in how they respond to advances in genetic technology,
educational materials should be tailored for the intended target audience. The results of
the needs/assets assessments in each community (described in Chapter 4) confirmed
and expanded upon the themes uncovered in these focus groups.
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3.7. Summary
MOD sponsored a wide range of activities in order to inform the GENE project during
the early phase of development. One strength of these activities was the wide range of
methods used. In addition, they provided a fairly complete picture of the needs, best
practices, and history of what was known to date about genetics education and
underserved and under-represented populations.
Abt Associates’ evaluation assessed the extent to which these activities actually informed
the GENE Project. Most of the products were shared with some or all of the GENE
partners, however the
Together, these information-gathering activities:
sharing of these resource
(1) Described and confirmed the need for (and interest in)
documents did not
genetics education in underserved communities and the
always allow time for the
need for education strategies that are
culturally/linguistically appropriate;
partners to incorporate
the lessons learned from
(2) Described the challenges in developing educational
materials on genetics that are culturally appropriate and
these documents into
address the ethical, legal, and social concerns related to
their local projects.
genetic technologies;
Given the large amount
(3) Provided examples of lessons learned, and critical
success factors in genetic outreach and education to
of resources devoted to
consumers and underserved populations;
these activities, MOD
(4) Demonstrated the gaps in knowledge that the GENE
and HRSA should ensure
Project could fill; and
their wide dissemination,
(5) Underscored the importance of participation in genetics
so that other projects can
policy development by minority communities and
build on what has been
explored the challenges that could limit their
participation, including the need to fully understand the
learned through these
technology.
activities.

Abt Associates Inc.

Summary of Information-Gathering Activities

36

4.

Community Projects

4.1

Rationale for Community Projects and Selection of
Communities

In 2002, the March of Dimes (MOD) and the Health Resources and Services
Administration (HRSA) shifted their approach to the GENE Project, from a national
partnership to establish and maintain a national consumer network for genetic resource
and service information for underserved and under-represented communities, to a more
focused community-based planning project. By linking the national partners to
community coalitions, it was anticipated that a model for community-based,
participatory consumer genetics education would emerge. The principle underlying this
approach was the Community-Based Participatory Approach,23 in which communities
and researchers participate as equal partners in the design, content, implementation, and
evaluation of the project. This approach emphasizes collective decision-making, and
research and program activities that are mutually beneficial and which result in problem
resolution. Dr. Aida Giachello was hired by MOD to support the national organizations
and the communities to implement this approach.
MOD then sought the participation of two communities to determine the genetic
education needs in the community via a needs/assets assessment and to develop a plan
to meet those needs. Due to time constraints, MOD did not issue a request for
applications from communities. Instead, MOD asked project partners to submit
suggestions for communities based on the following criteria: (1) demonstrated need for
genetic information; (2) evidence that the community was underserved; (3) the existence
of potential partners in the community such as community leaders or networks; and (4)
the potential for replicating the project through organizations involved in the
community. GENE partners then voted on a list of about ten communities.
Washington Heights/Inwood (WH/I), New York, and Flint/Lansing, Michigan were
selected for participation. Washington Heights/Inwood, a predominantly Dominican
neighborhood located in Northern Manhattan, was suggested as a candidate by a
consultant to the March of Dimes familiar with some of the key leaders in the
community. The community was known for its effective community organizing, history
of coalition building, and for its community-based organizations, which provided a
variety of health and social services to the neighborhood.

23

W.K. Kellogg Foundation Community Health Scholars program
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Lansing and Flint were selected based on their previous participation in the
Communities of Color & Genetics Policy Project,24 an initiative of the University of
Michigan, Michigan State University, and a Community Advisory Board (CAB)
consisting of representatives from both communities. Lansing, the state capitol, is a
diverse community that is home to Michigan State University. Flint, located about 45
minutes by car from Lansing, is a city that was known for its auto manufacturing.
Having lost its industrial base, unemployment is widespread, but the city retains strong
civic and faith-based organizations. The Michigan GENE project focused on the
African-American community.

4.2

Description of Communities

The origins of the projects were different; while the Michigan GENE Project
represented a third funding cycle in genetics for the Flint/Lansing organizations
involved, the WH/I organizations involved had never before had an education initiative
on genetics. The context of each community was also critical to the methods used for
organizing the community around genetics, and to the needs assessment findings and
how findings applied to action plans. Michigan’s genetics work began as a policy
project, conducted by and for a population that had experienced generations of racism
and discrimination in research in the United States. The WH/I project focused on a
more newly arrived population with less history of engagement in the political process in
the U.S. However, both communities brought strengths in community organizing and a
commitment to culturally and linguistically appropriate genetics education.
Community readiness to organize around genetics education was more
developed in Michigan than in WH/I, but each community brought assets that
factored into the successful implementation of the community engagement and
needs assessment processes. Community readiness is considered to be a critical
factor in the ability of communities to implement social change. Factors associated with
readiness include social capital. Indicators of strong social capital in a community
include a high degree of civic involvement, trusting relationships, and faith-based
engagement.25 Other readiness factors include awareness of the problem, organizational
structures and resources that facilitate organizing, and a collective sense that the
problem can be addressed. Based on these indicators, WH/I brought civic engagement,
experience with coalition building, trusting relationships, and a champion in the form of
the Dominican Women’s Development Center. The MOD provided technical
24www.sph.umich.edu/genpolicy/
25Putnam,

R.D. (2000). Bowling alone: Collapse and revival of the American community. New York:
Simon & Schuster.
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assistance to support the financial and organizational infrastructure necessary to receive
funding and to develop a functional coalition. Moreover, as genetics was a new issue to
the community, national organizations such as the Genetic Alliance and Family Voices
played a critical role in educating coalition members so that they gained knowledge and
made the issue of genetics more of a priority. Once educated around genetics, members
were more committed to the mission of the GENE Project and therefore more effective
at carrying out the community needs and assets assessment.
Michigan’s CAB members who had participated in Communities of Color Project were
well versed in genetics issues. Michigan State University, whose faculty facilitated the
GENE Project, is an academic institution that had the infrastructure in place to readily
create contractual relationships necessary to financing the work. The Michigan
communities were also characterized by widespread civic and faith-based engagement.
Hampering Michigan’s efforts to move forward as quickly and smoothly as it could have
was the change in the principal investigator (PI), which required the new PI to build
trust among CAB members, and a lack of trust between the community and the national
partners. When trust was ultimately established between the community and one of the
national organizations (Genetic Alliance), the partnership resulted in a collaborative
dissemination and education effort. Both communities provided their readiness to
promote the success of the GENE Project by drawing upon the people of their
communities to engage in planning processes. Each community successfully engaged a
wide array of stakeholders from small community-based organizations (including faithbased), to healthcare providers, to academics, to schools, to concerned residents.
An assessment of community readiness is highly recommended at the beginning of
future efforts to develop genetics education strategies for underserved and underrepresented communities. Establishing a comfortable and trusting collaboration
requires sufficient time for discussions with communities and their stakeholders in order
to ensure buy in. In this manner, communities and their partners and funders can
determine together which supports and structures need to be put in place to promote
successful implementation.

4.3

Development and Maintenance of Community
Coalitions/Community Advisory Boards

As a part of the community-based participatory approach of the GENE Project,
community partners were expected to organize a local infrastructure (e.g., coalition or
community advisory board (CAB)) that would serve as the primary vehicles for including
community representatives in project planning and implementation, conducting
stakeholder education on genetics and health promotion issues, developing communityAbt Associates Inc.
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level participatory research processes, and setting an agenda for genetics education in the
two partner communities. One of the unique features of the national GENE Project
was that little was prescribed about the formation and organization of each partner
community’s coalition or CAB. As a result, the Washington Heights/Inwood (WH/I)
and Flint/Lansing communities formed relatively different organizational structures
reflecting the skills and interests of contributing partners and suited to the individualized
needs and goals of each community.
The WH/I Genetics Education Needs Evaluation (GENE) Coalition was an association
of individuals and community-based organizations located in Northern Manhattan. The
Dominican Women’s Development Center, a community-based organization, served as
the fiscal agent for the WH/I GENE Project. The aims of the coalition were to
improve the knowledge of genetics among community residents, to engage and educate
healthcare providers, and to advocate for affordable and culturally appropriate access to
genetic services.
The Michigan CAB was comprised of representatives from African-American
community-based organizations in Flint and Lansing that included a faith-based
economic development organization, schools, the Urban League, a sorority and
fraternity, and Michigan State University served as the fiscal agent for the contract with
MOD. The Michigan GENE Project was able to secure a community presence through
CAB membership in Flint but not in Lansing due to turnover in the representatives
and/or changes in the organizations involved. The goal of the project was “to
investigate the genetic educational needs and access to genetic services of individuals in
the African-American community for the improvement of their health.”

Critical Success Factors
In both communities, the importance of effective communication between the
community GENE Project staff (project coordinator or manager) and
CAB/coalition members was a major theme. In order to retain interest and
membership, communication needed to be frequent and personal (e.g., in-person
meetings and telephone) rather than formal (e.g., e-mail and mailings).
In both communities, CAB/coalition members who were most engaged had a
deep personal interest in, or curiosity about, genetics. In Michigan, the most
engaged members also shared a commitment to the African-American community, and
some shared personal and/or faith-based relationships that helped them coalesce as a
group. A community representative in WH/I who had an interest in the genetic basis
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for family traits was highly motivated and committed to ensure the continued
involvement of her organization in all stages of the GENE Project.
In Michigan, several CAB members brought wide community networks and expertise in
community organizing that resulted in successful recruitment for and implementation of
community dialogues and the town hall meetings. As a result, community dialogues
were held in places where they were most likely to bring a large, diverse audience (e.g.
churches). In preparation for the town halls, a Flint CAB member used her faith-based
radio program to advertise the event, activated her health promotion volunteers to
recruit from local churches, and hired a male community member to recruit from secular
venues. The WH/I staff recruited genetics professionals and other healthcare providers
into the coalition, which enabled them to make the linkages necessary to design and
conduct educational workshops based on specified needs of the community. These
strategic additions to the coalition also positioned them to disseminate their work
among community researchers and to plan future research partnerships.
Michigan included community organizations on the CAB that served AfricanAmerican youth in Lansing and Flint, generating wider interest in the project
and providing venues for youth education. Several schools in Lansing were
represented on the CAB, thereby generating interest in genetics education for young
children (one of the ultimate goals of the Michigan GENE Project is to increase the
number of African-American genetics professionals to serve their communities).
Toward the end of the project, a genetic counselor conducted several workshops on
genetics at the involved elementary school. One community member (who had
participated in the dialogue process), attended one of the national GENE Project
meetings, attended the annual Genetic Alliance conference, and replicated genetics
activities learned at the Genetic Alliance conference with her after-school program.
WH/I provided mini-grants of $3,000 to community-based organizations to help ensure
their support and active participation in the coalition and in the needs/assets assessment
activities. These grants were provided to organizations for (1) participating in the
coalition, including helping recruit coalition members and hosting monthly coalition
meetings, (2) recruiting subjects for focus groups, and (3) hosting two educational events
and recruiting participants.

Community Partnership Challenges and Efforts to Overcome Them
Both the WH/I coalition and Michigan CAB members had variable levels of
participation and commitment. CAB/coalition members who participated as
volunteers represented community-based organizations, and had fulltime jobs that made
it more difficult to participate in meetings as well as follow through on the tasks
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requested, such as recruitment of community members for focus groups, dialogues, and
the town halls (in Michigan).
Changes in representatives on the CAB/coalition disrupted continuity of
membership in both WH/I and Michigan, resulting in increased efforts devoted
to new member orientation. In both communities, the expectation that the CAB and
coalition members share responsibility for tasks such as conducting the analysis and
reporting findings, was perceived by some as unrealistic. The Michigan GENE staff
overcame this difficulty by hiring research assistants, reassigning the writing to the
principal investigator, and enlisting the assistance of and increasing the responsibilities
of the local evaluator. In WH/I, the coalition facilitators quickly understood that
members would come in and out of the coalition during various activities depending
upon their work, their interest and their availability.

4.4

Community Needs and Assets Assessments

This section summarizes the needs/assets assessments conducted by the Michigan and
WH/I GENE Projects. Many of their findings mirror those found in the activities
summarized in the information-gathering phase. More importantly, the findings expand
upon the themes such as the lack of awareness and knowledge of genetic technologies
and services among underserved and under-represented communities, the distrust
among some members of underserved communities toward genetics and genetic
research, and the need for community members to be involved in genetics policy. Both
community needs/assets assessments confirm that despite the social and economic
hardships that underserved/under-represented communities face, they are interested in
knowing more about genetics and how it affects them. The use of multiple methods
allowed the communities to explore these issues in depth. Full reports describing both
the methods used and findings can be found in Appendix I.

Michigan GENE Project Needs/Assets Assessment
Michigan chose a community dialogue process26 as the optimal method for
incorporating the community voice in the assessment of genetics education needs in the
African-American community (Exhibit 6). The community dialogue process consists of
several steps to gather information and solicit feedback from the same group of
community members. The process begins with focus groups and dialogue groups to

26

www.sph.umich.edu/genpolicy/
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Exhibit 6 Michigan GENE Project
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identify and discuss genetics issues that are relevant to the community.27 In addition,
focus group and dialogue participants completed a survey that elicited their level of
genetics knowledge, sources of health and genetics information, access to health and
genetics services, and attitudes toward genetic research. Participants were also asked to
give their opinions on how to best use available resources for genetics education and
services.28 Finally, town halls were conducted in both Flint and Lansing in order to
present the findings from the focus groups and dialogue groups and to solicit feedback
on the action plan developed based on these findings.
The characteristics of community members who participated in the needs/assets
assessment reflected a more educated population compared to the general population
because participants were recruited through CAB members, several of which were
academic organizations.
Findings from the dialogue groups and the survey conducted within those groups are
summarized below:
•

Participants overwhelmingly indicated a need for and interest in genetics
information;

•

Of various disease entities, diabetes was of great concern, whereas sickle cell
was rated much lower as a concern for education; GENE Project staff
hypothesized that the community’s previous awareness of the issues
surrounding sickle cell anemia was high;

•

Most participants’ primary source for medical information was their physician
or healthcare provider; the Department of Health and the Internet were noted
as other sources of information;

•

Very few participants (6%) had ever seen a genetic counselor;

•

Half of the participants felt that having a genetic counselor in their community,
whose services were covered by insurance, was important;

•

A general lack of access to genetic information was a barrier to asking the right
questions and to making informed health decisions;

•

While many participants expressed mistrust in genetic research (two thirds
thought genetic information could be used to discriminate against AfricanAmericans), they appeared to be somewhat familiar with genetic research and
wanted more information. This relatively high level of mistrust and familiarity

27 Pryor, O. et al. (2005). MI GENE Demonstration Project, Community Needs Assessment and Action
Plan Report—Appendix I
28

Pryor, O. et. al (2005). MI GENE Survey Report.

Abt Associates Inc.

Community Projects

44

with the issues among community members was likely due to the knowledge
gained via the Communities of Color & Genetics Policy Project.
•

Participants wanted young African-Americans to have access to genetic
education in schools and the opportunity to pursue careers in genetics. Such an
educated generation might help improve the health status of African-Americans
and ensure a community voice in future policy decisions.

Washington Heights/Inwood, NY
As in Michigan, Washington Heights/Inwood used a participatory approach and a
combination of quantitative and qualitative methods to gather information on genetics
education needs and resources. The coalition conducted a survey of 407 community
members, complemented by four focus groups—three with local residents and one with
providers of genetic services. By design, most participants were Latino and all were
WH/I residents. For the providers’ focus group, care was taken to recruit individuals
who had direct experience working with Latino families in WH/I. Exhibit 7 shows the
approach used by WH/I.29
Even though the data collection efforts for the needs/assets assessment used
convenience sampling through coalition member organizations, the demographics of the
respondents, including the distribution across five zip codes in the community,
confirmed that the respondents were fairly representative of the community. Findings
from the survey and focus groups are summarized below:

29

•

Survey and focus group respondents had limited knowledge of genetics. About
one-fifth (21%) of survey respondents reported that they had not heard or read
anything about genetic screening or testing, and over two-thirds (68%) reported
that they heard or read “something but not much.” Almost 13% of
respondents were not sure how genetic traits are transmitted.

•

Consumer focus group participants also had little understanding of genetics.
They knew that genetics was somehow linked to physical or mental disorders,
but were unable to name a specific heritable condition.

•

Most participants reported that they had never received genetic testing or
counseling services. A few who did see a genetics expert said that they had
difficulty following the conversation during the visit because it was in English.

WH/I GENE Coalition (2005). WH/I Needs/Assets Assessment Final Report
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Exhibit 7

Washington Heights/Inwood GENE Coalition
Participatory Research & Community Organizing Model
Abt Associates Inc.
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•

The vast majority of survey and focus group participants were interested to
learn more about “genetics in general,” genetics and diseases, and newborn
screening.

•

Respondents appeared to be open-minded about the uses of genetic
technologies: most thought that young adults should be encouraged to be tested
for late onset conditions.

•

When prompted by the focus group moderator, several participants mentioned
the use of traditional healers and shared examples of miraculous cures that
happened to someone in their community. While most participants denied
using the healers themselves, it was clear from the discussions that many
believed in these practices.

•

Healthcare providers who participated in a focus group (nurses and genetic
counselors) reported that many of their Latino patients were usually referred by
their primary care provider for genetic counseling for a specific reason (such as
advanced maternal age), but many delayed coming to their appointments
because they did not understand the reason for a referral and were fearful that
they would be forced to undergo a painful or dangerous procedure. One
provider mentioned that older family members often dissuaded patients from
seeking counseling and testing. In their experience, it takes time to earn the
trust of their Latino patients, especially for providers who cannot speak Spanish.

4.5

Genetics Education Action Plans

Michigan GENE Project
Findings from Michigan’s community dialogue process for their needs/assets
assessment formed the basis of a five-year action plan, to be carried out by the CAB.
With the assistance of experts in genetics, the CAB will develop culturally appropriate
educational materials. These materials would be disseminated to community residents
with the goal of improving awareness about and access to genetic services. In
collaboration with the community-based organizations, the CAB would host genetic
education seminars for African-Americans and develop their advocacy skills. By
exposing young African-Americans to the field of genetics through discussions of
possible career opportunities, the CAB would work to steer them toward careers in
science. To date, the Michigan CAB has worked with a genetic counselor to conduct
one genetic education session in a local elementary school in Lansing and, exposed
students to genetics through Project Connect, a HRSA-sponsored project with the
Genetic Alliance (see below).
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Washington Heights/Inwood GENE Project
Based on the survey and focus group findings from the needs/assets assessment, the
WH/I coalition identified several priorities and developed an action plan. Due to the
low level of knowledge of community residents uncovered by the needs/assets
assessment, the first priority was to increase the level of knowledge about genetics and
genetic technologies and to inform them of the existence of genetic services available.
To achieve these goals, the coalition planned several activities. Sixteen educational
workshops were held between January and May 2005; after May 2005, monthly
educational sessions were planned. Through their involvement with the national GENE
Project (the advisory committee and the local MOD chapter), two local genetics
professionals (an M.D. geneticist and a genetic counselor) became involved with the
coalition and conducted these workshops. The workshop locations, which included a
domestic violence support group, were chosen based on which community-based
organizations had received mini-grants (described above). Although neither of the
genetics professionals was Dominican (one was Argentinean and the other White), both
were well-received by the primarily Dominican workshop participants because they
spoke Spanish, had seen patients in the Dominican WH/I community for several years,
and in the words of participants, treated them with respect. Participants in one
workshop were particularly open and engaged in discussing their family histories in part
because they all knew each other through an ongoing program at the community-based
organization. According to some interview respondents, these participants seemed
genuinely interested in learning the science as well as the importance of knowing and
understanding family history information. Participants reported that they planned to
share information with friends/family that had a need for information on genetics due
to conditions in their families.
To complement these educational activities, the coalition also planned to facilitate
community access to genetic services by assembling a directory of available genetic
services. Finally, the coalition intended to distribute six press releases on its activities,
and to launch a quarterly newspaper article dedicated to topics in genetics and health.
The other priorities set by the coalition were to promote community access to genetic
services and to improve the quality and cultural competency of these services. To do so,
it would advocate for an increase in the number of bilingual genetics health
professionals in local hospitals and for an enhancement in community hospital capacity.
In addition, it would reach out to local healthcare providers to get training in genetics
and cultural issues. Finally, the coalition would strive to expand, or at least maintain, its
membership volume and to sustain its activities. To recruit new members, the coalition
planned to advertise its educational activities to healthcare consumers and providers. In
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order to support and extend its activities, it would seek additional funding from private
foundations and government agencies.

4.6

Outcomes and Accomplishments

In addition to the national evaluation, each of the communities conducted their own
evaluations. In this section, overall outcomes that hold true for both community
projects are described and compared to the anticipated outcomes outlined in the GENE
Project Logic Model (Appendix A). Local evaluation methods and findings are then
summarized based on their final evaluation reports (Appendix B).

Cross-community Outcomes
The communities successfully implemented needs/assets assessments and
evaluated their projects. Each community developed a collaborative structure for
project implementation. Using different methods, they identified community needs and
strengths, reported their findings to community stakeholders, and wrote action plans
specifying the types of educational activities they would conduct to address the needs.
The findings from the needs assessments revealed appropriate audiences, venues, and
genetics issues on which to focus.
Although MOD and HRSA had initially anticipated that a single, replicable
model for genetics education in underserved and under-represented
communities would emerge from the two community projects, the communities
developed differing approaches based on what was most appropriate to the
context in each community, including the cultural background of community
members, and the readiness of the communities to address genetics education.
While both communities relied on ties with community-based organizations and a
combination of quantitative and qualitative strategies, the Michigan GENE Project
chose a community dialogue process and Washington Heights/Inwood conducted a
survey of community members, complemented by focus groups.
Each community implemented its project differently, but the basic tenets of communitybased participatory research were upheld in each community (e.g. coalition development;
community and family voice in the development, implementation, and analysis of the
data; research resulting in enhanced community capacity; utility of the research process
and findings to the community) which could be replicated elsewhere. Following the
completion of the GENE Project, HRSA and MOD entered into another five-year
cooperative agreement along with four communities (including WH/I) in order to build
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on the GENE Project by the dissemination of educational products to underserved
communities.
The communities disseminated their approaches to community-based,
participatory needs assessment in genetics education (to help meet GENE
Project Goal 3). Both community projects shared the results of their needs/assets
assessments via a press conference in WH/I and town hall meetings30 in Lansing and
Flint, all of which were well attended. Both communities also disseminated their models
of community-based, participatory research via national and regional conferences and
workshops. For example, at the suggestion of a member of the Michigan GENE CAB,
the 19th Annual Chronic Disease Prevention and Control Conference at the Centers for
Disease Control and Prevention included the dialogue process in a pre-conference
session and involved the former MI GENE Project Principal Investigator. Michigan
GENE Project staff were asked to present at the 2005 Michigan Summit on Genomics
and Public Health, and workgroups to be held at the Summit were based on findings
from the needs/assets assessment. The Principal Investigator also presented at the
National Minority Health Leadership Summit in Pittsburgh, PA. WH/I GENE Project
staff were less experienced with national conferences, but they, along with the Michigan
GENE Principal Investigator and the MOD presented at the American Public Health
Association and locally, to the Columbia University Center for the Health of Urban
Minorities. The latter presentation resulted in increased credibility of the communitybased organizations involved with the GENE Project coalition among academics in the
community, and an invitation to collaborate on future grant initiatives related to genetics
and other health issues.
By the end of the GENE Project, partners at the community and national level
demonstrated increased knowledge with
regard to participatory strategies;
GENE Project partners increased their
genetics; and data collection and
knowledge of:
analysis methods to assess the
v Genetics;
v Data collection and analysis
needs/assets of the communities (focus
methods to assess the
groups, interviews, surveys, etc.).
needs/assets of the communities;
v
Needs for genetic information and
Project partners increased their
resources in African-American
awareness of genetic information and
and Latino communities;
resource needs in African-American and
v Barriers to genetics education and
service utilization, and
Latino communities; barriers to genetics
v How to create culturally
education and service utilization; and
appropriate genetics information.
strategies for creating culturally
appropriate genetics information. In
30

Which also served as one component of their needs/assets assessment.
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addition, they learned a great deal about conflict resolution, mutual respect for and
enhanced understanding of each other’s organizations, and evaluation. All national
partners increased their understanding of community-based projects and community
organizing, and recognized the added value of a community-driven approach to genetics
education.
Partnerships among most community and national partners were strengthened,
while other relationships did not develop into full partnerships. Interviews with
participants revealed the perception that the communities developed a stronger
connection to HRSA because of the GENE Project. For example, the project officer
was a speaker at the MI GENE Project
town hall meetings and Dr. Michelle
As one national organization
Puryear, the Chief of the Genetic Services
representative noted: “It is so important
Branch at HRSA, was invited to speak at
for us [as an organization] to be involved
at the community level, rather than
the Michigan Summit on Genomics and
dictating from the national office.”
Public Health, in part as a result of her
relationship with the Michigan GENE
Project. The relationship between the March of Dimes national office and Washington
Heights/Inwood was strengthened through geographic proximity and the openness of
the community to technical assistance.
Some of the organizations involved in the GENE Project experienced organizational
change or increased capacity to conduct community-based participatory research. There
is evidence to suggest that the National MOD office increased its commitment to
genetics, and is very interested in pursuing how research can be translated into
community action. The organization has also applied for and received further HRSA
funding in genetics education, partnering with WH/I and several other communities,
and they have made genetics part of its campaign to prevent premature births.
The WH/I GENE project, via the technical assistance provided by Aida Giachello and
MOD, significantly increased the capacity of the
One community leader
Dominican Women’s Development Center, particularly
stated, “GENE has
in the areas of fiscal management, leadership, and ability
increased our capacity
to develop new
to conduct research. The Center had never conducted
relationships from a
research before, and is now more respected by
position of strength and
a sense of dignity.”
academics in the local community. Due to the
experience of being involved with a national project and
forming relationships with a federal funder and other national organizations, the
executive director of the Dominican Women’s Development Center felt more confident
in dealing with major institutions.
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Genetics issues important to two communities were brought to the surface
through community-based engagement and research. In Michigan, the AfricanAmerican community participants expressed an enduring mistrust of governmentsponsored research, which will have to be considered as educational materials are
developed. In WH/I as well as in Michigan, the need for very basic genetics education
emerged from needs assessment findings and prompted the WH/I GENE coalition to
have genetics professionals conduct basic workshops on the subject.
To date, neither community has had an impact on the state genetics agenda, but
in Michigan, the state recognized the importance of communities. Neither
community, despite assistance from HRSA and MOD, was successful in engaging and
securing the participation of their state Title V agency. Michigan was fortunate to have
evaluation consultant Rosalyn Beene-Harris on its CAB, who was also involved with the
state genetics department and developing the state’s genetics plan. Through this
connection, the GENE Project was able to adapt the state’s needs assessment survey for
use in Flint/Lansing. The state genetics department also participated in their town hall
meetings. The Michigan Department of Community Health invited the Michigan
GENE Project to present at its 2005 Summit on Genomics and Public Health. At that
summit, the Michigan GENE Project received the Director’s Award for increasing
genetic literacy in Michigan through community-based organizations.
The demographic differences between the two communities made for different
approaches to the work, although both relied on ties with community-based
organizations. For the WH/I GENE project, which operated in a densely populated
urban setting with an immigrant population, a one-time survey and focus groups
conducted via member organizations was likely the best approach to obtaining a baseline
assessment of the genetics knowledge and educational needs in the community. In two
longstanding African-American communities in Michigan, repeated sessions of focus
groups and dialogue sessions with the same participants recruited from member
organizations enabled trust to develop in order to obtain in-depth information on
concerns affecting African-Americans, especially around health research. This kind of
information might not have been collected with a one-time interview/survey.

Results from Michigan’s Local Evaluation
Michigan’s local evaluation31 focused on the experience of completing the primary
deliverables for the March of Dimes. The local evaluation is notable for the detail it
provides on the time and resources necessary to accomplish the goals of the Michigan
31Beene-Harris,

B.

R. (2005). GENE Project – Michigan—Evaluation: A Report of Deliverables—Appendix
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GENE Project. Two rounds of surveys were administered to CAB members, in July
2004 (6 completed surveys out of 9 members) and February 2005 (6 completed surveys
of 9 members).
The Michigan GENE Project CAB surveys were designed to elicit partners’ opinions about:
(1) partnership development,
(2) time spent on GENE activities,
(3) dialogue participant recruitment strategies,
(4) decision making,
(5) group cohesiveness, and
(6) level of engagement.
The survey instruments were developed in collaboration with the CAB members. In
addition, the local evaluator conducted a participant evaluation of the town hall meetings
(70 completed evaluation forms).

Partnership development: Most respondents stated that they were involved with the
national GENE Project because of the opportunity to partner with local and national
organizations in genetic education activities that would include the African-American (in
Michigan) and Latino communities (in WH/I). Some also noted that they were drawn
by the opportunity to develop student programs to emphasize careers in genetics. All
respondents expressed their dedication to community-based research within the AfricanAmerican community. At the local level, “Developing an understanding of how other
African-Americans in different settings address social and political issues such as
genetics” was a reported benefit.
Assessment of time spent on GENE Project activities: The time CAB members
spent on planning, implementation, and report writing far exceeded what they expected
to spend on the project.
Decision making: Respondents agreed that CAB decisions were generally made by
consensus, but at times the group made decisions with insufficient information, which
then had to be revisited.
Group cohesiveness: Despite changes in leadership of the Michigan GENE Project,
CAB members reported that they remained involved due to trust in the partnerships and
prior individual and community relationships.
Dialogue participant recruitment strategies: Michigan CAB members used a variety
of strategies to recruit participants for focus groups, dialogue sessions, and town hall
meetings. Recruitment typically began four weeks prior to the session, and the CAB
member usually engaged several other volunteers in the effort. Specific strategies
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included websites, radio, letters of invitation, word of mouth, flyers, newsletters, and
presentations. Data were not collected on which strategies were most effective.
Participant evaluation of town hall meetings: Most of the participants responding to
the evaluation questionnaire were very satisfied with the way the meetings were
conducted, felt that the meeting represented their issues concerning genetics, became
more interested in genetics as a result of the GENE project, and would participate in a
future genetics education project. Some respondents suggested that more youth, and
more people in general, be involved, and that the final results be presented to them.
The primary lessons learned by participants were that expectations must be clearly
spelled out early in the partnership development process. In addition, such a complex
project requires adequate personnel, detailed record keeping, and stable participation.
The local evaluator recommended that in working with CABs, each organization’s
capacity to sustain themselves throughout the process should be assessed, and that there
must be clear expectations of the partners to better utilize their time.
Regarding all of the information garnered by the GENE Project, CAB members felt that
their organizations might utilize the information to apply for future funding for projects
related to genetics, community-based participatory action research, health disparities,
and/or other health issues.

Results from the Washington Heights/Inwood Local Evaluation
The local evaluation of the WH/I GENE Project focused primarily on the
implementation and effectiveness of the coalition.32 The goals and methods of the
evaluation are presented in Exhibit 8.
Effectiveness of the coalition: In less than two years, the WH/I Coalition became a
cohesive working group that accomplished a great deal. The coalition hired a very
effective program coordinator who was able to complete many tasks on a timely basis.
In addition, coalition members accrued personal benefits as a result of participation in
the coalition, including increased capacity to address interpersonal conflict, increased
knowledge and awareness of genetics education needs, and enhanced understanding of
community-based organizations. The coalition was able to raise awareness of genetics,
was democratic and inclusive, and one member noted that the needs assessment process
itself was empowering for the community. However, the coalition struggled with

32Sánchez,

J. [2005] The Local Evaluation Report of the Washington Heights/Inwood GENE Coalition—
Appendix B.
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Exhibit 8
WH/I GENE Project Local Evaluation Goals and Methods
Goal

Methods

To evaluate the WH/I GENE coalition as an
entity, and its effectiveness in achieving
project goals

Coalition Effectiveness Survey

To evaluate the coalition’s efforts to
assess/address the genetics education needs
in WH/I

Coalition Effectiveness Survey

To assess coalition efforts to increase access
to genetic services

Baseline data on healthcare providers’
perceptions of need from focus group

To increase awareness about the GENE
coalition and its objectives

WH/I Consumer Genetics Education Survey

WH/I Consumers’ Genetics Education Survey

Focus groups
Review of attendance and project records
Educational workshop Evaluation Feedback
Form

obtaining a balance between infrastructure building (e.g. development of committees,
by-laws) and project activities. The emphasis on infrastructure building lessened the
interest of some members in the project. Members also expressed ideas as to how the
coalition could better share data with the community, enhance cultural sensitivity,
increase staff capacity to reduce dependence on committees for task completion, and
better plan for events such as the press conference.
Efforts to assess genetics education needs: The local evaluation concluded that the
coalition succeeded in its efforts to gain insight into the genetics and general health
needs of Washington Heights/Inwood. Moreover, the project was able to use
information gleaned from the community to design basic genetics education workshops
that were well received. This conclusion was corroborated by interviews conducted by
the national evaluators. Coalition members recommended that the coalition do more in
terms of genetic education as well as the need to use multiple methods to accommodate
various learning styles. All educational sessions, they suggested, should be available in
Spanish and in English.
Efforts to increase access to genetic services: The Coalition worked towards
developing a Community Resource Guide that will be distributed among consumers to
increase their awareness of and access to genetic services available in the community. In
addition, with the insight the coalition gained about genetic services available at

Abt Associates Inc.

Community Projects

55

Columbia University and Presbyterian Hospital, it is in a better position to make
referrals to individuals and families who might need these services.
Efforts to increase awareness about the coalition and its objectives: A press
conference was selected as the modality for presenting findings from the needs/assets
assessment (Michigan chose a town hall format). The coalition member survey revealed
divergent views on its success, given the intense level of effort involved with its
implementation. Positive outcomes that were mentioned included the compilation of a
preliminary final report in preparation for the event that was used for ongoing project
planning. The press conference also helped the coalition focus its ongoing efforts, and
gave more visibility to the coalition. However, even though there was good community
attendance and the press was contacted, there was no press presence and no articles
appeared in any of the local newspapers. There was some feeling expressed that there
may have been more suitable ways to bring the needs assessment findings to the
community.
The local evaluation raised the question of whether or not the coalition model, which
was very challenging to implement, was the optimal method for engaging the
community in genetics education, and suggests that alternative models (e.g. lead agency
with allied organizations) may be considered in the future.

Summary of Local Evaluations
The local evaluations provided additional detail on the processes and outcomes of the
GENE project in each of the communities and concluded that the communities were
successful in (1) engaging community
The local evaluations provided additional
members in genetics education needs
detail on the processes and outcomes of the
assessment processes, (2) developing
GENE project in each of the communities
and concluded that the communities were
models for communicating findings to
successful in:
the community, and (3) developing
(1) Engaging community members in
action plans that included ideas and
genetics education needs assessment
models for genetics education that were
processes,
responsive to the knowledge level of the
(2) Developing models for communicating
communities and that were culturally
findings to the community, and
and linguistically relevant. Both of the
(3) Developing action plans that included
ideas and models for genetics
local evaluations emphasized the
education that are responsive to the
challenges associated with how best to
knowledge level of the communities and
develop a CAB/coalition and involve
that are culturally and linguistically
relevant.
members in project activities. Because
this was such a prominent theme, it begs
Abt Associates Inc.

Community Projects

56

the question as to whether or not a project of relatively small size and short duration
such as the GENE Project should attempt to develop a coalition de novo. A more
realistic use of resources might entail linking to an already existing health initiative, or
becoming a committee of a larger planning group. The advantages of starting a new
coalition include autonomy in deciding the direction of the project, and the ability to
trademark the project as an independent entity. The disadvantages are expressed in
detail in the local evaluation reports. Future initiatives in genetics education should
consider the time it takes to create and maintain a coalition, whether the coalition is the
most efficient mechanism to involve community representatives in project
implementation, and determine whether or not the size of the grant can support the
work necessary to keep a CAB or coalition functioning properly.

4.7

Relationship Building with National Organizations

Extent to which Partnerships Developed
One of the most significant accomplishments of the GENE Project was that
several national and community organizations developed new partnerships.
Several collaborative efforts outside the GENE Project were initiated as a result of these
partnerships such as Project Connect, a HRSA-funded cooperative agreement with the
Genetic Alliance that also focused on outreach and genetics education for underserved
and under-represented communities. Project Connect engaged interested organizations
in a network intended to facilitate the sharing of information, resources, and strategies.
The national and community partners contributed to the success of Project Connect in
2004 by helping the Genetic Alliance develop a workshop on outreach and identify
appropriate individuals from underserved and under-represented communities to attend
the Genetic Alliance’s annual conference (one objective of Project Connect). Some of
the attendees eventually joined the Project Connect network.
The degree to which partnerships developed between the communities and each
of the national organizations depended on the needs of the community,
geographic distance, the services and skills the representatives of the national
organizations could provide (and their appropriateness to that community), and
the level of trust among the people involved. At times, the fit between the
community and the national organization facilitated partnership, as was the case between
Family Voices and WH/I during the early stages of the project and Genetic Alliance and
both communities. The national Genetic Alliance representative created relationships
with both communities by using different strategies for each. In WH/I, the national
Genetic Alliance representative attended coalition meetings with MOD and HRSA from
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the beginning, and gave presentations on genetics at coalition meetings at their request.
This knowledge provided a critical orientation to coalition members, almost all of whom
had no prior knowledge about genetics. As a result, coalition members better
understood the importance of the project and were more effective and committed to
implementing the needs/assets assessment.
In the case of the Michigan project, which had a Community Advisory Board that was
not open to new members, the Genetic Alliance representative was not actively involved
until after several in-person GENE meetings during which they began to form a
relationship and trust. The Genetic Alliance representatives then visited the community
at the invitation of the Michigan GENE Project staff/CAB. This was the beginning of
one of the most successful collaborations emerging from the GENE Project.
In WH/I, Family Voices had a representative from a neighboring community participate
in the coalition and even provided critical feedback on making the needs/assessment
survey questions more sensitive to families with children with special needs. However,
ultimately this representative moved out of the area and no other suitable representative
was available. In Michigan, Family Voices identified an appropriate representative, but
their participation never fully developed, which might have been more relevant at the
educational materials development stage. At this stage, Family Voices could ensure that
the perspective of families was incorporated into any materials that were created, and to
engage families in the product development process.

Partnership Challenges and Strategies to Overcome Them
When the relationship between the community and the national organizations developed
into a working partnership, results were achieved that enhanced the quality and
effectiveness of the work in the communities; nonetheless, the partnership development
process involved a number of challenges, described below.
Early in the process, national and community partners were uncertain as to how
and for what reasons to form relationships with each other. MOD and the local
Family Voices affiliate were able to attend coalition meetings in WH/I because of the
geographic proximity.33 And Genetic Alliance committed the resources to allow their
representative to travel from their Washington D.C. office each month to WH/I. This
in-person presence at monthly meetings facilitated relationship building and enabled
national partner representatives to hear what type of technical assistance or resources
the WH/I coalition might need. However, coalition members acknowledged that they
did not initially know what they needed, or were reluctant to reveal their needs. Once
33

The National MOD office is located in White Plains, New York, about 1 hour from WH/I by car or train.
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trust was established, community stakeholders were more able to acknowledge their
concerns and needs. National partners were then able to provide expertise in content
and organizational development. For example, national organizations and consultants
provided genetics education, training in community-based participatory research and
evaluation, assistance with contracting, and facilitation of abstract development for joint
conference presentations.
While national partners and the WH/I community were able to overcome this challenge,
Michigan had fewer opportunities to meet in person with national partners although
efforts were made. Geographic distance, mistrust, a closed CAB, and a reluctance to
share concerns with outside organizations and individuals made it difficult for the
Michigan CAB to learn about and
Strategies to build partnerships between
benefit from the expertise offered by
national and community-based
national organizations until much later
organizations:
in the project’s development. Early in(1) Involve national organizations that have
person meetings, had they been
appropriate staff and infrastructure to
have a representative work with
specified in HRSA or MOD guidance to
communities
all partners, may have helped Michigan
(2) Build trust by having a consistent
overcome the geographic and relational
national organization presence at
barriers to collaboration. (The guidance
community meetings
for the project called for one annual face
(3) Ensure communities are aware of the
to face meeting , however all felt more
resources and technical assistance
national organizations can provide
face-to-face meetings would have
relevant to the needs of the local
benefited all partners.) When mistrust
initiative
was overcome, as in the case of Genetic
Alliance, the benefits were tangible.
Ultimately, WH/I made optimal use of national expertise available to them through
project partners and consultants, including consultant Aida Giachello, which resulted in
a more educated coalition, a sophisticated needs/assets assessment process, a wellfunctioning coalition, and a strong evaluation. While WH/I developed no ties with the
city or state Health Department, Michigan had a direct link to state Title V and the
genetics department via the community evaluation consultant, Rosalyn Beene-Harris,
which has resulted in several dissemination opportunities. Toward the end of the
funding period, Michigan enlisted technical assistance from Dr. Giachello and Abt
Associates to help analyze the qualitative data from their needs/assets assessment.
Development of partnerships between communities and national partners
required more resources than was anticipated primarily due to the necessity of
in-person visits to form relationships. Genetic Alliance overcame mistrust in both
communities by making in-person visits. These trips, to both New York (every month)
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and Michigan (for key events), were not originally anticipated and contributed to the
decision by the Genetic Alliance to focus solely on the community projects by the end
of the funding cycle. The Genetic Alliance also reached out to Michigan during a
GENE project meeting in order to collectively determine a project to work on together.
This meeting resulted in collaboration between Genetic Alliance and Michigan that
benefited both the GENE Project as well as HRSA’s other cooperative agreement,
Project Connect. Genetic Alliance and MOD provided scholarships to enable several
members of each of the communities to attend the conference.34 A CAB member from
the Michigan GENE Project and Genetic Alliance also jointly developed a workshop on
outreach/advocacy in underserved and under-represented communities for the annual
Genetic Alliance conference. This type of workshop helped make their conference
more interesting and accessible to communities so that communities would learn
something relevant and useful. In this case, both the community and the national
organization benefited from the collaboration.
For March of Dimes, Family Voices and Genetic Alliance, using local
representatives was, overall, challenging to arrange and difficult to sustain over
time. Each national partner was able to provide representatives at the community level
in at least one of the two communities, but encountered several challenges in either
identifying or sustaining the active involvement of the representative. For Family
Voices, local representatives were volunteers, not all of whom could represent the
national organization due to lack of familiarity with the organization and its resources.
When its New York representative left the organization, Family Voices was unable to
find a suitable replacement for the WH/I project. In Michigan, the CAB chose to
include the perspectives of families (as required by the cooperative agreement) through
pre-existing relationships with community-based organizations and schools rather than
through a national organization. Genetic Alliance, as an advocacy network of
organizations, organized around specific genetic conditions, was not suited to provide
local liaisons who would bring the broad perspective necessary to partner with the
communities. As a result, the national Genetic Alliance representative became the
liaison to each community, which in the end turned out to be the optimal arrangement.
Communities were clear that when they spoke to the Genetic Alliance representative,
they had direct access to the national organization.
Although MOD had a nationwide network of local chapters and HRSA had envisioned
them using their chapter system to develop local relationships, the Michigan MOD
chapter had undergone retrenchment and the Michigan project maintained a closed
For more information about Project Connect and the results of interviews with scholarship recipients, go
to:
www.geneticalliance.org/ws_display.asp?filter=%7B5AC9C734%2D7123%2D4821%2D8A6F%2D6756C9
6121E0%7D
34
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CAB requiring an invitation for participation in their meetings, so a local relationship did
not develop in Michigan. The Manhattan MOD chapter had a change in representatives
during the lifetime of the community project, although the second representative was
involved in the WH/I project. WH/I already had a strong relationship with individuals
in the national office, which probably made it less urgent to develop a local partnership,
although the local chapter had more knowledge than the MOD office about local
resources available to WH/I such as community grants and local genetics professionals,
and the ability to participate in outreach events.
National organizations and communities themselves need to carefully consider
the level of commitment required by initiatives such as the GENE Project,
including the infrastructure and resources needed for successful and long-term
partnering. These experiences of GENE Project partners suggest that other initiatives
that attempt to forge partnerships between national and community organizations need
to consider the capacity of the national organizations at the local level to provide the
time, expertise and culturally appropriate representatives necessary to work effectively
with community coalitions. The manner by which communities want to be engaged
must also be considered. In this case, the national organizations faced many challenges
and may have been more effective had the project been designed to ensure that the
national organizations made direct and sustainable linkages to the communities.
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5.

Development of National Partnerships

One of the primary goals of the GENE Project was to strengthen and expand
partnerships between the national organizations involved in the GENE Project—the
Health Resources and Services Administration (HRSA), the National March of Dimes
Foundation (MOD), the Genetic Alliance, and Family Voices. This chapter describes
the rationale and objectives for these partnerships, and outcomes related to these
partnerships, both positive and negative, are discussed. The chapter then describes
critical success factors, challenges and the lessons learned.

5.1. Rationale
Part of HRSA’s vision for the project included exploring and establishing national and
local partnerships. The effective partnering of national organizations that possessed
networks of local representatives was seen as an efficient way to leverage limited
resources, meet the public’s needs, and help all the partners gain knowledge and
experience in outreach to underserved and under-represented communities. HRSA
recognized that each partner brought different strengths and resources to the project, so
believed that the project would be able to produce more effective and culturally/
linguistically appropriate educational strategies for underserved and under-represented
populations. This project provided the opportunity for four national organizations
(Family Voices, Genetic Alliance,
MOD, and HRSA) to form
Objectives of National Partnerships
relationships, gain experience in
(1) Engage key partners participating in the
effective collaboration, and identify
GENE Project.
strategies for effective local outreach
(2) Strengthen collaboration and
and education.
cohesiveness of GENE partners.

(3) Enhance national/state/local partnerships
for community projects.

5.2. Goals and
Objectives for National
Partnerships

(4) Increase partners’ knowledge of each
others’ organizations, cultures, activities,
and local contacts.
(5) Maximize human and material resources of
state/local affiliates.

The first major goal of the GENE
Project was “to strengthen and expand existing partnerships between the four national
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partners to develop, sustain and replicate a model of genetics education with and for
populations who are underserved and under-represented.” Five-year objectives related
to this goal, as stated in the logic model (see Appendix A) are shown in the box.
The long-term objective of national partnerships was to increase appropriate crossorganization referrals of families, providers, and communities. The next section
discusses the extent to which these objectives were achieved.

5.3. Outcomes of National Partnerships
National partnerships resulted in several outcomes related to the above objectives.
One of the most significant accomplishments of the GENE Project was the
development of new partnerships for all of the participating national
organizations. The GENE Project was the first initiative that involved a partnership
between MOD and HRSA and among MOD, Family Voices, and the Genetic Alliance
(HRSA, Genetic Alliance, and Family Voices had previously worked together). Because
new relationships had to be built, these national partnerships required significant effort
during the first few years of the GENE Project. Roles and responsibilities were defined
via Memoranda of Understanding (MOUs) between MOD and Family Voices and
MOD and Genetic Alliance; regular conference calls and in-person meetings were held,
and later, a “Partnership Agreement” was developed (see Appendix J). While all
national partners were committed to the mission and goals of the GENE Project, their
levels of involvement in the project and levels of interaction with each other varied. For
example, while MOD communicated frequently with the other three national partners,
the other national partners did not necessarily communicate with each other about the
GENE Project except during their joint conference calls with MOD and during the
three in-person meetings each year.
Through the GENE Project, the national partners became more familiar with
each other’s organizations and their missions, resources, and infrastructures (see
below). National partners shared information about their organizations through
presentations at in-person meetings, attendance at each other’s conferences, distributing
print materials and websites, the project listserv, and teleconference discussions.

Abt Associates Inc.

Development of National Partnerships

63

Organization

Mission

Infrastructure

HRSA/Genetic
Services Branch

To facilitate the early
identification of children with
genetic conditions and to
increase public and
professional knowledge of how
genetic diseases affect health
in order to create more
responsive systems of care.

National, regional, state
offices, Title V agencies

March of Dimes

To improve the health of
babies by preventing birth
defects, premature births and
infant mortality; Commitment to
consumer education and
genetics.

National office and state
chapters

Genetic Alliance

To promote healthy lives by
working to speed the
translation of genetic advances
into quality and affordable
health care, public awareness
and consumer-centered public
policies.

International coalition of
individuals with genetic
conditions

Family Voices

To advocate for health care
services that are familycentered, community-based,
comprehensive, coordinated,
and culturally competent for all
children and youth with special
health care needs.

National grassroots
network of families and
friends

Several collaborative efforts were initiated or enhanced as a result of the GENE
Project. Toward the end of the project, partners began to collaborate with each other
on other initiatives outside the GENE Project, such as Project Connect (see Chapter 4).
Other examples of increased collaboration include discussions between MOD and the
Genetic Alliance about pursuing potential joint funding opportunities and providing
letters of support for each other’s grant applications.
National partner representatives felt that their organizations had undergone
positive change as a result of participation in the GENE Project. Partners felt they
had become more knowledgeable about community-based approaches in general, as well
as the genetic education needs of underserved and under-represented communities and
how best to reach and serve them. They had hoped to learn these things from their
participation in the project, since they recognized that they had had limited success
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reaching underserved and under-represented communities in the past. MOD’s
enthusiasm and commitment to the mission of the project generated a similar
commitment for providing genetics education to diverse populations from their national
partners. By the end of the project, the national partners had begun to disseminate
information about the project to their local affiliates via listservs and annual conference
presentations to help ensure replication of the project.
There is some anecdotal evidence that national partners had increased cross-referrals of
families, but it is unknown how many referrals actually occurred. Partners provided
some anecdotal evidence that they increased the number of families they have referred
appropriately to each other. This would need to be confirmed through a more extensive
data collection effort as part of a more long-term evaluation.
Despite the many challenges with the cooperative agreement (noted below),
partners acknowledged the benefits of a cooperative agreement with the Genetic
Services Branch in HRSA. They expressed appreciation for being able to work more
closely with government representatives, which increased their understanding of the
Genetic Services Branch and HRSA and the resources they offered. In addition, the
project improved their perceptions of HRSA as an accessible agency.

5.4. Critical Success Factors
Based on the project evaluation, the following are factors that were critical to the success
of national partnerships:
Having a shared commitment to the mission of the project—to improve genetics
education for underserved and under-represented communities. Despite
differences in organizational cultures and structure, and despite underestimating the level
of resources required, national organizations remained involved in the project because of
their deep commitment to the project’s mission.
Documentation of roles and expectations, and updating them in response to
changes in project requirements. Lack of clarity regarding the roles of national
partners was a significant barrier to partnership development during the first few years
of the project. However, several efforts helped to clarify partners’ roles. Narrowing the
goals and objectives during Year 2 led to significant improvements in the Memorandum
of Understanding (MOU) development process between MOD and the other partners
and also to improvements in the national partnerships. These MOUs clarified roles,
responsibilities, and expectations, and were updated each year. In Year 3, HRSA and
MOD drafted a document entitled “GENE Project Yesterday and Today” in response
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to national and community partner requests for clarification about the original intent
and history of the cooperative agreement, roles, and expectations of partners. This
document was shared with partners who eventually participated in a more focused effort
to make roles more transparent among all partners—the Partnership Agreement. MOD
used the partnership document as a guide to the roles of the partners and the
communication processes, but it is unclear how often any partner referred to this
document. After the partnership agreement was finalized, partners said they had a
better understanding of their roles and MOD/HRSA expectations, although both
Family Voices and the Genetic Alliance were still unclear about their relationships to
each other within the scope of the project. Partners felt that, for the most part, it was a
worthwhile exercise because it affirmed on paper many issues that were discussed.
However, they felt it would have been more effective if it had been done earlier in the
project, and if it had not taken more than six months to finalize.
Regular communication, especially through in-person meetings. Communication
was one of the primary mechanisms used to develop relationships that enabled
partnerships. In-person contact via GENE project meetings and professional
conferences was the most effective strategy to build these relationships, but it required a
lot of resources, so MOD was able to host only three meetings per year.
Respect and trust. Family Voices and the Genetic Alliance stressed the importance of
being treated with respect and as equal partners as representatives of families. These
organizations had had negative experiences with other collaborations, which they
contrasted with their treatment as
partners in the GENE Project.
Challenges to National Partnership
They felt their participation in the
Development
GENE project was valued, rather
(1) Lack of experience with cooperative
than viewed as just token
agreements, contracts and the
participatory approach
representation.

5.5. Challenges

(2) Imperfect fit between the needs of
community projects and the resources
and infrastructure of national
organizations chosen before the GENE
project had a community focus
(3) Roles that remained unclear to national
partners

Although the GENE Project
(4) Changes in project leadership and
ultimately was successful in
representatives
forming partnerships among the
national organizations,
representatives described several challenges primarily due to lack of experience with
cooperative agreements, the participatory approach, and staff turnover.
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The contract vehicle for the project, the cooperative agreement, presented several
challenges for HRSA and MOD in the management of the project. Partners
acknowledged that cooperative agreements have the potential for effective partnering,
more engagement, and collaborative working arrangements. However, because both
HRSA and MOD staff had never before worked on a project under a cooperative
agreement, they were unclear about their respective roles regarding decision-making.
The lack of clarity in the roles of HRSA and MOD in the cooperative agreement often
affected other partners, who expected more guidance from HRSA in explaining the
vision and expectations for the project or wondered who had ultimate decision-making
authority. The lack of clarity regarding the participatory approach used in the project
contributed to strain between partners’ expectations in wanting more guidance from
HRSA, and HRSA’s expectations in wanting partners (especially community partners),
to take a larger leading role in the project. MOD and HRSA, through ongoing
communication, learned HRSA’s expectations and to work with one another and were
able to successfully accommodate several changes in the principal investigator at the
MOD. Each principal investigator had a unique vision for the project, communication
processes, and work styles.
Another challenge related to the cooperative agreement was the steep learning
curve for MOD in developing contracts with national and community partners.
MOD typically did not undertake government grants or cooperative agreements unless
the issue was particularly salient to their mission. As a result of this lack of experience,
MOUs and contracts were significantly delayed, leaving partners operating for several
months without final contracts and MOUs. Repeated delays precipitated frustration and
created a barrier to creating effective working relationships. Ultimately, MOD learned
how to develop and administer contracts, and they now feel better equipped at the
corporate level to do so.
Partnerships between MOD, Family Voices, and Genetic Alliance were created
artificially. Rather than choosing each other, they were selected by HRSA for
MOD. MOD included Family Voices and the Genetic Alliance as partners in the
project at the suggestion of HRSA. HRSA recommended these partners in particular
because of HRSA’s prior relationship with each of them (HRSA had provided the initial
funding to start both groups, and believed that each partner brought unique strengths to
the table that were needed for the successful implementation of the GENE Project).
Because the partners had no prior relationship with each other, they had to expend
significant effort learning about each other, and then had to overcome significant
differences in terminology, organizational focus, and structure in order to function
effectively as a group. Moreover, partners were suggested based on the original broad
scope of the project. Once the goals/objectives were more focused and included the
community projects, Family Voices and the Genetic Alliance may not have been the
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most appropriate partners given the community projects’ needs for local representation
of a national organization, which the partners struggled to accommodate (see Chapter
4). The choice of partners should have been reconsidered once the needs of the project
were refined.
National partner roles remained relatively ambiguous and undefined over the
GENE Project’s five-year grant period. By design, HRSA wanted to include national
organizations in the GENE project that would allow them, MOD and the partnering
communities to tap into existing infrastructures of national networks and resources (as
well as ensure the “family voice” was included). While the idea of having organizations
representing vast consumer and advocate networks made sense from a strategic
standpoint, the roles that Family Voices and Genetic Alliance would play in the GENE
Project were unclear. Moreover, community partners, in particular, had no prior
relationships with either organization and needed time to learn about and build trust
with the national partners (see Chapter 4).
Changes in nongovernmental organizations’ project leadership and
representatives resulted in setbacks to partnership development, and may have
been one reason why partners needed frequent clarification of their roles and
responsibilities. Representatives of each of the three national partners changed three
times during the lifetime of the project, due to both staff turnover and decisions about
who would represent the organization. The partnership agreement attempted to help
address this problem, but it would have been more effective if it had been drafted and
finalized at the beginning of the project. Transitions when representatives changed were
smoother if the representatives’ employment at the organization overlapped, if the
outgoing representative provided an orientation to the new representative by sharing
project documents, and if the outgoing representative introduced the new representative
to others at least via conference call. To ensure minimal disruption due to changes in
representatives, partners also suggested that it must be clear to the organizations that
MOUs are between organizations rather than individuals within the organizations.
The complexity of the participatory approach and the resources required were
underestimated. Toward the end of the project, when the communities were finally
ready to partner with the national organizations, Family Voices and the Genetic Alliance
had to choose between focusing on developing relationships with the community or
with each other. They noted that the amount of work expected of them for partnership
development far exceeded the amount of time allowed in their respective budgets.
Family Voices and the Genetic Alliance were still firmly committed to the project, but
they both informed HRSA and MOD of the need to reduce their roles to make their
level of effort more congruous with the amount of funding they were given. They
regretted not being able to fully participate in the project, especially when the project
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needs at both the national and community level were peaking. The Genetic Alliance, for
example, expended a lot of their budget for their representative to travel from
Washington, DC, to New York to attend the monthly coalition meetings in WH/I.
National partners had difficulty meeting all of these requirements during Year 4, so they
reduced their roles in Year 5.
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6.

Reflections on Project Infrastructure
and Partnerships

6.1

Introduction

The ways in which complex initiatives like the National GENE Project (which featured
multiple layers of partnership networks) are organized is of paramount importance as
organizational structure and partner relationships greatly influence individual partner
roles, network dynamics, communication and, quite naturally, potential program
outcomes. Although MOD had drafted an infrastructure diagram when the community
projects first began, the project partners had never discussed and agreed upon a diagram
to depict the structure of the project in its entirety. At the final GENE Project meeting,
Abt Associates staff facilitated an exercise that called for HRSA, MOD, national
partners, and community representatives to create a graphic representation of their
partnership structure. During the exercise, meeting participants first created a relational
map that depicted the relational links between the major GENE Project partners.
Specifically, Abt staff asked the group to point out and describe features associated with
partnership structure that either supported or frustrated the project’s goals. The
resulting relational diagram represents participants’ assessments of the status of
partnerships at the end of the project. Such an exercise would have produced a different
picture at the outset of the project.
The relational maps for the national project, for the Michigan GENE Project, and for
the WH/I GENE project, are presented in Exhibits 9–11. In the sub-sections that
follow, we will provide a descriptive interpretation of the relational maps that
participants developed. We then analyze the relational structure depicted in each to
better understand the ways in which project organization—at national and local levels—
supported and/or frustrated the achievement of the goals of the GENE Project.

6.2

National Project

Before delving into an analysis of the relationships at the meta-partnership and
community levels, it is first necessary to simply understand what the diagrams convey.
Exhibit 9 depicts a structure in which the core relationships defining the GENE Project
exist between HRSA and the March of Dimes National Office (which serve as the
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Exhibit 9

GENE Project Infrastructure

HRSA
HRSA
March
Marchof
ofDimes
Dimes

Project
ProjectConsultants
Consultants
Abt Associates
Abt Associates

Dr. Aida Giachello
Dr. Aida Giachello

National Office
National Office

Community
Community
Washington
WashingtonHeights/
Heights/
Inwood,
Inwood,NY
NY

Advisory
Advisory
Committee
Committee

National
NationalPartners
Partners

Flint/Lansing,
Flint/Lansing,MI
MI

Family
FamilyVoices
Voices

Genetic
GeneticAlliance
Alliance

Local
LocalConsultants
Consultants
Local
LocalEvaluator
Evaluator

Technical
TechnicalAssistance
Assistance

funding and administrative agencies respectively), the Washington Heights/Inwood, NY
and Flint/Lansing, MI community coalition/community advisory board and the national
partner organizations (Family Voices and Genetic Alliance). By design, the national
GENE Project was a collaborative effort. Additionally, the bi-directional arrows that
connect the core partners in Exhibit 9 would seem to indicate relatively free-flowing,
two-way communication between the partners.
On the periphery of the three-way core relationship between HRSA/MOD, the national
partners and the New York and Michigan communities were a collection of advisors and
consultants who provided services and/or support to one or more of the core partners.
In the relational map, the Advisory Committee was only linked with HRSA/MOD
because of its minimal role in the project as a result of the change in the project focus.
As indicated in Exhibit 9, project consultants such as Abt Associates and Aida Giachello
provided direct support to HRSA, March of Dimes, and the community partners.
Similarly, the Washington Heights/Inwood Coalition and the Flint/Lansing Community
Advisory Board employed consultants to serve as local evaluators and technical
assistants. The relational map would suggest that input and assistance from project and
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local consultants benefited all of the core partners (HRSA/MOD, national partners and
community partners) by virtue of their collaborative relationships.
HRSA and MOD did achieve a highly collaborative relationship, in which they shared a
great deal of the responsibility for determining project vision, project planning and
administration. While this might represent the relationship in which collaboration was
most successfully achieved, the relationship still possessed hierarchical elements as
MOD applied for the grant that was HRSA’s inception and initially attempted to bring
forth a vision that met HRSA’s requirements. Later, as partners, the revised vision for
the project was formulated. Other national partners (Family Voices and Genetic
Alliance) served as and provided invaluable resources to the GENE Project partners,
particularly Genetic Alliance, which formed more direct relationships with the
community partners.

6.3

The Michigan GENE Project

Exhibit 10 depicts the organization of the Michigan GENE Project. The Michigan
organizational diagram depicts two overlapping structures, one that is hierarchical and
administrative and another that is relatively flat and deliberative to facilitate multipartner planning. The Michigan GENE Project was directed by a Michigan State
University-based principal investigator who had primary responsibility for organizing the
GENE Project participants, coordinating work planning, GENE Project
communication, and managing project implementation. According to Exhibit 10, the
principal investigator directly supervised and managed:
•

Local GENE Project staff (the Project Manager was responsible for
managerial and administrative support);

•

A consultant who was hired to serve as the local evaluator and facilitator for
community focus groups and dialogues; and

•

Liaisons in the Flint and Lansing communities who supported participating
GENE Project organizations in their efforts to recruit community members
to participate in needs/assets assessment activities.

The principal investigator was also responsible for delegating administrative and
implementation tasks to organizations participating in the GENE Project.
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Exhibit 10

Michigan GENE Project Infrastructure

Michigan
MichiganState
StateUniversity
University
Principal Investigator
Principal Investigator

Local
Local
Evaluator/Facilitator
Evaluator/Facilitator

Flint
Liaison

Project
ProjectStaff
Staff

Lansing
Liaison

Community Advisory Board

The second, “deliberative” dimension of the Michigan GENE Project organizational
chart is depicted by the border that encompasses all of the individuals and organizations.
This border indicates that all individuals and organizations in the organizational chart
were also members of the Community Advisory Board. Furthermore, the border
implies a flatter structure than the hierarchical administrative structure and, as such,
members of the CAB equally participated in GENE Project direction setting and
planning. Once the CAB set the direction and established a plan for project work, the
principal investigator administered and managed the project as described above.

6.4

The Washington Heights/Inwood, New York
Coalition

Exhibit 11 depicts the organization of the Washington Heights/Inwood (WH/I) GENE
Project which was, relative to the Michigan CAB structure, a more complex network of
relationships designed to facilitate efficient administration and management, inclusive
planning, and objective direction setting and governance. The WH/I GENE Project
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Exhibit 11

Washington Heights/Inwood
GENE Project Infrastructure
Dominican
DominicanWomen’s
Women’sDevelopment
DevelopmentCenter
Center(DWDC)
(DWDC)
Principal Investigator
Principal Investigator

Local
LocalEvaluator
Evaluator

Project
ProjectCoordinator
Coordinator

Technical
TechnicalAssistance
Assistance

Washington Heights/Inwood GENE Project Coalition
Local
March of Dimes
Chapter

DWDC

Other Community
Organizations

Executive
ExecutiveCommittee
Committee

Community
Awareness

Infrastructure

Education
& Training

Needs/Assets
Assessment

Evaluation

was administrated by the Dominican Women’s Development Center (DWDC) by a coconvenor who—with assistance from a Project Coordinator—organized, facilitated and
managed the activities of the WH/I GENE Project Coalition. The coalition, which was
comprised of representatives from the DWDC, national partner Genetic Alliance, a local
chapter of the March of Dimes and several other community organizations, had primary
responsibility for planning and implementing the project. In order to increase the
potential for sustaining the coalition, the coalition only allowed community-based
organizations to serve as committee chairs, which was not the case in the beginning
when the Genetic Alliance and Family Voices representatives led some subcommittees.
These national representatives filled a critical role during the early stage of the coalition’s
development.
An Executive Committee provided direction and governance for the WH/I GENE
Project, which was subdivided into smaller strategy/theme focused committees. The
Executive Committee and its subcommittees were largely responsible for governing
coalition activities and developing and carrying out specific work plans related to the
goals of the project.
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6.5

How the GENE Project Infrastructure Contributed
to Goal Achievement

To the credit of all participating stakeholders, much of what the GENE Project
set out to accomplish was, in fact, achieved in large part because of the way the
initiative was structured. As indicated by the descriptions above, GENE Project
stakeholders put a great deal of thought and energy into organizing national and
community-level partner networks in ways that would best position them to achieve the
overarching goals of the national GENE Project. Below we briefly discuss the
advantages associated with the organizational structure of the GENE Project.
Sponsoring and administrative organizations contributed invaluable resources
beyond grant funding. The GENE Project was impressively funded at total of
$3,500,000 over five years. Funds were dedicated almost solely to identifying and better
understanding communities’ comprehension of genetics related issues, their familiarity
with genetic services and their needs for genetics-related and public health information.
Beyond the grant funding and initial contract funding for the project evaluator that was
provided by HRSA, both HRSA and MOD contributed a substantial amount of staff
and in-kind resources to the GENE Project. Moreover, each organization brought the
wealth of their networks to bear on the project, ensuring that project partners had access
to experts in the fields of genetics, public health, and participatory evaluation; national,
state and local policy makers in health; and the latest research and information from
fields relevant to the project’s work.
National organizations lent invaluable resources and credibility to the GENE
Project. First it is important that two national institutions, HRSA and MOD, jointly led
the GENE Project. This partnership gave a sort of “instant credibility” to the GENE
Project and validated the efforts of community partners to conduct local needs
assessments and develop informational/educational agendas for residents in Washington
Heights/Inwood and Flint/Lansing. HRSA and MOD’s involvement communicated to
local stakeholders that the work of the GENE Project was, in fact, serious work that
had not only local, but national implications. Moreover, evidence suggests that the
involvement of HRSA and MOD compelled residents in the partner communities to
take their participation in the project seriously. In particular, residents participating in
the Flint and Lansing areas seemed eager to interact with and address the partnering
national institutions during a dissemination event, with the expectation that their
suggestions and concerns would be heard at the highest levels of government and acted
upon by a national non-profit organization.
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6.6

Challenges in Partner Development

While the GENE Project built structures that positioned them to create strong
partnerships, the evolution of relationships was hindered due to limited time as well as
limited experience operationalizing a participatory project. Following we discuss some
of the relational impediments that stakeholders identified over the course of the April 1,
2005 organizational mapping exercise.
The GENE Project struggled to clearly identify partner roles. Several factors have
been cited as possibly contributing to the struggle to solidify partner roles. First, it was
not clear what the selection criteria were for filling key partnership roles; as a result,
selected partners may not have fit easily into preconceived or prescribed roles. Second,
expectations that partners would know what to do were unrealistic. It appears that an
assumption was made that recruited partners understood why they were being recruited
and that they inherently and consistently understood preconceived and prescribed roles.
Third, decision-making processes in the GENE Project seemingly impacted the
evolution of partner roles. Because decision-making was not necessarily inclusive,
partners did not have the opportunity to provide input into the vision for the roles that
would be needed to support the project nor were they able to participate in the selection
of organizations and individuals to fill desired roles. Finally, of the factors that made
defining partner roles difficult, perhaps none were more important than the changes in
project focus that took place over the course of the project.

6.7

Communication Among Partners

Communication between and among various partners required a lot of different
strategies and resources and much trial and error to achieve a balance between
effective communication and overburdening everyone with too much
information. As noted above, Exhibit 9 implies that relatively facile, two-way
communication existed between the core GENE Project partners—HRSA, MOD, the
participating communities and the national partners. The reality is that partners
struggled through much of the five-year grant period to establish effective
communication strategies and to balance the amount of required communication.
During the first year of the project, MOD developed a communication plan to help with
administration of the cooperative agreement, ensure communication among the various
participants, as well as to maintain a uniform message for external communications.
The plan organized communication into several levels:
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1.

Core team calls as needed: HRSA and MOD;

2.

Coordinating Committee calls twice a month: HRSA, MOD, Family
Voices, Genetic Alliance;

3.

Advisory Committee meeting/calls

4.

GENE Project quarterly calls (all national and community partners and
evaluators)

5.

Evaluator calls (every other month during Year 4)

In addition, HRSA and MOD had regular communication with project managers of
each community project and with Abt Associates and consultants. The project
communication plan was revisited and updated in Year 4 by MOD because of an
increase in the number of levels of communication and the request by some partners to
reduce the overall number of calls.
Communication between the major partners never got to the point of being effortless,
but greatly improved over time as partners put a great deal of effort into developing
strategies that helped them maintain consistent and clear communication with one
another. Of all of the methods employed, face-to-face meetings proved to be the most
effective communication vehicle.
MOD held two-day meetings of all GENE Project partners three times per year. These
meetings required tremendous planning and financial resources but these meetings were
more effective than any other mechanism for relationship development among project
partners. Once the communities became involved, they were held in the communities
(Lansing, MI and New York City), which enabled visitors to tour communities, increase
their understanding of the culture and context for the project, and enabled broader
inclusion from communities. For example, at the Michigan meeting, the principal
investigator held a discussion on how to define partnership that included many activists
and community leaders from Flint.
Even though time was allocated at in-person meetings for community partners to meet
together without the national partners, both communities felt that there was a need for
the community partners to meet separately or communicate among themselves more
often to share lessons learned or to discuss the future focus of their projects (perhaps
via conference calls), but no planning or resources had been dedicated to that. The final
in-person meeting was held at the MOD national office; by meeting other MOD staff,
participants better understood MOD’s programming and resources. MOD
acknowledged that their relationships with partners may have been facilitated by holding
the first meeting in their offices with the MOD chapter person for each state present.
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The project also established a listserv through which comments and resources were
shared, especially between HRSA and the other partners. One major missing
component in the communication plan was a suitable mechanism to archive and share
project documents. This could have ensured more learning among participants from
each other’s experiences and products.

6.8

Advisory Committee

The Advisory Committee was linked only to HRSA and MOD (Exhibit 9) and was
comprised of individuals who were not recruited for the reconfigured project. This
group was intended to bring cutting edge thinking and research and broad perspective to
the GENE Project’s genetics-resources and informational related components as
opposed to the community-focused objectives that developed during the period of this
grant. While certainly a strategically prudent idea, the Advisory Committee never
developed into a full-fledged resource for the national GENE Project. A subset of the
Advisory Committee met in March 2001 to review and discuss LTG’s literature review
and consumer organization interviews. The Advisory Committee as a complete group
only met once in-person in February 2002, had one conference call prior to that
meeting, and received an update via ‘newsletter’ in April 2003. Once the National
GENE Project’s scope was narrowed, the composition and role of the Advisory
Committee was re-assessed. A new committee, including former HRSA SPRANS
grantees,35 was organized in Year 4 of the project, but was no more active than the first
advisory committee. By the end of the project, partners were still unclear about the
need for and role of the Advisory Committee, although as mentioned above, the
communities did benefit from the connections made with Advisory Committee
members who were clinical genetics experts.

6.9
•

Key Points from Chapter
The ways in which complex initiatives like the National GENE Project are
organized is of paramount importance as organizational structure and partner
relationships greatly influence individual partner roles, network dynamics,
communication and, quite naturally, potential program outcomes.

In October 2003, the GENE project sponsored a meeting of GENE Project partners and several former
recipients of HRSA Ethnocultural grants for Special Projects of Regional and National Significance
(SPRANS). Due to the success of the SPRANS grantees’ meeting with the GENE partners, MOD invited
the former HRSA SPRANS grantees, several of whom were genetics professionals, to serve on the Advisory
Committee. Proceedings from that meeting are summarized below in Chapter 3 and are in Appendix F.
35
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•

GENE Project stakeholders put a great deal of thought and energy into
organizing national and community-level partner networks in ways that would
best position them to achieve the overarching goals of the GENE Project.
Much of what the GENE Project set out to accomplish was, in fact, achieved in
large part because of the way the initiative was structured.

•

HRSA and MOD did achieve a highly collaborative relationship, in which they
shared a great deal of the responsibility for determining project vision, project
planning and administration.

•

Other national partners (Family Voices and Genetic Alliance) served as and
provided invaluable resources to the GENE Project partners.

•

Beyond the grant funding and initial contract funding for the project evaluator
that was provided by HRSA, both HRSA and the March of Dimes contributed
a substantial amount of staff and in-kind resources to the GENE Project.

•

While the GENE Project built structures that positioned them to create strong
partnerships, the evolution of relationships was hindered due to limited time as
well as limited experience operationalizing a participatory project.

•

Communication between and among various partners required a lot of different
strategies and resources and much trial and error to achieve a balance between
effective communication and overburdening everyone with too much
information.
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7.

Lessons Learned, Next Steps, and
Recommendations

The GENE Project achieved its primary goals and objectives within the five years of the
project. Dissemination and policy participation activities began in Year 5. This chapter
summarizes the lessons learned from this project, the next steps, and recommendations
for those trying to replicate this project or continue to the next phase.

7.1

Lessons Learned

The lessons learned from the community projects are clustered around the participatory
approach, partnership development, infrastructure development, and resources.

Participatory Approach
The results of the evaluation of the GENE Project suggest that the participatory
approach can be used to implement effective, efficient, and culturally appropriate
genetics education initiatives. Specifically, use of the participatory approach enabled
the GENE Project to more effectively:
•

Develop deeper and more sustainable partnerships between national and
community organizations and sharing of resources across organizations;

•

Engage communities, resulting in their participation in the project and
commitment to genetics education;

•

Conduct community-based approaches to needs and assets assessment,
evaluation, and dissemination of the findings;

The major challenges or drawbacks to using a participatory approach is the amount of
time and resources required including (1) dedicated staff to coordinate communication
processes and meetings; (2) agreements about the nature of the partnerships, tailored to
each partner and stage of project; (3) frequent clarification of roles, communication,
responsibilities, and decision-making authority, especially if partners are not already
experienced with the participatory approach; and (4) technical assistance to communities
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to develop a coalition/CAB and infrastructure, and to implement evaluation and
needs/assets assessments, depending on the stage of readiness of the community.

Partnerships
Relationship building is fundamental to creating an effective partnership
network. One of the overarching messages that emerged from the relational mapping
exercise that Abt staff conducted with GENE Project partners was that it is not enough
to simply recruit the right players to participate in collaborative processes, but time and
resources have to be invested in forging true partnerships. Partnership building is an
organic process that does not necessarily work on the same timetables as funding cycles
or well-crafted work plans. As exercise participants intimated—particularly individuals
from the partner communities—informal relationships matter more than contractual
relationships (at both national and local levels) as they are the vehicle for building deep
trusts, mutual respect, mutual confidence and common vision. Strong informal
relationships reinforce the expectations and agreements that will govern the partnership
and ensure that participating partners invest time in developing working relationships
that are transparent, adherent to negotiated expectations and agreements, and mutually
beneficial. While HRSA and MOD succeeded in bringing powerful institutions and
“ready” communities to the GENE Project, the expectation that the assembled partners
would immediately engage one another and form high functioning, productive
relationships proved to be unrealistic. Relationships need to be continuously fostered,
especially via face-to-face communication, at both the project representative level and
community-coalition level. Successful methods used to develop relationships included
alternating the site of project meetings between partners and sharing information about
each others’ communities and cultures.
The roles of each of the partners evolved with the changes in the scope of the project
and the initiation of the community phase of the project. Due to the lack of clarity
among all partners that still existed in Year 4, Abt Associates suggested that MOD and
the partners develop a “Partnership Agreement” to update and clarify all partner roles
and to create a common understanding of roles/responsibilities. Most partners found
the process helpful in terms of making them think about, discuss, and finalize their roles.
By the time the document was complete, the project was nearly over. Several partners
noted that the partnership agreement and an organizational chart should have been
developed much earlier in the project.
The relationships among the stakeholders in a cooperative agreement should not
be called “partnerships” at the outset, when in reality they are participants in a
process that should result in partnerships. Efforts should be made to support
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partnership development that include (1) early training and consensus development on
what partnership means, (2) mechanisms for engendering trust (e.g. meeting in person
with potential partners; sharing information on what each has to offer, and (3)
determining if what each has to offer constitutes a “good fit” for a partnership.
Community-community relationship development should be encouraged and supported
from the beginning of a project, and more communities should be brought in to efforts
such as the GENE Project (and they are—see below) to enhance this exchange. To
help build partnerships, one community leader suggested having communities
collaborate on an activity to have a greater impact on their communities. Community
representatives could also visit each other and present to each other, particularly since
some of the same genetics education messages could apply to more than one
community; they could share educational products (DVDs), etc. Both communities had
a strong desire to “be at the table” regarding genetics policy discussions.

Infrastructure Development
The structure and functions of a CAB or coalition need to be carefully considered
in the early stages of the project. While each community was successful in recruiting
a group of community stakeholders with broad representation across the community,
this infrastructure often slowed project implementation and required many resources to
recruit and maintain membership. Consensus on decision-making and leadership needs
to be achieved in order to clarify lines of authority within the collaborative structure. In
addition, a thorough examination of the tasks to be completed, coupled with an
assessment of the skills of the members and the time they can commit to these tasks,
would have provided community GENE Project staff with the information needed to
appropriately allocate resources. For example, the WH/I subcommittee structure, given
the small size of the coalition, was not conducive to keeping all members engaged.
The community-based participatory approach in research activities does not
necessarily require that the community CAB or coalition members actually
conduct the research, analyze the data, and report on the results. Project
participants, particularly in Michigan, commented that while it was important to engage
CAB members in the research process, there should have been common agreement as to
the nature and extent of that involvement. It was suggested that community voice can
be achieved in less burdensome ways such as input into the design of data collection
tools, conducting interviews, review of analytic plans, reviewing reports, and
participating in presentations on the findings.
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In order to achieve cohesive collaborative groups such as coalitions and
community advisory boards, partners need to get to know each other on a
personal level, through meals and social events at conferences, for example.
Communication must be clear and honest, and it is important that partners reach out to
each other, value each other’s contributions, and try not to compete against each other.
Expectations of individual partners should be tailored to their skills and the resources
they have to devote to the project, and their time should be used efficiently. New
community leaders need training in the formation of coalitions, and strategies for
recruitment, retention, and at which point to close the coalition to new membership
(keeping in mind that each new member needs to be oriented to the content and the
tasks at hand, all of which is extremely labor intensive).
Successful efforts to ensure cultural sensitivity in project processes included
assigning representatives who were appropriate either due to a shared cultural
background with the community, familiarity with the community and/or communitybased approaches, and/or mutual respect; having CAB/coalition members review data
collection tools for appropriateness of
terms and cultural concepts; and
First, in engaging communities and communityensuring that research participants were
based organizations, it is essential to ensure
that the project aligns with the community’s
representative of the community
priorities and the organization’s mission.
served. The WH/I GENE Project also
Second, more guidance may be needed from
tried to meet the language needs of the
national organizations as to each partner’s
roles and responsibilities vis a vis the nationalcommunity participants by creating
community partnerships; e.g., who was to
meeting agendas in Spanish and
initiate contact.
including local bilingual healthcare
Third, it may be helpful to clarify early on the
providers on the coalition.
roles of the local representatives of national
In engaging communities and
community-based organizations, ensure
that the project aligns with their
mission and priorities, and that the
organization has the infrastructure to
effectively implement the project.

organizations in the communities; if they are
not viable (or desirable) relationships, a
transparent decision should be made that a
community will relate only to the national office.
Finally, the communities would have benefited
from greater visibility from the national
organizations, including the national evaluator.

Resources
Provide adequate resources and guidance to partners to enable them to fully
engage with communities. The degree to which partnerships were created between
national organizations or their local chapters and the communities varied considerably.
The national organizations (Family Voices and Genetic Alliance) would have needed
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additional resources to do what was required to fully engage with the communities while
building partnerships with each other, March of Dimes, and HRSA. Genetic Alliance
chose to concentrate its resources on the communities and was therefore able to travel
to each, while Family Voices was only able to maintain the national partnership role.
These decisions, while necessary, hurt both the national-community relationships and
the national partnerships. Other lessons learned regarding national-community
partnership development included:
Community-based initiatives require that communication be transparent, and
that there be clear rules as to how, and to whom, information is transmitted.
Communities needed more technical assistance up front to help them plan their
schedule of deliverables and overall project timeline. Communities had high
expectations, but had few staff to accomplish all of their activities. At the beginning of
the project, communities needed assistance to develop realistic work plans.
The current community project leaders recommended that there be at least one
dedicated staff person for such a project, due to the intensity of the work and the wide
array of skills (e.g. outreach, curriculum development, research, and coalition
development) required. In addition, the project director needs to have strong
ties/network in the community to bring in and maintain coalition members.
Technical assistance in WH/I worked well because Dr. Giachello was culturally and
linguistically appropriate to do the work, because she was a more seasoned professional
and well respected, and because her skills were well suited to the tasks at hand.
However, the resources required for travel would be minimized and participation more
consistent if communities were paired with local community-based researchers, rather
than depending on long-distance experts. Each community would benefit from a “job
description” for a local evaluator/technical assistance expert that includes the key
characteristics to look for when seeking assistance in community-based, participatory
research and programming.

7.2

Next Steps and Recommendations

GENE Project partners were interested in sustaining at least some aspects of the
project, especially given the amount of time and effort it took to build relationships and
establish infrastructure. HRSA and MOD encouraged community projects to continue
using several strategies. HRSA invited several members from each community to
participate in grant review committees for the Genetic Services Branch to learn more
about the grant application process and criteria for selection. MOD informed
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community project partners about its community grant program through its local
chapters and invited the communities back to the National Office to present grand
rounds to the organization.
HRSA issued an RFA for another five-year cooperative agreement to develop genetics
educational materials involving national-community partnerships, with four
communities. As part of the proposal process, MOD issued an RFA and selected four
communities, including WH/I. MOD won the award and in its proposal already
incorporated many of the lessons learned from the first cooperative agreement. Some
of the recommendations for the next cooperative agreement include:
1. Assess community readiness and needs for technical assistance in the beginning
of the project to determine which supports and structures need to be put in
place to promote successful implementation;
2. When project representatives from an organizational partner change, ensure
smooth transitions through proactive efforts;
3. Clarify partner roles periodically;
4. Plan frequent in-person meetings and activities to help build relationships;
5. Ensure that representatives of participant organizations are culturally sensitive
and engage in appropriate behavior that respects project participants;
6. Define “participatory” and elicit the level of participation desired by each
partner, which may differ;
7. Consider the capacity of the national organizations at the local level to provide
the time, expertise and culturally appropriate representatives necessary to work
effectively with community coalitions.
The GENE Project was unique among genetics initiatives in its use of the participatory
approach in its activities such as research and community engagement strategies to
identify the genetics education needs of underserved and under-represented
communities. As a result of this initiative, much more is known about the genetics
information and service needs of African-Americans and Latinos, such as their interest
in learning more about genetics related to healthcare decision-making. Partnerships
between national advocacy organizations and communities increased genetics knowledge
among community advisory board/coalition members, informed the design of the
needs/assets assessments, and contributed to viable genetics education action plans.
The lessons learned from the GENE Project should enable other national, state, and
community organizations to plan and implement similar initiatives.
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