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EXECUTIVE SUMMARY

Background

In 2005, the U.S. Health Resources and Services Administration (HRSA) funded a five-year
cooperative agreement with the March of Dimes called the Community Genetics Education
Network (CGEN) project. The overall goal of the CGEN project was to increase the genetic
literacy of African Americans, Latinos, Asian Americans, and Pacific Islanders, in order to
promote:

¥ Informed health decision-making;

¥ Consultation with family and health care providers about genetics and health;

¥ Use of genetics services among high-risk populations; and

¥ Adoption of lifestyle changes to reduce genetic-based health risks.

The CGEN project applied principles of community-based participatory research (CBPR) to
develop, plan, implement, evaluate, and disseminate culturally and linguistically appropriate
genetics education interventions and materials for low-literacy populations of diverse cultural
backgrounds. Four sites engaged in these processes with selected target communities.
Specifically:

1. The Charles B. Wang Community Health Center (CBWCHC) in New York City developed
and implemented Chinese-language genetics education workshops for at-risk prenatal
patients, prior to their meeting with a genetic counselor. CBWCHC also produced five
Chinese/English bilingual brochures and two Korean/English bilingual brochures on topics
related to genetics and health.

2. The Dominican Women’s Development Center (DWDC) in the Washington Heights/Inwood
section of New York City developed and implemented a bilingual (Spanish/English) genetics
education curriculum for Community Health Workers (CHWSs) or promotores/asde salud
(health promoters). The CHWs in turn used the project’s bilingual materials to deliver
genetics education workshops to community members.

3. The National Human Genome Center and Department of Community and Family Medicine
at Howard University (Howard) in Washington, DC developed two interactive booklets,
“Race, Genetics and Health” and “Planning for a Healthy Future: The Importance of Family
Health History” and used them in community workshops with African Americans. They also
created an associated toll-free informational number and website.

4. The Genetic Science Learning Center at the University of Utah, in partnership with the Utah
Department of Health Chronic Disease Genomics Program (Utah), Salt Lake City, developed
and implemented bilingual genetics education curricula and materials for fifth grade students
(Spanish/English), secondary school students (Spanish/English), and Tongan adults
(Tongan/English). They also produced related educational materials for general audiences.

These sites represented—and/or had access to—underserved racial and ethnic minority group
populations, had completed genetics needs and assets assessments in the target communities
prior to CGEN project initiation, and had track records of implementing community genetics
education activities.
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Throughout the CGEN project, all sites had a local project coordinator, a local project evaluator,
and one or two local community advisory boards (CABs). The CABs’ role was to provide
community-based input to the development, planning, implementation, evaluation,
dissemination, and sustainability of local CGEN interventions and materials. Additionally, a
national evaluation team based at the Midwest Latino Health Research, Training and Policy
Center, University of Illinois at Chicago, provided evaluation guidance and oversight.

The March of Dimes served as the overall project coordinating center. In this capacity, March of
Dimes provided project management, technical assistance, quality assurance, and general
guidance, and it worked to foster and enhance collaboration among the CGEN project partners as
well as promote relationships with other organizations. The HRSA Project Officer took an active
role throughout the project by attending meetings, providing feedback on major deliverables, and
circulating information about training events, funding announcements, conferences, and
publication opportunities that supported the goals and activities of the CGEN partners.

The CGEN project was implemented in several (overlapping) phases:
¥ Phase | — Partnership formation, program planning, and development.

¥ Phase Il — Community awareness and education, including implementation and
evaluation of culturally and linguistically appropriate genetics education interventions.

¥ Phase III — Dissemination of interventions, educational materials, and best practices to
other sites and the broader field, and institutionalization/sustainability of promising
practices in CGEN sites.

This national evaluation report provides a descriptive synthesis and a largely qualitative,
thematic analysis of the activities, outcomes, and learnings of the CGEN project’s Phase II,
implementation and evaluation of culturally and linguistically appropriate genetics education
interventions in the four community sites. This phase began as early as December 2006 or the
first quarter of 2007 for several interventions, and for a number of interventions Phase 11
activities continued into the first three quarters of 2010. For most sites, an initial implementation
and evaluation pilot study was followed by a period of revisions to procedures and materials and
then a second pilot study.

The data sources for this report included local project coordinator, local evaluator, and national
evaluation reports; conference call and in-person meeting minutes; CGEN American Public
Health Association (APHA) Annual Meeting slidesets; other CGEN historical documents; and
ongoing discussions among team members. The objective of the report is not to provide
exhaustive detail on the implementation practices or evaluation methods or findings of each local
intervention, as such information is available in local site reports. Instead, the present report
focuses on summarizing methods and findings and deriving overall challenges, strategies, and
best practice implications that emerged from the review of local and national Phase II efforts.
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Local Evaluation Methodologies

All local evaluations had some common requirements and expectations, including IRB approval,
development of logic models (i.e., visual representations of local project inputs, activities,
outputs, and desired outcomes), implementation of both process and outcome evaluation
activities, and a CBPR approach that included CAB and/or other community constituent
involvement. While there was also initially an intent to collect data on some common indicators
across all local projects, using a common core set of survey items, these plans were abandoned
due to the local sites’ divergent populations, interventions, and timelines. The local and national
evaluators experienced a number of challenges related to cross-site requirements and
expectations. These are discussed further below.

Project coordinators had responsibility for identifying implementation sites to test their major
CGEN interventions (i.e., classroom-based programs and clinic- and community-based
workshops), and for overseeing the implementation or deployment process for all of their CGEN
interventions and related CGEN resources (i.e., brochures, toll-free number, website). Local
evaluators had responsibility for conducting (or overseeing) data collection and for analyzing
data and reporting on findings. Local sites were charged with conducting both process and
outcome evaluation for the pilot tests of their major interventions. The evaluation designs and
methods of these major interventions are summarized in Table A. Overall, the most common
outcome evaluation methodology employed was pre- and post-test surveys with intervention
participants. One site included a control group for its workshops, and another site compared
outcomes from two versions of a school-based intervention (i.e., one with and one without a
video component). Sites collected only basic process data on the additional resources (brochures,
toll-free number, website) that supported these interventions and served as stand-alone resources.
The methods they used collectively included focus groups, logs, and a usage survey.

Local Evaluation Findings

Evaluation sample sizes and outcome findings are summarized in Table B. Overall, across the
CGEN interventions, evaluation participation rates were generally high, and most sites had
relatively low rates of missing data. Many pilot evaluations had largely positive process
evaluation findings that showed that sites had essentially delivered the intended services,
activities, or materials to the targeted racial/ethnic and geographic groups and for the most part
had reached the targeted number of participants. Participant feedback on the interventions and
materials was overwhelmingly positive, and also often included helpful suggestions for
improvements. A number of the training/educational workshops did experience some difficulty
delivering workshop content consistently. Shorter-than-intended workshop slots, diverse baseline
knowledge and interests among participants, and the need for time to complete evaluation-related
procedures presented particular challenges. Additional training for workshop facilitators
appeared to help address these challenges. One site also experienced particular difficulty
reaching the intended target population in an initial pilot study; closer collaboration with CAB
members, the local March of Dimes Chapter, and other local agencies helped to ensure greater
participation of the targeted population in a second pilot study.
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Table A. Evaluation Designs and M ethods: Major Interventions

Proces Evaluation Outcome Evaluation
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CBWCHC Clinic-based pre- 40 patients- X X X X X X X
counseling treatment group (genetic
workshops 40 patients- counselzor

control group' survey”)

DWDC Training of CHWs | 12 CHWs X X X X *

Community 250 adults X X X X X X *
workshops (CHW/ observer
survey)

Howard Community Pilot 1: 100 adults X X X X X X X

workshops (50-75 for eval.) (facilitator
Pilot 2: 100 adults survey)
for eval.
Utah Sth grade 4 teachers X X X X X
curriculum & 100 students (teacher survey; (teacher
materials students asked if survey’)
hmwrk done)*

Secondary school 6 teachers X X X X X° X

materials 420 students (teacher survey; (teacher

students asked if surveys)

hmwrk done)*

Community 100 adults X X X X

workshops

Notes:

* Originally planned but later dropped.

' These were the target numbers for the third pilot (June-November 2009).
% Genetic counselor was asked to provide her impressions of patient learning.

3 Length of appointment with genetic counselor (examined for a subset of evaluation participants only).
* Homework assignments involved sharing class materials with family members.

> Classroom teachers were asked to provide their impressions of student learning.

% For video component only.
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Table B. Summary of Evaluation Sample Sizesand Outcome Evaluation Findings

Sites I ntervention Evaluation N Know- Attitudes, Self- Satisfaction w/ I ntentions Health Other
Approach ledge Efficacy, & /or Beliefs | Subsequent Care Behaviors
CBWCHC | Clinic-based 86' ++ ++ NS N/A N/A +
workshops (441,42 0) (Ivs.C, (Ivs.C, (Tvs. C, post only) (length of appt. w/ gen.
pre to post) pre to post) counselor, I vs. C)
DWDC’ Community 114 adults ++ N/A N/A ++ N/A N/A
workshops: Pilot 1
Community 133 adults ++ N/A N/A ++ N/A N/A
workshops: Pilot 2
Howard* Community 178 adults 4 N/A N/A + + N/A
workshops: Pilot 1 (pre to post) (post only) (pledge fulfillment;
post only)
Community 183 adults ++° N/A N/A + +-! N/A
workshops: Pilot 2 (pre to post) (post only) (pledge fulfillment;
stages of change)
Utah Fifth grade 6 teachers; ++ ++ N/A N/A N/A® N/A
curriculum/ 159 students for | (pre to post) | (confidence in knowledge)
materials outcomes; +
169 students for (interest to learn more;
satisfaction post only)
Secondary school 6 teachers; ++ ++ N/A ++ N/A® N/A
curriculum/ 404 students (pre to post) | (confidence in knowledge) (students who
material + saw vs. didn’t
(interest to learn more; see video, post
post only) 0111}’9)
Community 95 adults ++ NS N/A + N/A N/A
workshops (pre to post) (belief'®) (post only)
+
(interest to learn more;
post only)
Key: ++=One or more statistically significant positive findings; + = One or more “clinically positive” findings, no test of statistical significance; - = One or more “clinically negative” findings, no

test of statistical significance; NS = not statistically significant; I= intervention group; C = comparison group; N/A = Not applicable because not measured.

Notes:

" The numbers in this cell reflect the third pilot.

2 The CHW trainings had very small Ns, variable attendance, and pre/post matching challenges, and the third training wave had no pre-test. Results are not summarized in this table but are discussed
briefly (in largely qualitative terms) in the main report body, below.

? Significant positive findings were found for selected aspects of genetics and health knowledge; pilot 1 healthy pregnancy knowledge findings were set aside due to methodological issues.

4 Note that methods of statistical assessment for the knowledge items differed across Howard’s pilot 1 and pilot 2, so the findings from the two pilots are not directly comparable.

> Statistically significant positive outcomes were found only among certain subpopulations, within particular knowledge categories.

% Change in overall knowledge score for family health history was not significant. Change in overall knowledge score for race, genetics, and health was significant.

7 Only limited analyses of the follow-up behavioral data had been carried out as of the time this report was being finalized. Some positive and some negative changes in both activities pledged to and
activities not pledged to were identified.

8 Evaluation of Utah’s school-based interventions included assessment of whether students shared materials with their parents, but as this sharing was done as part of homework assignments (which
were intervention components), measurement of these student behaviors has been treated in this report as part of process evaluation, not outcome evaluation.

? Analysis of post-test intention (i.e., to complete family health history) was limited to students who did not complete the family health history homework assignment.

19 Belief that diet and exercise could reduce chances of getting inherited disease was essentially at ceiling at baseline and did not change significantly at follow-up.
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CBWCHC was the only site that specifically targeted one gender group (i.e., women). Among
the other sites, there were no specific gender-related targets, but participation by gender is
worthy of examination. Utah’s school-based interventions had “captive” student audiences and
reached approximately equal percentages of boys and girls. Among the other interventions,
recruitment efforts targeted both genders; however, rates of male participation were for the most
part low. The intervention that reached the highest percentage of voluntarily participating males
was Utah’s Tongan community workshop; the most plausible explanation for the relatively high
rate is that the workshops took place in settings (e.g., churches, senior centers) and at times in
which men were already present. No site undertook a specific, tailored effort to reach out to men;
such an approach might have helped to increase male participation.

With respect to outcomes, all of the sites demonstrated at least some positive, short-term changes
in participants’ knowledge and other behavioral determinants, such as interest in learning more
about genetics and intentions to discuss family health history with family members and/or health
care providers. No site documented any statistically significant negative changes in participant
outcomes.

Among the common outcome study limitations across many interventions were lack of mid-term
or longer-term follow-up and lack of a comparison group, which limited or precluded
measurement of whether short-term changes in behavioral determinants were sustained, whether
behavioral changes were achieved, and whether these changes were attributable to CGEN. These
are common limitations among community-based, “real world” evaluations that have modest
evaluation budgets.

Overall, the available quantitative and qualitative data suggest that all of the sites showed
considerable success in making genetics more accessible, appealing, and relevant to members of
underserved ethnic and racial minority communities, through the development and
implementation (or deployment) of culturally and linguistically appropriate interventions and
materials. A focus on the importance of lifestyle (especially diet and physical activity) for
mitigating the expression of genetically linked diseases was a common theme across many of the
interventions. Family health history also emerged as a common theme and appeared to help
participants to personalize educational content. Together, these approaches may ultimately help
foster sustained, desirable behavioral changes among the targeted participants.

Dissemination of Evaluation Findings and Solicitation of Feedback

As of the writing of this report, Phase II findings had been shared and discussed in a variety of
ways. Within the CGEN team, findings were shared via phone, at in-person meetings, and
through email. Each site also shared and discussed findings with its CAB and/or with other
community constituents. A number of the CGEN sites also presented evaluation findings at
professional conferences, and one site shared its findings at a local press conference. Overall,
sharing of findings with the general public (locally or nationally) was rather limited. Two of the
sites had plans to post a summary of their evaluation findings on their website; however, as of
the date that this report was finalized, findings were not yet posted.
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Additional Phase Il Qutcomes

Project outcomes among CGEN local sites, their staff, and other community partners were not
measured formally in Phase II. However, a review of project documents and more informal team
discussion suggested that the project did have some effects on these stakeholders. In particular,
local and national CGEN team members reported gaining greater experience with CBPR;
improving their ability to address issues of cultural and linguistic competence; expanding or
strengthening relationships with (other) community agencies; increasing their capacity to make
genetics and health information accessible to underserved and low-literacy communities; and
learning how to better evaluate and disseminate their project materials and findings. Anecdotally,
several team members also reported that CGEN had an impact on their own health-related
behaviors. Cross-site communication was a particularly important vehicle for achieving these
outcomes. In particular, CGEN team members shared educational materials, evaluation tools,
and program implementation and evaluation techniques through conference calls, in-person
meetings, email, and the shared online workspace that March of Dimes made available to the
project team. Sites learned from each other and then selected, adapted, and applied those items
that fit their needs.

In addition, community members trained by DWDC to serve as CHWs expanded their
presentation and facilitation skills. Some have since gone on to work as CHWs or other health
information brokers in other settings. A total of 15 graduate students in Howard’s Genetic
Counseling Training Program served as volunteer assistants for Howard’s community
workshops. In addition to helping the CGEN program, they derived valuable real-world
experience interacting with community members around issues of genetics and health. Graduate
student volunteers also gained evaluation-related experience by assisting with data collection
activities during the workshops and by working with the local evaluator to complete the
evaluation study’s two-month follow-up interviews.

Collectively, over the Phase II period, these outcomes increased the capacity of the CGEN
partner agencies, their staff, and their community partners to address the health-related needs of
community members. This in turn has advanced the ultimate CGEN goal of decreasing health
disparities.

Challenges and Lessons Learned

The CGEN team experienced a number of implementation and evaluation-related challenges, and
learned many associated lessons.

Reaching the intended populations. Specific challenges with program reach included securing
participation of the targeted racial/ethnic and geographic groups, given that genetics is not the
most pressing or accessible issue for most people; and reaching males as well as females.

Helpful strategies to reach particular audiences included targeting “captive” student audiences,
developing student materials that would simultaneously facilitate parent education, leveraging
local CGEN agencies’ reputations as trusted service providers to build relationships with

implementation partners, and getting assistance from CAB members and/or the local March of
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Dimes Chapter to identify implementation partners. Fostering positive relationships with on-the-
ground partners is particularly essential when the lead agency is not itself a community-based
organization. Clearly delineating responsibilities and timelines and providing stipends to partner
agencies can help avoid misunderstandings and foster responsibility and commitment.
Additionally, offering culturally, geographically, and age appropriate incentives (e.g., gift cards,
public transportation tickets) can increase community participation in pilot implementation
efforts.

Leveraging settings frequented by men may help to encourage male participation in genetics
education programming. It would also be worth considering what specific health-related topics
(e.g., prostate cancer), formats, or settings might be particularly appealing to males. A “male
involvement™ approach to genetics education might leverage lessons learned from efforts to
involve males in other health prevention and promotion efforts, such as teen pregnancy
prevention.

Addressing common elements of local evaluations. As was indicated above, all local
evaluations had some common requirements and expectations, including IRB approval,
development of logic models, implementation of both process and outcome evaluation activities,
and a CBPR approach. A number of challenges arose in relation to these elements.

In particular, some miscommunication arose among project partners concerning IRB
requirements, leading to Phase II delays at some sites and raising questions about the level of
control that community organizations have in multilevel partnerships. Helpful strategies to
address IRB challenges include stating requirements and timelines clearly, in writing, at the
outset of the project and reviewing them periodically to address questions or concerns.

An additional challenge was that while sites developed logic models in Phase 11, which was
helpful for evaluation planning, interventions had already been developed by that time, limiting
the opportunity to use logic modeling to strengthen intervention approaches. Training in logic
modeling and formal theories at the outset of the project would likely have helped sites to plan
programs that further leveraged existing knowledge of “what works” to change health-related
behaviors. Such training could have fruitfully included local site staff and evaluators, CAB
members, and (as appropriate) other local community constituents, so that each local team could
have worked together to apply the concepts to their CGEN Phase I-1II efforts.

Another challenge was that the abandonment of early plans to develop a common core set of
cross-program outcome indicators and measures complicated efforts to “roll up” or summarize
CGEN program reach and effectiveness. The diversity of intervention approaches and target
populations, some cross-site disagreements over the validity of particular measures, and turnover
on the national evaluation team at a crucial point in the project timeline all made establishment
of common measures a daunting task. In retrospect, however, it would have been useful for the
team to have made more effort—in Phase [—to agree upon and build in at least a few common
cross-site measures and specific survey questions. These might have addressed selected site
characteristics, participant demographic features (e.g., age, gender), and knowledge and
attitudinal items.
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Finally, given that CGEN was conceptualized as a CBPR project, it was expected that
community involvement would be robust throughout all project phases. However, involvement
of CABs or other community constituents in evaluation design, instrument development, and
interpretation and dissemination of findings was fairly limited. A couple of sites experienced
challenges keeping CABs or other community constituents engaged over the five-year grant
period, as intervention materials were revised and planning processes were carried out. In
particular, loss of interest and competing professional and personal responsibilities resulted in
attrition. As various researchers have noted, involving community constituents robustly and
effectively takes considerable planning and often involves lengthy timelines. Setting specific
goals for community involvement, delineating all parties’ responsibilities and timelines clearly
up front, providing incentives, having periodic check-ins, providing needed training or support,
and celebrating successes can help to keep community stakeholders engaged, even in the face of
strong, competing pulls on individuals’ and organizations’ resources.

Developing and deploying appropriate instruments and procedures. All of the sites experienced
some challenges developing and implementing evaluation instruments and procedures that would
be culturally, linguistically, and literacy-level appropriate for their target audiences. A related
challenge was developing instruments that collected sufficient data to validly assess outcomes
without overburdening participants and consuming contact time needed for key educational
activities. The majority of sites experienced instrument and/or procedural challenges during their
major pilot studies that led them to stop these studies, make revisions, and undertake new pilots.
Key lessons included: involve CABs or other community constituents to review instruments for
cultural, linguistic, and literacy-level appropriateness; set aside time and other resources to
conduct small-scale pilot-testing of instruments and procedures before deploying them in a
larger-scale field test; allow sufficient time during data collection to make accommodations (e.g.,
reading questions aloud) for low-literacy respondents; and consider alternate or complementary
methods for collecting outcome data that do not require participants to read and write (e.g., focus

groups).

Additionally, all of the local CGEN evaluation studies had multiple logistical issues to address,
such as how best to explain evaluation instruments and procedures to participants, how to link
pre- and post-test surveys, how to document program implementation, and how to minimize
missing data. Some sites experienced more challenges than others in relation to these issues.
Sites were able to discuss, share, and implement a number of relevant best practices, such as
ordering survey questions so that less sensitive questions preceded more sensitive questions;
color-coding pre- and post-test surveys to facilitate instruction-giving and survey completion;
using anonymous project code numbers and pre-prepared packets to ensure that completed pre-
and post-test surveys could be matched; and, when appropriate, using trained third parties to
answer participants’ technical questions and/or to handle (or assist with) evaluation procedures,
so that facilitators or educators could focus on intervention delivery.

Another challenge was that limited contact time with participants, and competing program vs.
research needs, often made it difficult for program staff to deliver the planned intervention
activities fully and consistently. In addition, for some interventions, differences among
participants and among program staff’s backgrounds led to variations in intervention content and
delivery. Because such variations present challenges for assessing program outcomes,
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documenting program delivery is an important evaluation component. Yet some interventions
did not formally document program delivery; among others, documentation was extremely
limited. Program delivery documentation instruments should be developed collaboratively by
local evaluators and program staff. When program educators or facilitators will be documenting
program delivery themselves, training should be provided on what information to capture, where,
when, and how. When possible, having an external observer document program implementation
can bring greater objectivity to the assessment and also alleviate additional evaluation burden on
program staff, who are already occupied with intervention tasks.

Finally, in research studies involving minimal risk to human subjects, it is common to collect all
of the data before conducting analyses. While this helps to ensure a robust sample size for
analysis, it often precludes awareness of crucial intervention or evaluation problems until it is too
late to fix them. Although it can be time-consuming (and can carry a risk of drawing invalid
conclusions based on small datasets), investing in data monitoring activities up front can save
time and money later, as teams can make informed decisions to stop, adjust, and re-start studies,
if warranted, before full budgets and timelines have been expended.

Achieving change among participants. While genetics knowledge tended to increase overall
from pre- to post-test across sites, responses did not usually reach 100% (or nearly 100%) correct
for any survey item, for any population. A notable percentage of participants still appeared to be
leaving workshops with misconceptions or misunderstandings. This underscores the fact that
while brief educational interventions can improve knowledge, changing even basic genetic
knowledge among everyone in a group is challenging, given the abstract nature of the material,
different individual learning styles, and the persistence of cultural norms and beliefs about
heredity and health that may be at odds with scientific principles of genetics.'

To help address the knowledge gaps that appeared to remain even after intervention
participation, two sites began providing the correct answers to the evaluation survey knowledge
questions immediately following post-program data collection. Workshop facilitators also
provided participants with contact information for resources that could address any further
questions. More broadly, sites found that helping participants to personalize the information—
e.g., by providing culturally and geographically relevant examples, encouraging documentation
of family health histories, and stressing relevance of the material for one’s children and
grandchildren—was a useful strategy for generating interest in genetics and intentions to engage
in positive behaviors related to genetics and health.

Adhering to timelines. Phase 11 was originally projected to last one year. However, local sites’
Phase I activities were delayed, resulting in a late start to Phase II; and once initiated, Phase II in
effect lasted for over 3.5 years. The Phase II delays were the result of the many challenges
discussed above, as well as others, including project staff turnover and several sites’ unexpected
need to make multiple rounds of intervention material edits, in response to Phase II feedback
from community constituents. Delays to local site Phase II activities also delayed national

"1t is also possible, in some cases, that limited literacy skills resulted in validity issues with the data. That is,
although all of the sites took steps to address the needs of low-literacy evaluation participants—e.g., by reading
survey questions aloud or helping participants one-on-one—it is still possible that some participants had correct
knowledge but were unable to demonstrate this knowledge through the written evaluation surveys.
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evaluation activities and significantly reduced the time and budget available to the CGEN team
for Phase III dissemination activities.

As various researchers have noted, CBPR projects need lengthier timelines than many other
types of research projects. While the original CGEN timeline was overly ambitious, it is hoped
that application of the lessons highlighted here may help to inform more realistic timelines and
streamline processes for future projects.

Engaging in multisite/multilevel implementation and evaluation projects. One of the benefits
of multisite/multilevel projects is that they bring together parties with complementary experience
and expertise that can be leveraged to generate ideas and solve problems. The challenges of such
projects, however, include the difficulty of establishing common indicators and “summing up”
reach and effects, as was discussed above. Other challenges include tensions and
miscommunications over roles and responsibilities, and how best to capture outcomes (expected
or unexpected) among partner organizations and staff.

To avoid misunderstandings and tensions over roles and responsibilities, it is essential to develop
and discuss guidelines at the outset of the project, to revisit them periodically, and to revise
them, as needed. Periodic phone and/or in-person meetings among the entire project team and
among subgroups afford crucial opportunities for updates, discussion, and clarification. In
addition, procedures and materials should be in place to debrief outgoing staff members and
orient new team members, to reduce challenges that can arise in context of staff turnover.

While much attention is usually focused on evaluating individual interventions, far less attention
is generally devoted to tracking and documenting key outcomes (expected or unexpected) among
partner organizations, their staff, and community constituent collaborators, as a result of their
participation in the multisite/multilevel project. In retrospect, a brief annual cross-site
questionnaire might have helped CGEN sites to document organizational, staff, and partner
outcomes more systematically. At the same time, even a short questionnaire would have added
additional reporting burden to the sites, which already had numerous competing responsibilities.
In short, achieving an appropriate balance between the needs of research, on the one hand, and
the needs of local site practice, on the other, is a common challenge in CBPR work that has no
“one size fits all” solution.

Implications for Practice, Research, and Policy

The experiences and findings of Phase Il of the CGEN project have a number of important
implications for practice, research, and policy.

1. In real-world projects, there will always be tensions between programmatic and research
needs. Balancing these needs effectively requires open communication, close collaboration,
and trust among program and research staff, as well as creativity and compromise.

2. Similarly, multisite/multilevel efforts need effective communication and meaningful
collaboration to be successful. Laying out clear goals, agreeing on guiding principles, signing
formal agreements, and having regular check-ins can help to avoid misunderstandings and
promote strong working relationships. Up-front and ongoing capacity-building on key
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approaches and procedures is also important, particularly in the context of high project staff
turnover. A coordination and technical assistance center that is dedicated to implementing
these activities can serve as both the "glue" that keeps partners together and the "oil" that
keeps the project moving smoothly forward. However, in CBPR projects, it is also essential
that all partners feel empowered and remain actively involved in decision-making. Balancing
the imperatives of moving forward—but not leaving anyone out or leaving anyone behind—
is one of the biggest challenges of CBPR work.

CBPR projects take “bottom up” approaches, in which needs, assets, goals, and strategies
emerge from and are developed by the community; however, research tools and frameworks
(such as logic modeling and formal behavioral and learning theories) can still be fruitfully
applied. Up-front capacity-building around both research- and community-driven tools and
frameworks is essential so that all stakeholders have a common language and shared
understanding of processes.

It is also essential to involve community constituents actively throughout all phase on a
CBPR project, from development and planning to implementation and evaluation to
dissemination and sustainability. This involvement may take different forms, but most
require that considerable time be built in for the iterative processes involved. Defining roles,
setting realistic timelines, celebrating milestone successes, and providing appropriate
incentives can help to sustain community interest and participation, even when timelines are
lengthy.

For their part, community constituents must maintain flexibility and willingness to adapt
their plans (e.g., narrowing goals, bringing on additional experts to provide input on technical
issues), if it becomes clear that their original aims were not realistic or that their processes
have not yielded the intended progress.

Even when goals, approaches, and populations differ across interventions in a multisite
project, it may still be feasible and desirable to develop a small set of common indicators,
measures, and instruments for both individual site interventions and partner-level outcomes,
so that it is possible to document and sum up overall project impact.

Obtaining community input to evaluation instruments and protocols and then conducting a
small-scale pilot requires time and resources but can increase the likelihood that larger-scale
evaluation will run smoothly. Monitoring evaluation activities and findings in real time can
help to ensure that unanticipated problems are identified and addressed as rapidly as possible.

Beliefs about heredity and health are often linked to deeply held cultural beliefs. Moreover,
genetic science is a discipline that many people consider to be far removed from their
everyday life concerns. These factors can make it challenging to increase even basic
knowledge of certain genetics concepts. Yet, it is possible to educate people about genetics—
and the interrelationships among genetics, environment, behavior, and health—in ways that
make the material relevant and accessible. Across cultural and linguistic groups, collection of
family health history has emerged as a key strategy for generating interest in genetics and
health, and helping community members to personalize and act on key messages about how
they can reduce their risk (and their family members’ risk) of developing genetically-linked
diseases. Genetics education interventions and materials should include images and examples
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10.

that are culturally, linguistically, geographically, and literacy-level appropriate and highly
salient to the target audience, to emphasize the relevance of the material to their lives.

Reaching men with genetics education programming may require targeted strategies, such as
leveraging existing settings or activities frequented by men and addressing specific topics of
particular interest and relevance to men. Best practices for involving males in other health
issues (e.g., teen pregnancy prevention, family planning) might be fruitfully leveraged in
genetics education programming.

One of the goals of CGEN has been to increase consultation with health care providers about
genetics and health. Phase II data suggest that some CGEN interventions increased intentions
among participants to engage in this behavior. However, as an audience member at the 2009
APHA Annual Meeting CGEN presentation session asked, do health care providers (such as
primary care physicians, nurse practitioners, and obstetricians) have the information and
skills to respond appropriately to community members’ overtures? Educational programming
and related resources for practicing clinicians and for clinicians-in-training need to build their
knowledge of genetics and health, as well as their skills to interact appropriately about these
topics with persons of diverse cultural and linguistic backgrounds and literacy levels.
Increasing genetic literacy and cultural competence among health care providers is an
essential complement to ongoing community-focused genetics education efforts.
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I. Introduction

In 2005, the U.S. Health Resources and Services Administration (HRSA) funded a five-year
cooperative agreement with the March of Dimes called the Community Genetics Education
Network (CGEN) project. The overall goal of the CGEN project was to increase the genetic
literacy of African Americans, Latinos, Asian Americans, and Pacific Islanders, in order to
promote:

¥ Informed health decision-making;

¥ Consultation with family and health care providers about genetics and health;
¥ Use of genetics services among high-risk populations; and

¥ Adoption of lifestyle changes to reduce genetic-based health risks.

The CGEN project has applied principles of community-based participatory research (CBPR) to
develop, plan, implement, evaluate, and disseminate culturally and linguistically appropriate
genetics education interventions and materials for low-literacy populations of diverse cultural
backgrounds. CBPR has been increasingly recognized as an effective means to help people focus
energy and mobilize resources to solve local health, environmental, and economic problems
(Wallerstein & Duran, 2003). In particular, in recent years, many public health initiatives have
coalesced around the notion of reducing or eliminating health disparities in underserved
communities, while promoting broader community and social change (U.S. DHHS, 2000);
however, traditional “outside expert” approaches to investigating issues and implementing
programs that address community problems have proven to be inadequate. Disillusionment with
the disappointing outcomes of such approaches has been accompanied by increasing community
demands for truly collaborative research that addresses locally-identified issues. In public health,
social work, and related fields, CBPR has been increasingly acknowledged as the term that best
captures this paradigm. Building on the work of a number of researchers (Green et al., 1995;
Israel et al., 1998), the W.K. Kellogg Foundation’s Community Health Scholars Program (2001,
cited in Minkler & Wallerstein, 2003: 4) proposed that:

Community based participatory research in health is a collaborative approach to research that
equitably involves all partners in the research process and recognizes the unique strengths that
each brings. CBPR begins with a research topic of importance to the community with the aim of
combining knowledge and action for social change to improve community health....

The “action for social change” in the CGEN project has been the development, planning,
implementation, evaluation, and dissemination of programs that will ultimately help the target
communities.

Four CGEN sites engaged in these processes with selected communities. The sites and their
respective communities are as follows:

1. The Charles B. Wang Community Health Center (CBWCHC) in New York City developed
and implemented Chinese-language genetics education workshops for at-risk prenatal
patients, prior to their meeting with a genetic counselor. CBWCHC also produced five
Chinese/English bilingual brochures and two Korean/English bilingual brochures on topics
related to genetics and health.
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2. The Dominican Women’s Development Center (DWDC) in the Washington Heights/Inwood
section of New York City developed and implemented a bilingual (Spanish/English) genetics
education curriculum for Community Health Workers (CHWSs) or promotores/as de salud
(health promoters). The CHWs in turn used the project’s bilingual materials to deliver
genetics education workshops to community members.

3. The National Human Genome Center and Department of Community and Family Medicine
at Howard University (Howard) in Washington, DC developed two interactive booklets,
“Race, Genetics and Health” and “Planning for a Healthy Future: The Importance of Family
Health History” and used them in community workshops with African Americans. They also
created an associated toll-free informational number and website.

4. The Genetic Science Learning Center at the University of Utah, in partnership with the Utah
Department of Health Chronic Disease Genomics Program (Utah), Salt Lake City, developed
and implemented bilingual genetics education curricula and materials for fifth grade students
(Spanish/English), secondary school students (Spanish/English), and Tongan adults
(Tongan/English). They also produced related educational materials for general audiences.

The four sites that were chosen to participate in CGEN represented—and/or had access to—
underserved racial and ethnic minority group populations, had completed genetics needs and
assets assessments in the target communities prior to CGEN project initiation, and had track
records of implementing community genetics education activities. All sites had a local project
evaluator to document and evaluate project activities. A national evaluation team based at the
Midwest Latino Health Research, Training and Policy Center, University of Illinois at Chicago,
provided evaluation guidance and oversight.

Throughout the CGEN project, the March of Dimes served as a coordinating center. In this
capacity, the organization provided project management, technical assistance, quality assurance,
and general guidance, and it worked to foster and enhance collaboration among the CGEN
project partners as well as promote relationships with other organizations. In particular, March of
Dimes supplied the sites with information on CBPR to help them work with their respective
geographic and racial/ethnic communities. Sites were also provided with technical assistance,
either by March of Dimes staff or by outside experts, on how to develop materials for low-
literacy audiences, carry out translations, sustain and disseminate their interventions and
materials, and publish in peer-reviewed journals. In addition, March of Dimes implemented a
system of regular conference calls, reports, and in-person meetings, and encouraged project
partners to contact each other directly to discuss relevant issues. The organization also hosted a
password-protected web-based workspace that allowed participants to communicate and share
documents.

The CGEN project was implemented in several (overlapping) phases:

¥ Phase I - Partnership formation, program planning, and development. This phase
began in June 2005. For many local interventions, it was completed by late 2007, but for
some it continued through 2009.
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¥  Phase Il - Community awareness and education, including implementation and
evaluation of culturally and linguistically appropriate genetics education interventions.
This phase began as early as December 2006 or the first quarter of 2007 for several
interventions, and for a number of interventions Phase II activities continued into the first
half of 2010. For most sites, an initial implementation/evaluation pilot study was
followed by a period of revisions to procedures and materials and a second pilot study.

¥ Phase III — Dissemination of interventions, educational materials, and best practices to
other sites and the broader field, and institutionalization/sustainability of promising
practices in CGEN sites. For one intervention, this began in late 2007. However, for
most interventions, dissemination and sustainability efforts did not become a focus until
2010.

This national evaluation report addresses the processes and findings of the CGEN project’s
Phase II, implementation and evaluation of culturally and linguistically appropriate genetics
education interventions in the four community sites. The logic model (version of 6/30/08) for
this project phase is shown in Figure 1, below.” In brief, inputs to Phase II included the curricula,
materials, and tools and learnings produced in Phase I, the local and national project partners,
HRSA funding, selected theoretical frameworks (such as CBPR, among others), and additional
resources available to the team. These inputs were brought to bear to implement (or deploy) and
evaluate culturally and linguistically appropriate interventions and materials, which were
hypothesized to increase genetic and health knowledge and literacy, and positively impact other
behavioral determinants (e.g., self-efficacy, attitudes, and intentions), over the short-term.
Positive short-term effects on behavioral determinants were in turn hypothesized to lead to
positive mid-term effects on behaviors, including increased information-seeking around genetics
and related health issues; increased discussion with family, broader social networks, and health
care providers about genetics and health; improved quality of patient-provider communication in
genetics-related encounters; and increased healthy lifestyle choices (e.g., diet, physical activity)
relevant to genetic conditions. In addition, evaluation of the CGEN interventions and the
resultant learning were hypothesized to contribute to more efficient and effective genetics
education programming. Ultimately, the desired outcome of the project was decreased disparities
in morbidity and mortality related to genetic and environmental conditions, among underserved
populations. While this outcome has not been measured in the CGEN project, it is the
overarching goal that drove the partners’ work.

This report summarizes the Phase II methods, outputs, and outcomes across sites, with the goal
of identifying overarching challenges, lessons learned, and best practice implications.
Specifically, Section II summarizes the methodologies used in the development of this report,
Section III provides an overview of the local site interventions, Section IV briefly describes the
roles of the various project partners in Phase II, and Section V summarizes common elements of
the local evaluations and provides an overview of the specific local evaluation designs and
methods. Section VI then summarizes and discusses the local evaluation findings, and Section
VII addresses how these findings have (as of the writing of this report) been disseminated and

% A logic model is a table or diagram that shows the links among a program or project’s inputs (resources), activities,
outputs, and outcomes. It is a visual representation of a program or project’s theory of change (Frechtling, 2007;
W.K. Kellogg Foundation, 2004). See also section V.A.2.
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discussed both within and outside the project team. Section VIII briefly discusses additional
Phase II outcomes among project staff and local sites. Finally, Section IX details implementation
and evaluation challenges and lessons learned from the Phase II project, and Section X
summarizes best practice implications for practice, research, and policy, based on the Phase II
project experiences.
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Figure 1. Logic Model for Community Genetics Education Network (CGEN) Project Phase Il: Community Awareness & Education

Overall Phase Il goal: To implement and validate culturally & linguistically appropriate (CLA) genetics education programs

Inputs

Phase | outputs
-Finalized curricula,
materials, & tools,
including translations
-Trained staff
-Lessons learned
Human resources:
-Local site staff
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-Advisory Councils
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-HRSA staff
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-National evaluation
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-HRSA
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-Community-based
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-Health
communication and
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-Popular education
-Formal
behavioral/social
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local project staff
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-Local evaluator
meetings
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!
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women & their partners -# of brochures distributed
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and informal capacity- —pp| informal learning opportunities

provided

Increased/improved
skills, self-efficacy,
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providers (amang all)
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network discussions &
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family health history &
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v
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—>
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patient-provider
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genetics-related encounters

v
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lifestyle choices related to
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More efficient and effective

A

A
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A

Phase Il process & outcomeevaluation: Use of program logs, surveys, interviews, and other means to assess processes and selected short- &
mid-term outcomes of the four local CGEN projects, and well as overall Phase Il processes; evaluation field manuals developed; periodic
evaluation reports produced and presentations delivered.

KEY: CBO= community-based org.; CBPA= community-based participatory approaches; CBWCHC= Charles B. Wang Community Health Center; CHWs= community health workers; CLA= culturally & linguistically
appropriate; DWDC= Dominican Women'’s Development Center; Howard= National Human Genome Center, Howard University; HRSA= US Health Resources & Services Administration; HSS= health & social service;
IRBs= Institutional Review Boards; MOD= March of Dimes; promotores= health promoters; Utah= Genetic Science Leamning Center, Univ. of Utah & Utah Dept. of Health.
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I1. Report Methodology

This report provides a descriptive synthesis and alargey quditative, thematic andysisN
executed (by handQ(as oppoed to by meansof qualitative andysis software)N of Phase I
activities, outcomes, and learnings It draws on a number of daa sources, induding:

Local project coordinator and local evaluaor quaterly reports

Local Phase |l evaluaionreports and field manuds

Nationd evaluation semi-annud reports

Evauaor cal and CGEN team quaterly conference call minutes

CGEN team in-person meeting minutes

CGEN American Public Health Assodation (APHA) Annud Meeting didesets

Other CGEN historical doauments

Local evaluatorsOPhase || evaluaion reports and field manuds were a particularly rich source of
information for this report. Thisreport also reflects ongoing discussionsamongteam membersN
often but not always captured in formal meeting minutesN about project progress, chalenges,
and strategies. As such, it represents collective inditutiond memory and insghttha grew over
time.

The obijective of the present report is not to provide exhaudive detail on theimplementation
practices or evaludion methodsor findngsof each local intervention. Such informationis
availablein local sitesOquaterly reports, Phase Il reports, and field manuds. Ingead, the present
report focuses on summarizing methodsand findingsand deriving overall chdlenges, strategies,
and best practice implicationstha have emerged from thereview of local and nationd Phase 11
efforts. Officialy, thedaa in this report cover theperiod Januay 2007June201Q However, in
some cases information from shortly before or after this period has been induded, in order to
provide a more comprehengve picture of Phase |1 chdlenges and accomplishments.
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II1. Overview of Local Interventions

Each of thefour CGEN sites developed interventionsand materials tha targeted a specific
popuktion or popuktionsthat it represented or to which it had access. Specifically, in Phase | of
the project, each site collaborated with a community advisory boad (CAB) and (as appropriate)
othe community condituents and/or outside conaultants to develop interventionsand materials
tha would be culturally, linguigtically, and health literacy-appropriate for the designaed
popuktion(s). Each site@ target popuktion(s), intervention approaches, and settingsare
summarized in Table 1 and discussed briefly bdow.

Table 1. Overview of Local Interventions

Site Lead(s)

Phase II Target Population(s)

Intervention Approach' & Setting

Charles B. Wang
Community Health
Center (CBWCHC),

* Chinese American, largely
foreign-born, at-risk prenatal
patients attending CBWCHC clinics

¥20-30 minute clinic-based genetics
education workshop prior to
patient® meeting with genetic

Development Center
(DWDC), New York
City

the Washington Heights/Inwood
section of New Y ork City

New York City in Chinatown and Flushing, New counselor

York City

* Chinese and Korean foreign-born | ¥Educational brochures

adults in the New Y ork metropolitan

area
Dominic~an e Latino/a adults (largely Spanish- ¥Multi-session training of
WomenG speaking Dominican immigrants) in | community health workers (CHWS)

¥Two-module (about 2 hours total)
genetics and health workshop in
community settings

Howard University
(Howard),
Washington, DC

* African American adultsin
selected (lower socioeconomic)
wards in Washington, DC

¥45-minute genetics and health
workshop (including use of
interactive booklets and trigger
video) in community settings
¥Website

¥Toll-free information line

University of Utah
Genetic Science
Learning Center
(GSLC) and the
Utah Dept. of Health
(Utah), Salt Lake
City, UT

* 5th grade and secondary school
Hispanic/Latino students” in Salt
Lake City and Ogden, UT school
digtricts

¥School curricula and bilingual
educational materials (including
take-home materials)

¥ Secondary school materials also
included avideo

* Tongan/Pacific Islander
community members® in Salt Lake
City, UT

¥60-90 minute genetics and health
workshops in community settings

Notes:

! Intervention lengths as listed in the table do not include time required for evaluation activities.

2 StudentsCfamilies were the secondary target of the school-based interventions, as it was hoped that students would
share materials with parents/family through take home activities.
% The original intent was to develop a curriculum that would be appropriate for Tongans and other Pacific Islanders,
but ultimately the curriculum that was developed was most appropriate for a Tongan audience (see Section 111.D).
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II1.A. CBWCHC

CBWCHC in New York City developed a pre-counsling workshopfor pregnant, foreign-bom,
Chinese American paients who are identified to be at risk for negative birth outcomes dueto
thdassemia, abnomal triple screen results, and/or advanced maternd age The short-term
objectives of theworkshop are to increase basic knowedgeof gendics, therole of gendticsin
health, and genetic disorders tha are paticularly commonin Asian American communities,
increase awareness aboutgenetic counsling and testing services as pat of prenaa care and
family planning; increase self-efficacy and intentionsto discuss concernsregarding gendics and
family health history with a genetic counslor or othe health care provider; and improve qudity
of communication between the genetic counselor and paient and optimize the counsslor@® ability
to enable the patient to make informed health-related decisions The pre-counsling workshop
was specifically developed for use with paients who are recent immigrants and have low
acculturation levels, limited English proficiency, and low hedlth literacy.

Theworkshop conssts of aoneon-one20-30 minute gendics education session for pregnant
women (and ther partnes, if they wish to attend) who are referred for genetic counseling
because of risks related to thaassemia, abnomal triple screen results, and/or advanced maternd
age Thepdient (and patner, if desired) attendsthe sessionimmediately prior to her scheduled
appointment with the genetic counslor. Thesessionis conduded in Chinese by atrained hedth
educator. Three versionsof the curriculum are available; all providebasic Qenetics 1010
education, aswell as discussion of the purpos and meaning of gendic testing and counsling,
paient risk factors, and specific testing procedures like amniocentesis and ultrasound.Each
curriculum also provides tailored content for therespective risk group (thdassemia, abnomal
triple screen, advanced maternd age). Patients leave theworkshopwith relevant bilingud
(Chinese/English) take-home brochures (see also bdow).

CBWCHC also developad a set of five culturally and linguistically appropriate bilingud
educationd brochures. Each brochure conaernsone of thefollowing topics: genetic counsling
and testing; thdassemia; amniocentesis; materna serum-triple screen; and family health history.
The content was first developed in English by the project team. It was evaluaed for medical
accuracy by CBWCHCG hedlth care providers, and for cultura and linguistic appropriateness by
CBWCHCG bilingud/bicultural health educators. Then the content was trandated into Chinese
by CBWCHCG@ in-house trand ators. Thetrandation was reviewed for linguistic accuracy and
cultural relevancy by several reviewers (CBWCHCGQ health educators;, Women@ Health
Depatment staff; the Women(@ Health Advisory Committee, which was CBWCHC( CAB; the
project team; and health center volunteers, all of whomare naive Chinese speakers who know
the popuktion). Thebrochures on genetic counseling and testing and amniocentesis were al'so
adapted for the Korean community and are available in Korean/English. Written in plain
languaye and with as little medical terminology as possible, the brochures explain common
gendic terms and conaepts tha the patient should be aware of when congdering prenaal genetic
screening or genetic counsling, and they explain the benefits and risks of particular genetic
tests. Throughthe brochures, paients, ther family members, and other community members can
gan knowledge and consder cultural bariers and stigmarelated to genetics and hedth. Asa
result, paients and community members can gan self-efficacy to access and use gendic
counsling and testing services.
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I1I1.B. DWDC

DWDC developed a two-module genetics education community workshopfor Latino/a (largdy
Dominican immigrant) adults in the Washington Heights/Inwood neéghbohoodof New Y ork
City. Theworkshopis designel to beddivered in community settings such as soda service
agendes, churches, and homes. Theworkshop®prindpd short-term obijectives are to increase
knowledgeof genetics and the effects of the environment on inheited conditions increase
awareness of gendtic conditionsparticularly relevant to Latinodas; increase awareness of and
access to community services related to genetics and health; and inarease self-efficacy and
intentionsto discuss genetics and family health history with service providers and family
members. DWDC aso developed atraining for community health workers (CHWSs) to empower
them to ddiver the genetics education workshopin community settings

Thecurriculum and materials to be used for the CHW training and community workshops
evolved consderably throughoutthe CGEN project. Initially, a 12-module curriculum was
developeal in Spanish by an Argentinean gendticist. Themodules were trandated into English by
alocal trandator, buttheteam foundproblems with thetrandation and thereading level
(sixteenth grade) of thematerial. A conaultant was hired to adjus the English material to an
eighth gradereading level. In addition, the English version of the curriculum was narrowed to six
modules, reviewed for scientific accuracy by amedical conaultant, reviewed for English
languaye accuracy, and eventudly trandated back into Spanish. However, at a CHW trainingin
Februay 2009 CHWs provided feedback to project staff tha there was just toomuch
informationin the curriculumto absorb in the CHW training sessionsand teach effectively in
brief community workshops Theteam respondel by usng content from the six-module
curriculum to develop a streamlined, two-module curriculum that indudes: (a) a paticipant
workbook (available in Spanish and English versions); (b) aflipchat for each modue that
indudes culturally appropriate images and text for participantsto view on oneside of each page
(available in English and Spanish versiong, and bilingud talking points and notes for the CHW
ontheother; and (c) an assodated CHW training guide (available in English and Spanish
versiony. All of thematerials have images and examples tha are culturally appropriate for the
Washington Heights/Inwood L atino/a community.

Thefirst workshop module, Q_atino/a Families: How to Improve Y our Health and the Heal th of
Y our CommunityQ has addivery time of approximately 1.25 hous, exclusive of evauaion
activities). Thismodule covers heredity and basic gendlics conaepts, the mos common genetic
conditionsaffecting the Latino/a community, theroles that the environment and lifestyle play in
the expression of inheited diseases, how to complete afamily health history, and whereto find
local genetic counssling services and resources. The second module, How to Have a Healthy
Pregnancy,Ohas a ddivery time of approximately 45 minutes, exclusve of evaluation activities.
It covers birth defects and factors that inarease the chance of having a baby with abirth defect,
and provides information on the different stages of pregnancy and howto increase the chance of
having a healthy baby. The secondmodule isintended to be presented as an adjund to thefirst,
and not as a stand-aloneworkshop. Both modues indudedidactic presentation elements and
interactive group activities. Review by a series of expert conaultants, DWDC CGEN staff, and
the CHWs hdped to ensure that thefind community workshopand CHW training materials
were scientifically accurate, as well as appropriate for the cultural and languaye background,

CGEN Nationa Evaluation Phase Il Report, 1/11/11, p. 9



literacy level, and hedlth literacy level of thetarget audiences. All thematerials are available on
the DWDCQ@ webste (http://dwdc.org/HGenetic.html).

II1.C. Howard

Howard developed a genetics education community workshopfor African American adultsin
selected (lower sodoeconornic) wardsin Washington, DC. Theprincpd short-term objectives
of theworkshop are to increase knowedgeand literacy aroundfamily hedlth history conaepts
andrace, gendics, and health issues; increase awareness of theimportance of genetics and
family health history issues; increase skillsto collect family hedlth history information; and
increase motivation to seek further information ontopics related to genetics and family hedlth
history. Designead to last 45 minutes, exclusve of evaluation procedures, theworkshop
comprises two main topics. family health history (FHH); andrace, gendiics, and health (RGH).
A PowerPoint presentation provides didactic content, and two booklets (oneon FHH, oneon
RGH) are the source of interactive activities and take-home materials. A video-based public
service announ@ment on FHH, created by the Howard CGEN Project, isalso shown asatrigge
for discussion. Close to theend of theworkshop, participants are asked to sign apledgeform in
which they commit to engaging in onehedlth-related activity during the next two months
collecting family health history, engaging in postive lifestyle choices related to diet, or
engaging in postive lifestyle choices related to physical activity.®

The community workshopsare designed for implementation in diverse community settings(e.g.,
community centers, churches). TheHoward CGEN Project coordinator served as theworkshop
facilitator in the Phase 11 pilot study. Shewas assisted by graduae student volunteers (one
assistant to every ten participants) from the Genetic Coungling Training Program at Howard
University. They were encouraged to respondto any technical questionsposed by theworkshop
paticipants.

Howard also developed and deployed two additional resources targeted toward African
Americansbut accessible to a broader audienceN awebste and a toll-free numberN to suppot
increased literacy and knowledgeof gendics, increased awareness of theimportance of genetics
and family health history issues, and (in the case of thetoll-free number) increased conaultation
with health and human service providers on gendics and family health history. Thewebste
(www.myfamilies.org), which is part of Howard@ Nationd Human Genome Center site,
containsdidactic information (tailored for an eighth grade reading level), resources, and linkson
family health history and on how race, genetics, and the environment may affect a person®
hedlth. Thebooklets used in Howard® community workshopsare also made available through
thewebste. In addition, webste users have theoption to join aHoward CGEN mailinglist. The
toll-free number has an outgoing message that asks the caller to leave amessage and refers the
caler to thewebste. TheHoward CGEN Project Coordinator returns messages by the next
busness day. In some cases, shemay direct thecaller to an expert at the Howard University
Nationd Human Genome Center or Howard University Hospital who would be better able to
answer the caller@ question.

% Thefinal version of the workshop (Howard@ (pilot 20 offered these three pledge options. An earlier version of
the workshop (Howard@ (pilot 1Q offered alonger list of choices.
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Howard® CGEN project was based on several formal theories: Theory for Individud Changeor
Empowerment Modd (King, 1999) Health Belief Modd (NCI, 2009, and Stages of Change
(Trangheoretical) Modd (NCI, 2005;Prochaska & DiClemente, 1983) With respect to
intervention approach and content, the Theory for Individud Changeor Empowerment Modd is
mog relevant. It asserts tha empowerment should increase problem solving in a paticipaory
fashion, and should enable paticipants to undestand the persond, sodal, econorric, and
political forcesin ther livesin order to take actionto improvether situaions(King, 1999.
Howard® CGEN interventionsseek to empower African American community membersto
increase thar knowledge thusenabling them to beter undestand the persond, sodal, economic,
and political dynamicsrelated to family hedlth history and race, gendics, and hedlth. This
knowledgecan lead participants to take action and problem-solve to improvether hedth status

II1.D. Utah

TheUniversity of Utah Gendic Science Learning Center (GSLC) and the Utah Department of
Health developed culturally appropriate bilingud (Spanish/English) genetics education materias
for Hispanic/Latino students in gradefive and seconday school, andfor their families.
Specificaly, thefifth-grade materials focus on genetic traits and the difference between inheited
traits and learned traits or traditions Ther princpa short-term objectives are to increase student
knowledgeof basic gendtics, increase student interest to learn more aboutgendics, promote
sharing of information aboutgenetics with family members, and generate an intention among
teachersto use the materials with other classes. The materials comprise five classroomactivities
and three take-home family activities that may beused as a single curriculum (presented over a
one to five-week period) or as stand-aloneactivities. The materials meet selected U.S. Nationd
Science Education Standads (grades 5-8; NRC, 1996), American Assodationfor the
Advancement of Science Benchmarks for Science Literacy (grades 3-5; AAAS, 1993, and Utah
Elementary Science Core Curriculum, Fifth Gradestandards (Utah State Office of Education,
2002)

Utah aso developdl culturally appropriate bilingual (Spanish/English) materials for seconday
school students. Intended for use in biology or hedlth classes, the materials address how gendtics
and lifestyle choices affect risk for devel oping common chronic diseases. Thear prindpd short-
term objectives are to increase student knowledgeof basic genetics, increase student interest to
learn more aboutgenetics, promote sharing of information aboutgenetics with family members,
promote the collection of family health history information, and generate an intention among
teachersto use the materials with other classes. The materials comprise four classroom activities
and a take-home family health history activity. In addition, ashort bilingud video introduces
students to the varioustopics covered. The classroom activities require between 1.5to 2.5 class
periodsto implement, plusan additiond week for the students to collect ther family health
histories. The materials address selected standadsin the Utah Seconday Health Education Core
Curriculum (Utah State Office of Education, 2009, as well as selected U.S. Nationd Science
Education Standads(NRC, 1996) American Assodation for the Advancement of Science
Benchmarks for Science Literacy (AAAS, 1993) and Nationd Health Education Standads
(Joint Committee on Nationd Health Education Standards, 2007)
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Additiondly, the GSLC, in collaboration with the Nationd Tongan American Sodety (NTAS),
developeal arelated 60-90 minute, single-session community workshopon basic prindples of
inheitance and family health history, by adgpting sel ected materials developed for the
Hispanic/Latino students. The participant materials were made available in a bilingud
(Tongan/English) format. Origindly, the curriculum was going to target adult members of the
Tongan and othe Pacific ISande communities. Theimages and examples used in the materials
are indeed appropriate for this broad audience (see bdow); however, the project@ community
advisory boad (CAB) had only onenon-Tongan member (i.e., aSamoan), andthe NTAS
Director and the CAB ultimately trandated the materialsinto Tongan only. (Additiondly, nearly
al pilot study participants were TongaiN see Section V1.D.3, be ow.)

Theprindpd short-term objectives of the community workshop are to increase knowedgeof
andinterest in basic gendtics, and increase intentionsto share information aboutgenetics with
family members, collect family health history information, and make lifestyle changes to reduce
risk of diseases that have both genetic and lifestyle influences. Theworkshopindudes three
main activities oninheited traits and related health risk issues. In addition, a fourth activity on
family health history is explained, and participants are encouraged to use the materials to collect
thar own family health histories after the session. Theworkshopisintended to betaughtin
churches, senior centers, and other community contexts.

Utah® CGEN interventionsare all based on standad K-12 science education approaches,
induding research-based education prindples and kinesthetic learning prindples (Marzano et al.,
2001). In developing theinterventions Utah used CABs made up of members of thetarget
racial/ethnic groups(i.e., Hispanic/Latino; TongavPacific Idande) to review and adgpt genetics
education materials previoudy developed by the GSLC in collaboration with teachers, so that
they would beculturally, linguistically, and literacy-level appropriate. For example, in addition
to adgpting previoudy-developad materials, the Hispanic/Latino CAB developed theideas for
thefifth grade take-home family activities, recommended developing the bilingud movie for the
seconday-level materials, and reviewed thetrandationsfor all materias. For the Tongan/Pacific
Idande community workshops Tongan trandationswere both carried out and reviewed by CAB
members. In addition, a phot-shootwith Pacific Idandea community members provided
appropriate visuds; references to hedlthy and unhelthy foodswere tailored to reflect typical
Tongan dishes; and diabetes was madethefocusof discussionsaboutdisease because of its
prevalence in the community.

Utah® English/Spanish schookbased materials are available at hitp://teach.genetics.utah.edu.
The Tongan materials will be made available at
http://learn.genetics.utah.edu/content/begin/traits/activities/.*

“ During the Phase || period, in response to requests from diverse groups to use the Utah materials, Utah adapted the
school-based materials so that they would be appropriate for use with general (all-age) audiences (see
http://learn.genetics.utah.edu/content/begin/traits/activities/). The materials have been used in diverse contexts, such
as health fairs, a museum exhibit, open houses, and other community events. The materials aso have been used

in additional workshops with African American, African refugee, Chinese, Hispanic/Latino and Native American
community groups, with support from a contract with the National Institutes of Health (NIH) National Human
Genome Research Institute. Since they were not evaluated under the Phase || CGEN Project, the general audience
materials are not discussed in detail in this report.
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IV. Partner Roles in Phase 11

The CGEN patnes played diverse but complementary rolesin Phase |1 implementation and
evaluation activities. These roles are summarized briefly bdow. Importantly, the sense of a
GCGEN communityOincreased amongthe partners during Phase 1. This community provided
suppot to thepartners and promoted cross-site learning.

1V.A. Site Staff

Thelocal project coordinators had lead responsbility for ensuring tha theinterventionsand
materials tha ther teams had developed in Phase | were implemented (or deployed) successfully
in Phase I1. Beyondthis overarching responsbility, their specific tasks varied across sites and
interventions In particular, for some interventions project coordinators engaged in direct
outreach activities to recruit intervention participants. For other interventions project
coordinaors made arrangements with intervention hod sites tha in turn recruited (or had access
to Gaptive audiencesOof) intervention participants. In some ingances, local project coordinaors
ddivered interventionsdirectly to community membe's; in other cases, project coordinaors
trained or otherwise prepared community partne's (e.g., teachers, CHWSs, or community |eaders)
to ddiver theinterventions Additiondly, project coordinaors and/or other program staff often
had alead or auxiliary role in evaluaion daa collection efforts. In al sites, the project
coordinator collaborated actively with thelocal evaluator to ensure that planned evaluaion
activities would occur in conjundion with intervention implementation. Project coordinaors
submitted quarterly reports onther projects, paticipaed in quaterly conference calls and
annud in-person meetings and also reviewed and provided feedback onlocal and naiond
evaluaion reports. In addition, during Phase 11 they each had lead responsbility for their site(3
Phase |11 (dissemindion and sugainability) planning efforts.

There was consderable turnove amonglocal project coordinators during the Phase Il reporting
period, asis common for community-based projects. In paticular:

« DWDCG project coordinator throughFebruary 2008 was Ms. Andd Nicasio. Sheleft
DWDC and was replaced by Ms. Claudia De la Cruz

e CBWCHCGQ project coordinaor throughspring 2006 was Ms. Deborah Hong.Ms. Maa
Shah then served as coordinator throughearly 2007, when Ms. Hongreturned. Ms. Sandra
Tanamugaukbovonbecame coordinaor in fall 2008; she was replaced by Ms. Christine Chan
in summer 2009 Ms. Chan left in summer 2010and was replaced by Ms. Shdini Vora, who
was the coordinator as of thewriting of this report.

» Howard@ project coordinaor throughMay 2008was Ms. Valerie Robinson Hill. When she
left her postion, shewas replaced by Ms. Finie Hunter (later Ms. Finie Hunter-Richardson).

« Utah@ GSL C project coordinaor was always Dr. Louisa Stark. Two staff from the Utah
Department of Health Chronic Disease Genomics Program (UDOH CDGP) worked closaly
with the GSL C throughthe end of 2008 when the UDOH Genomics Program was
discontinued dueto alack of funding.
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1V.B. Local Evaluators

Each CGEN site had alocal evaluaor who worked with the site throughoutall phases of the
CGEN project. In paticular:

* DWDC patnered with New Y ork City-based conaultant Mr. Jesus Sanchez, who had been
ther local evaluaor on theearlier HRSA-fundel GENE Project’, a precursor to CGEN.

* CBWCHC initialy patnered with Mr. Sanchez asther local evaluaor as well. However, in
2008, pat way into ther Phase Il activities, an internd reassignment of the CGEN project
from Qlemondration projectOstatus to QesearchOstatusled CBWCHC to bringthe
evauaionin-hous to ther Research & Evaludion Unit, led by Dr. Shao-Chee Sim, who
became the project® lead local evaluator.

« Howard@initial local evaluator was Dr. JohnnyDaniel (afaculty member in the Department
of Sodology and Anthropology at Howard), butin thefirst hdf of 2007hewithdrew from
the project. Howard then partnered with Green Conaulting Company, whose Principd, Dr.
Rodney Green, isthe Executive Director of Howard@ Center for Urban Progress. Green
Conailting evaluaor Dr. Jo-AnneManswell Butty became thelead local evaluaor for the
Howard project.

» Utah patnered with Bach Harrison, LLC, a survey research and evaluation firm based in Salt
Lake City, for ther local evaluaion. Dr. Stacy Eddngsserved asthelead local evaluaor.

Thelocal evauaors were charged with collaborating with thelocal project coordinators and (as
appropriate) other local congituents to plan and implement process and outcome evaluation
studies and report onthefindings Throughoutthe project, thelocal evaluaors had ultimate
responsbility for theintegrity of local evaluation processes and findings They were required to
submit quaterly progress reports to the March of Dimes and the naiond evaluaion team, to
prepare evaludion field manuds and Phase Il reports, and to paticipaein peiodic evaluaion
team conference calls, al-CGEN quaterly conference calls, and annud in-person meetings
They were also involved in disseminating evaluaion findingsto a variety of audiences, induding
CABs, othe community condituents, the overall CGEN team, and the broade field. Apart from
these common responsbilities, thelocal evaluaorswere afforded consgderable latitudeto
develop methodobgies and tools that would be appropriate for ther respective sitesO
interventionsand popuktion(s).

1V.C. National Evaluators

The CGEN naiond evaudion team was based at the University of Illinois at Chicago (UIC)

Midwest Latino Health Research, Training & Policy Center (Midwest Latino Center). Thar

primary responsbilities during Phase |1 were to:

* Maintain regular communication with local evaluaors throughperiodic conference calls and
email.

® The GENE Project was a five-year program funded by HRSA to investigate the genetics education needs of
underserved, minority communities. March of Dimes and its nationa partners, Genetic Alliance and Family Voices,
worked with two community partners (one of which was DWDC) to determine the cultural and linguistic needs of
the respective communities in the area of genetics education and develop action plans to address those needs.
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* Providetechnical assistance and suppott to local evaluators (e.g., conaerning logic modding,
ingrument development, data collection and andysis methods interpretation of findings
reporting formats, etc.) for ther ongong Phase 11 activities.

* Providereview and oversightfor local evaluaor deliverables.

* Enauretha required IRB approvds were in place and provide IRB services throughUIC for
sitestha did nothave ther own IRB (i.e., DWDC, CBWCHC).

* Helptheteam to prepare for and engagein Phase |11 (dissemination and sudainability)
activities, by leading development of an overall Phase 111 logic modd, providing inputto
Phase 11 segments at theannud CGEN in-person meetings reviewing CGEN presentation
materials, and providing inputto the design of program replication toolkits.

* Make an APHA presentation on cross-site Phase || methodsand findings

* Keeptheentire CGEN project team up-to-dae on naiond evaluaion activities during
quaterly conference calls and via semi-annud reports.

* Produe aPhesell naiond evauation report (thisdoaument) and assodated manuscript.

Thenationd evauaionteam origindly comprised Dr. AidaGiachdlo, Founde and Director of
the Midwest Latino Center, and Dr. Robin Bates, Director of Evaluaion and Research at the
Midwest Latino Center. Dr. Bates | eft the project in Augug 2007,and Dr. Julie Solomon of J.
Solomon Conaulting, LLC joined thenaiond evaluaion team in December 2007.Mr. Jose
Arrom, Disseminaion and Research Development Speciaist at the Midwest Latino Center, also
joined thenationd evauaionteam at tha time. Mr. Arrom had primary responsbility for UIC
IRB approvd efforts.

1V.D. March of Dimes

In Phase || theMarch of Dimes continued to serve as the project® coordinating center and to
provide project management, technical assistance, qudity assurance, and general guidance. Dr.
Diane Ashton continued to serve as the project@ Principd Investigator, and Ms. Diane Gross
continued to serve as Project Director. Overall, March of Dimes Nationd Office staff@ primary
Phase Il responsbilities were to:

* Providetechnical assistance to hdp sites address implementation chdlenges.

* Participae in evaluaion conference calls and provide feedback concerning evaluaion
chdlenges and solutions

* Organize dl-CGEN annud in-person meetingsand quaterly conference calls.

* Review and providefeedback on project coordinaorsOquarterly reports and local and
naiond evaluaorsOddiverables (e.g., evaludion ingruments, protocols, and reports).

* Review program materiasin light of evaluaion findingsand assist with revising materials
and protocols, as appropriate.

* Organize a2009APHA pand presentation onPhase |1 findingsand review all presentations

* Provideatoll-free conference lineand an onlineworkspace for all CGEN partnersto share
doauments, schedules, messages, and learnings

* Help sitesto plan for Phase I11 (dissemination and sudainability) activities.
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Aswas noted above duringthe Phase Il period, some sites were still engaged in Phase |
development and planning activities. March of Dimes Nationd Office staff spent congderable
time working with two sites on findizing intervention materials and protocols so tha they could
move on to implementation and evaluaion. Additiondly, in service of Phase I11, March of
Dimes staff worked with two sitesto develop areplication toolkit and devel oped thereplication
toolkit for onesite. March of Dimes staff also collaborated with the naiond evaluaorsona
manuscript focused on Phase | activities and led the development of two podersfor presentation
at annud meetingsof professiond organizations(Sodety for Public Health Educationin 2009
and American Public Health Assodationin 2010) Uponcompletion of this report, March of
Dimes will collaborate with the nationd evaluators on a manuscript about Phase 11 activities.

March of Dimes Chapter staff were also involved in some Phase |1 activities. In particular, one
Chapter collaborated with alocal project coordinaor to providerecommendaionsand linksto
potential Phase Il implementation sites.

IV.E. HRSA Project Officer

ThroughoutPhase I, the HRSA Project Officer Dr. Penny Kyler attended theannud in-person
team meetingsand quaterly conference calls, reviewed and provided feedback on major
ddiverables, and provided more informal feedback via phoneand Interng. Shealso circulated
training, funding, conference, and publication opportunities that suppoted the Phase Il (and
Phase I11) gods and activities of the CGEN patners.

1V.F Community Advisory Boards (CABs)

Thelocal sitesOCABs were expected to meet periodically during Phase || so that local site staff
could providethem with updaes on progress and obtain inputto implementation and evaluaion-
related activities. For some sites, CAB activity was not as robug as had been anticipated, and
onesite(3 CAB did not meet at al during thereporting period (2007-2010. However, another
CABN Utah@® Tongan/Pacific ISanda CABN played a paticularly important rolein the
development and review of the Tongan trandationsof the evaluation ingruments.

1IV.G. The CGEN Community

Aswasreferred to above the CGEN team communicated regularly. Local and nationd
evaluators and March of Dimes project staff met by phoneevery 3-6 weeks from thefirst quater
of 2008throughthefirst quater of 2010 to discuss progress, ddiverables, and chdlenges.
Additiondly, theMarch of Dimes met monthly by phonewith thelocal project coordinaors. The
entire CGEN team met by phonequaterly and in person annudly during Phase |1 (November,
2007in Washington, DC; May 2008in White Plaing NY; February 2009in Baltimore, MD; and
March 2010in Salt Lake City, UT). Theevauaion groupmet in personin Chicago in December
2007and then annudly thereafter immediately following the all-team in-person meetings The
periodic meetingsfacilitated mutud suppot and cross-learning amongthe groupoveral and
amongtheevauaors, in particular, asthey permitted open discussion of issuesin areas such as
participant recruitment, ingrument design, IRB requirements, daa collection strategies, response
rate issues, anadysis methods daa interpretation, and data presentation formats.
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V. Overview of Local Evaluation Elements and Methodologies
V.A. Common Elements

All local evaluaionshad some common requirements and expectations induding IRB approvd,
development of logic modds, implementation of both process and outcome evaluation activities,
and a CBPR approach. While there was also initialy an intent to collect data on some common
indicators across all local projects, usng a common core set of survey items, these planswere
abandonel dueto theloca sitesCdivergent popuktions interventions and timelines.

Local and naiond CGEN team members experienced a nunber of chdlenges related to cross-
site requirements and expectations Severa of these are mentioned briefly in this section; further
discussionis provided in Section I X.

V.A. 1. IRB Approval

Local evaludionswere required to have ongong IRB approval for ther designs methods and
ingruments. Howard and Utah each used their own (university-based) IRB. DWDC and
CBWCHC, which did not have ther own IRBs, used the UIC IRB, which aso served asthe |IRB
of record for the nationd evaluation effort. During late 2007and early 2008,a period of turnover
amongthenaiond evaluaion staff (see SectionV.C, above), some confuson and
miscommunication arose among DWDC, CBWCHC, and the naiond evaluadionteam asto IRB
requirements. While thisissuewas resolved in 2008, in pat throughdiscussion of IRB issues at
the CGEN in-person meeting in May of tha year, it did lead to consderable Phase 1
implementation and evaluaion ddays, particularly for CBWCHC (see also Section [ X).

V.A.2. Phase Il Logic Models

Aswasindicated in Section |, alogic model is atable or diagram that shows thelinksamonga
program or project@ inputs (resources), activities, outputs, and outcomes. It isavisud
representation of a program or project( theory of change (Frechtling, 2007;W.K. Kellogg
Foundaion, 2004. Logic modds are useful tools for designing interventionsand evaluaionsand
for communicating with key stakeholders about program objectives and measurement. At thein-
person CGEN evaluaors meeting in December 2007, logic modding was reviewed, and an
oveal logic modd for CGEN Phases I-11 was drafted. Local evaluaors were asked to work with
thar respective site coordinators to develop logc modds for thelocal interventions They were
paticularly encouraged to develop modds tha reflected common behavioral and sodal theories
undelying effective health promotion interventions (NCI, 2005. According to these theories,
factors such as attitudes, self-efficacy, and intentionsinfluence behaviors, which in turn impact
health outcomes. It was hoped that logic moddingwould hdp to inform evaluation indicators
and ingruments, so tha measurement would be appropriately aligned with intervention
objectives.

While thelogic modding did appear to hdp advance evaluation planning, it became clear tha

logic modd training and modd development would have been mog fruitfully implemented early
in theintervention planning process (Phase I), when local site stakeholders were initially
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developing intervention objectives and activities. In particular, developing logic modds early on
would have hdped enaure that theinterventionsbeng planned leveraged doaumented health
promotion best practices asrobugly as possible, and tha intervention activities and materias
were maximally aligned with intervention objectives (see also Section 1X).

V.A.3. Process and Outcome Data

All local sites were expected to collect both process and outcome data for their major
interventions induding number of participants, the number and nature of activities implemented
and materials distributed, participant satisfaction information, and pre- and immediate pos-
program daa on determinants of behavior (e.g., knowledge intentions etc.). For additiond
materials tha were leveraged in themajor interventionsbut tha could also be used separately
(brochures, websdte, toll-free nunber), basic process evaluaion was consdered to be sufficient
assessment. Local evaluaors developed evaluaion designsand ingruments in accordance with
these expectations

Early in the project, there were plansto establish some common cross-site indicators and an
assodated set of common core survey items. However, these planswere abandonel in late 2007,
dueto thelocal sitesCdivergent popuations interventions and timelines, as well asturnover
amongnaiond evauaion staff. Sites did ultimately indudesome similar itemsin thar
evaluaions Summaries of these items were recently compiled by March of Dimes staff, and two
items (i.e., participantsOgende and knowledgeof where people get ther genes from) are
discussed in Section VI.E, bdow. In hindgght, it would have been hdpful for theteam to have
worked harder to indudeat least afew common cross-site measures, to permit a @oll-upQor
summary of CGEN program reach and effectiveness alongkey dimensons(see also Section 1X).

V.A.4. CBPR Approach

Aswas indicated in Section |, because the CGEN project espousd CBPR prindples and
methods it was expected tha community involvement would berobug throughou al project
phases. In particular, Phase Il implementation and evaluaion activities could involve community
condituentsin a nunmber of ways, induding (but not necessarily belimited to) thefollowing:

* Participaion of CABs or other community condituentsin evaludion design development,
ingrument development and trandation, interpretation of findings and/or disseminaion of
findings

* Involvement of other local community organizations as program implementation sites and
participant recruitment partners.

* Participaion of community membersin intervention ddivery and doaumentation (e.g., as
teachers or facilitators).

Asisdiscussed further in Section1X, thelocal CGEN sites ultimately exhibited different paterns
and levels of community involvement in Phase I1. In some ingances, greater community
involvement might have bendfited Phase |1 activitiesN althoughas was addressed in the CGEN
Nationd Evaluaion Phase | report andin theliterature (e.g., Cashman et a., 2008, extensve
community involvement can also increase project timelines congderably.
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V.B. Overview of Timelines, Designs, and Methodologies

Aswas indicated above sites were charged with collecting both process and outcome daa for
the pilot tests of thar major interventions They collected only basic process daaonthe
additiond resources (brochures, toll-free number, webste) tha suppoted these interventionsand
served as stand-aloneresources. Theactud local project implementation and evaludion
timelines are summarized in Table 2; the site evaluation designsand methodobgies for the major
interventionsand additiond resources are summarized in Tables 3-4, respectively, and are
discussed briefly in the subsectionsbdow.

Table 2. Site Implementation and Evaluation Timelines (actual)

Site Intervention Implementation and Evaluation Periods
Approach
CBWCHC | Clinic-based pre- Pilot 1: December 2006 May 2008
counsling Pilot 2: Januay-February 2009
workshops Pilot 3: JuneNovember 2009
Brochures Focus group assessment: Januay-February 2009
Digtribution: December 2006 May 2010
DWDC Training of CHWs | Trainingwave 1 (English): May 2008
Training wave 2 (Spanish): February 2009
Training wave 3 (Spanish): Novembe 2009 Januay 2010,
plusfollow-up session in March 2010
Community Pilot 1: December 2009March 2010
workshops Pilot 2: April-May 2010
Howard Community Pilot 1: March 2008 Januay 2009(plus 2-month follow-up
workshops data collection)
Pilot 2: February-May 2010(plus 2-month follow-up daa
collection)
Webgte Octobe 2007 (launch) to May 2010
Toll-free number September 2007 (laund) to May 2010
Utah 5th grade February-April 2007
curriculum &
materials
Seconday school | March-May 2008
materials
Community July 2009 Januay 2010
workshops
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Table 3. Evaluation Designs and M ethods. Major Interventions

Proces Evaluation Outcome Evaluation
_|

. : v o 9 wn U >

Site Intervention TargetN > g < g o g 0% >3 a 2l o= Qo 7
5SS =as|o? ST, PQSQI“uOQ%f—r”
SR SQ.QJQ.Q.% %32% wo|l = Sp|lo = 9 3
2T 5Z LI == S o ColTo® 5308 2

25| =8|o5|as| 8g3 24|57 3| 8|8 =

o~ g~ >~ = — 3 o ) =] Q

n 8 = = < -

CBWCHC Clinic-based pre- 40 patients- X X X X X X X
counseling treatment group (genetic
workshops 40 patients- counselzor

control group' survey”)

DWDC Training of CHWs | 12 CHWs X X X X *

Community 250 adults X X X X X X *
workshops (CHW/ observer
survey)

Howard Community Pilot 1: 100 adults X X X X X X X

workshops (50-75 for eval.) (facilitator
Pilot 2: 100 adults survey)
for eval.
Utah Sth grade 4 teachers X X X X X
curriculum & 100 students (teacher survey; (teacher
materials students asked if survey’)
hmwrk done)*

Secondary school 6 teachers X X X X X° X

materials 420 students (teacher survey; (teacher

students asked if surveys)

hmwrk done)*

Community 100 adults X X X X

workshops

Notes:

* Originally planned but later dropped.

' These were the target numbers for the third pilot (June-November 2009).

% Genetic counselor was asked to provide her impressions of patient learning.
3 Length of appointment with genetic counselor (examined for a subset of evaluation participants only).
* Homework assignments involved sharing class materials with family members.
> Classroom teachers were asked to provide their impressions of student learning.
% For video component only.
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Table 4. Evaluation Methods for Additional Materials/Resources

Site Material/ Focus Usage or User
Resource Group Distribu- Survey
tion Log
CBWCHC | Brochures X X
Howard Webste X X
Toll-free number X

Note:

! Datawere collected on persons who signed up for the mailing list, persons who submitted
questions through the website, and persons who submitted the anonymous website survey; the
total number of website visitors was not tracked.

V.B.1. CBWCHC

CBWCHCG pre-coungling workshopsundewent pilot testing that induded bath process and
outcome evaludion. Ther brochures, which were developed for use both within and separately
from theworkshops undewent process evaluaion only.

a. Pre-counsling workshops

CBWCHCG@ one-on-onepre-counsling educational workshopswere evaluaed usng a pre/pog
design tha induded a treatment groupand a comparison/control group® Theevaluaion design
and ingruments went throughseveral major revisions In brief, in an initial pilot assessment
conduded from December 2006 May 2008 pregnant paients referred by CBWCHCE Women@
Health Department for gendic coungling for thefirst time dueto risk factorsfor thaassemia,
abnomal triple screen results, and/or advanced maternd agewere asked to participate in the
evaluaion. Patients who attended CBWCHCG Chinaown site were assigned to theintervention
group and received the pre-counsling gendics education workshop and brochures prior to
meeting with the genetic counsalor. Patients who attended CBWCHCG Flushing site were
assigned to the comparison groupand did nat receive theworkshop, butingead the standad of
care (brochures and appointment with the gendtic counslor). Each eligible patient completed a
pre-survey and pod-counsling survey, aswell as a paient satisfaction survey. In addition, the
interpreter and genetic counslor provided feedback onthear interactionswith the patients.
However, because IRB approvad had not been obtained for theresearch activities (see Section
V.A.l, above, thedaa were used for internd qudity improvement purposes only.

In 2008,the project evaluation was brougtt in-house to CBWCHCG® Research & Evaluation Unit
(see Section IV.B, above), and IRB approvd for the research was obtained from UIC. The
revised evaluation design and ingruments induded three multiple choice surveys for intervention
paticipants (baseling immediately after pre-counsling workshop, and immediately after gendtic
coungling session) and two for comparison paticipants (baseline immediately after gendtic
coungling session). These surveys addressed knowledgeof why onewould see a gendic

® In this report, comparison group is used as an overarching term, while control group is used to refer to a
comparison group formed through random or quasi-random assignment. Therefore, in this report CBWCHCG first
two pre-counseling workshop pilots are said to have included a comparison group, while their third pilot is said to
have included a control group.
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counglor, attitudes toward seeing agenetic counslor in thefuture, self-efficacy in handling
problemsin pregnancy, motivationto get genetic testing, and who influences the patient
counglingiesting decisions In addition, the baseline surveys induded demographic questions
and the pod-surveysindude satisfaction questionspertaining to the pre-counsling workshop
(treatment grouponly) and thegenetic counsling session. The gendtic counslor also completed
asurvey to assess interactionswith the patient, induding the counsl or@ opinion of the paient®
prior knowledge anxiety level, andinteraction with the counslor. Oral consent was obtained
from pilot study paticipants; the UIC IRB waived the requirement of written consent to
minimize therisk of inadvertently disclogng participant identity. This evaluaion methodobgy
was implemented in the second pilot beginning January 2009.

In monitoring outcomes from the second pilot, CBWCHC foundtha a month into the research,
no differences between the study groupswere emerging. Possible explanaionsinduded
(undoamented) differences between the pdients seen at the Chinaown and Flushing sites; the
use of different interpreters and health educators at the two sites (nate that the same genetic
counglor worked at both sites, so this was nota potential source of difference); and Gurvey
fatigued(i.e., anunber of patients complained about having to complete so many surveys). In
respone, CBWCHC stoppel the study and made some additiond changes to the methodobgy.
Specificaly, for athird pilot study, they assigned every other eligible paient to treatment and
control groups respectively, regardless of whether they were beng seen at the Chinaown or
Flushing site. In addition, the same health educator and interpreter were used at both sites, with
all study participants, and were given additiond training in survey administration methods To
hep address patient Gurvey fatigued the second treatment group survey (i.e., the survey
implemented jug after the pre-counsling workshop)was eliminaed, a $10giftcard to a popuar
local bakery was provided to participants as an incentive, and the surveys were color-coded to
facilitate staff explanation of survey procedures. Thethird pilot study was implemented from
JuneNovember 2009and targeted 80 participants: 40in thetreatment groupand 40in the
control group After themain study was completed, CBWCHC retrospectively added an
evaluation componeant, assessment of thelength of the genetic counsling appointment amonga
subst of study paients, usng CBWCHCG electronic medical records

b. Brochures

In Januay-February 2009,two of CBWCHC@ CGEN project brochures (Genetic Testing and
Coungling; Amniocentesis) were assessed throughone Chinese-languaye and one K orean-
languaye focus group. Participants were recruited throughadvertisements in Chinese and Korean
newspapers, and by announ@ment on the Chinese radio station AM 1480and Korean radio
station AM 1650.Personswith thefollowing characteristics were eligible to paticipae:
Mandain Chinese-speaking or Korean-speaking women who were pregnant or of child-bearing
age, limited English proficiency, ages 18-45,residingin New Y ork City. Focusgroupfacilitators
followed afocusgroupguideto obtain oral congent and ask participants a series of questionson
thelinguistic and cultural appropriateness of the brochures, and thar design and readability. A
note-taker audio-recorded and summarized thediscussions Focusgroup participants received
$30in cash as compensation for ther time.
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From December 2006to May 201Q the brochures developad unde the CGEN project were
distributed to paients and thar family members at the CBWCHC Women(® Health Depatment,
and at community hedlth fairs and other events, and the volume and venues of distribution were
recorded in program logs when possible. During the period Januay-March 2007, staff
observation of paient reactionsto the brochures was also recorded throughinformal interviews
conduded by theloca evaudor.

V.B.2. DWDC

At the outset of Phase |1, DWDC@& CHW training and community workshopswere to have
similar evaludaion designsin which apre-test survey would collect demographic information and
assess baselineknowledge self-efficacy, and behaviora intentionsrelated to genetics and hedlth;
an immediate pod-test survey would assess short-term changes in knowledgeand intentions
alongwith participant traininghvorkshop satisfaction; and afollow-up phoneinterview 2.5
months later would assess whether selected short-term outcomes were sugained and al so assess
changesin key behaviors. The CHW pog-program survey would also indudequestionsabout
self-efficacy to teach others aboutgenetics and health, and the CHW follow-up interview would
gather additiond daa onthe community workshopddivery experience. However, dueto project
timelineddays, the plansfor follow-up interviews with CHWs and community workshop
paticipants were abandonel. In addition, the CHW surveys evolved across three waves of CHW
trainings and changes were madeto the planned community workshop evaluaion design and
ingruments to accord with the changes to the community workshop curriculum.

a CHW trainings

DWDC soughtto train at least 12 CHWSs and ultimately implemented three waves of CHW
trainings Aninitial English-language CHW training in May 2008focused on the six-module
curriculum. It employed pre- and pod-test surveys addressing participant demographics,
knowledgeof gendtics, selected behaviors (discussion of gendics and family health history with
relatives and with health care providers), self-efficacy to make community presentations and
satisfaction with the CHW training. No stipendswere provided to CHWSs for thar participation.
Because it was conduded prior to IRB approvd (see SectionV.A.1, above), thedaa were used
for internd program purposes only.

A Spanish-language CHW training wave in February 2009was conduded with IRB approvd
from UIC. It also focused onthe six-modue curriculum. The paticipaing CHWs provided oral
congent and received a copy of the Program Information form (congent script). They did not
receive any stipend for participaion. The evaluaion employed bilingud pre- and pod-test
surveys (developeal by thelocal evaluaor and reviewed by the naiond evaudion team)
addressing participant demographics, knowedgeof gendtics, past discussion of family hedlth
history with relatives and with hedlth care providers (pre-test only), comfort with these
behaviors, intentionto discuss family health history with relatives and with health care providers,
self-efficacy to make community presentations and satisfaction with the CHW training.

Thefind CHW training wave was conduded in November 2009 Januay 201Q with an
additiond follow-up sessionin March 2010.Each participaing CHW received a stipend of $300

CGEN Nationa Evaluation Phase Il Report, 1/11/11, p. 23



for participaing, and meals and childcare during the training sessions The evauaiondid not
indudea pre-test survey, dueto confuson regarding who would be paticipaing. Specificaly, it
was expected the same CHWSs from the earlier Spanish-languayetraining wave would attend;
however, this was notthe caselN six of the eight paticipants in thethird training wave had never
attended a CGEN CHW training before. Because only a (bilingud) pog-program survey was
implemented, only pog-program data on knowedge behavioral intentions self-efficacy to make
community presentations and satisfaction with training were collected.

It should be nated that even when the same indicators (e.g., knowedge behavioral intentions
etc.) were addressed across multiple training waves, the wording of the specific survey questions
usudly varied. This was dueto the team@ efforts to refine the measures and ther wording, and
to theneed for conardance between the measures and the curriculum and materials, which
undewent multiple revisonsduring Phase 11. In addition, it should be noted tha pod-tests for
thethree training waves were administered according to different schedules. For example, the
secondtraining wave@® pog-test was administered several weeks after thelast session; thethird
training wave@® pogd test was administered several weeks after thelast main session, but prior to
thefind follow-up session (which was not anticipaed at thetime tha the pod-test was
administered).

b. Community workshops

Asthethird CHW training wave was beng planned and the community workshop content and
materials were being findized, DWDC set thetarget paticipaionin the community workshops
at 250adults. In findizing the community workshop evaluaion design and materials, theteam
had to consder that at least some participants in module 1 (Q.atino/a Families: How to Improve
Y our Health and the Health of Y our CommunityQ would not stay for module 2 ((How to Have a
Healthy PregnancyQ. In an effort to streamlinethe nurmber of surveys tha participants would
have to complete, theteam decided onthefollowing design:

¥ Thepre-test survey would address participant demographics, knowedgeof genetics (topics
from both modules), past discussion of family health history with relatives and with health
care providers, andintention to discuss family hedlth history with relatives and with health
care providers. It would be administered jug prior to the start of thefirst module.

¥ Thepod-test survey would address knowledgeof gendics (topics from both modules),
intention to discuss family health history with relatives and with health care providers, and
satisfaction with the workshop. Participants who were leaving at the end of thefirst module
would complete the pog-survey except for the module 2 knowledgequestionsjug before
departing the venue Participants who were staying to the end of the second module would
complete the pod-survey (all questiong jud before departing thevenue

Thesurveys were largdy multiple choice and were made available in English andin Spanish
versions (Thetrandationswere developed by thelocal evaluaor and reviewed by the DWDC
Project Coordinaor, who asked the CHWSs for input on selected items, and by thenationd
evaluation team.) Aninformed consent script was read aloud at thebeginning of theworkshop,
and written copies of the script were provided to participants to keep; therequirement of written
(signed) consent was waived by the UIC IRB. Adut workshop participants were given a $4 New
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York City MetroCard for ther paticipaion as they left theworkshop, regardless of whether they
agreed to participate in theevaludion.

The CHWswere initially given responsbility for all data collection activities and were trained in
the appropriate procedures during the third wave of CHW training. In particular, they were
indructed in howto:

¥ Have paticipants mark an attendance sheset at the beginning of each modue (no names or
addresses were collected, jug zip codeof residence, age, and gende, so tha thetotal
paticipaion in theworkshopwould be doacumented and the evaluaion paticipdionrate
could be calculated);

¥ Digtribute and review consnt information;

¥ Didgribute and collect surveys and putthem in appropriate envdopes (i.e., sepaate envd opes
for pre-tests, pod-tests turned in after module 1, and pod-tests turned in after module 2); and

¥ Complete a pog-program Workshop Encounier Form (i.e., aprocess evaluaion checklist and
survey) addressing workshoptopics covered, any chdlenges or issues tha arose, and other
obsrvations

CHWs worked in pars to implement community workshopsand collect evaludion daa. Each
was provided a stipend of $250for each community workshopthat she’ co-ddivered.

After observing aworkshop and andyzing datafrom mog of the workshopsconduded from
December 2009to February 2010(N=82), theloca evaluaor conduded tha there were severa
problems with theimplementation and evaluation procedures. In particular, it appeared tha some
core workshop content was not being covered, and new topics were beingintroduadN yet these
changes were not being doaumented in the Workshop Encounter Form. Moreover, the pre/pog
surveys were not always color-coded in accordance with agreed-uponprocedures, workshop
participants seemed to be having difficulty with the wording of several survey questions and
there was much missing daa. In addition, despite multiple mechanisms to assure tha surveys
completed by participants attending only module 1 could be distinguished from surveys
completed by participants attending both modules, it was ultimately undear which participants
had participated in which modules. These issues raised significant concernswith thevalidity of
thedata

The CGEN evauaionteam (local and naiond evauaors) and March of Dimes staff discussed
these concernsat the March 2010in-person CGEN meeting and decided to stop the community
workshop pilot study so that thelocal evaluator could simplify thewording of several survey
questionsand revise selected evaluation procedures. In paticular, the pod-test was split into two
surveys. Thefirst pog-test survey focused on module 1 knowedgeand satisfaction questions
and intention to discuss family health history with relatives and with health care providers. All
workshop participants who agreed to paticipae in the evaluaion were to complete this pog-test
at theend of module 1. The second pog-test survey, to be completed at the end of module 2,
would focuson module 2 knowedgeoutcomes and satisfaction. In addition, a new local
evauation team member was also brough onboad to handle evaluaion procedures at the

" All of the CHWswho facilitated community workshops were female.
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community workshops(i.e., completion of the attendance form, implementation of the consent
process, distribution and collection of pre/pog surveys, completion of the Workshop Encounter
Form), so tha the CHWs could focusther attention on workshopimplementation.® The CHWs
also participated in an additiond training session on adhaence to the workshop module curricula
and core activitiesin March 2010 With these new procedures in place, DWDC scheduled and
conduded a second pilot study from April-May 2010.

V.B.3. Howard
Howard® community workshopswere assessed in two pilot studies, each of which induded
process and outcome evaluaion components. Thar webdste and toll-free number undewent

process evauaion only.

a. Community workshopsand booklets

Howard soughtto test its community workshopsthrougha pre/pog/two-month follow-up design
tha would assess not only knowledgeand intentions, but also behaviors. Theprimary target
audience was African American adultslivingin wards 1, 4, 5, 7, and 8 of Washington, DC. The
workshopswere to beimplemented in avariety of community settings(e.g., community-based
organizations churches).

Origindly, Howard set outto condud onepilot study of the community workshops in which an

initial test-runworkshopwould target 7-10 participants, and then ten workshopswould

collectively reach 100 participants, of whomat least 50-75 would paticipae in the evaluation.

Thelocal evauaor developad the following ingruments to collect participant data:

¥ Registration form to collect contact information;

¥ Pre- andimmediate pog-workshop knowledgesurveys with yes/no questionson key family
health history and race, genetics, and health concepts;

¥ Pog-workshop evauation form addressing baseline behaviors, workshop satisfaction, and
demographics,

¥ Pledgeform to record the health behavior pledgemade by each paticipant at the end of the
workshop;

¥ Pledgefollow-up form to record pledgecompletion information provided by the participant
during a brief two-month follow-up phaneinterview.

All of the pre- and immediate pod-program workshopingruments were administered by
Howard® CGEN program coordinator, who was aso theworkshopfacilitator, with the
assistance of graduae student volunteers from the Geneic Counsling Training Program at
Howard. Theprogram coordinaor/facilitator and the graduae students were al so responsble for
obtaining written informed consent from evaluaion study participants at thebeginning of each
workshop. In addition the program coordinator/facilitator completed a Workshop Documentation
Form at the end of each workshop. This form captured information on workshop length, location,
and staffing; summary participant demographics; activities implemented; and factors facilitating

8 The new local evaluation team member spoke Spanish fluently and had considerable experience working as a
research assistant, advocate, and counselor with Latino/awomen, children, and familiesin New Y ork City and the
Dominican Republic.
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or impeding the effective implementation of theworkshop. Thelocal evauator, with the
assistance of graduae student volunteers, conduded the two month pog-workshopfollow-up
phoneinterviews. The only incentives provided to workshop participants were prize itemsfor a
recall activity at theend of theworkshop (Howard notepads, magnds, €tc.).

Community workshopswere conduded from March 2008 Januay 2009.Althoughthetarget
nunber of participants was reached (and exceeded), the pilot experienced some implementation
chdlenges. In paticular, thelength of theworkshopvaried greatly, dueto condraints imposed
by the sites tha hoded theworkshops Specificaly, in anumber of indances, theworkshopwas
an Gxdd-onQro another meeting or activity, severely limiting thetime available for theworkshop
and potentially resultingin distraction or fatigueamong participants. At least oneworkshop
experienced problems with thephyscal space (e.g., lighting, temperature). As aresult of these
circumstances, workshop content tended to vary, and some participants likely had difficulty
accessing or assimilating the content. In addition, only 35% of evaludion participantslived in
thetargeted wards and 61% of those who indicated their educationd level were college
gradudes, suggesting tha they probably had highe sodoecononic levels than thetargeted
popuktion.

The Howard team, in conaltation with the naiond evauaion team, March of Dimes, and
HRSA decided to condud an additiond pilot in which workshoplength and content would be
more standardized, workshop activities (as implemented) would be more carefully doaumented
by the program coordinator/facilitator througha detailed implementation checklist, and efforts
would be madeto partner with more organizationstha could reach participants fromthetargeted
wards In accordance with this plan, thelocal evaluaor revised the assodated process evaluaion
ingruments. The Howard team also decided tha the Stages of ChangeModd (Prochaska &
DiClemente, 1983)would providethe framework for andyzing the second pilot@ intention and
behavior daa. Specifically, theandysis would assess where participants were alongfive stages
of change(precontemplation, contemplation, preparation, action, or maintenance) for key hedlth-
related behaviors. Thelocal evaluator revised the gpplicable outcome evaluaion indrumentsin
accordance with this approach.

In addition, the Howard team reviewed and edited the program materias (induding the
interactive booklets), in accordance with pilot 1 feedback. Theteam also obtained IRB approvd
to offer severa incentives to paticipants: (a) aHoward University hat to all workshop
paticipants, (b) a$20grocery gift card to participants who correctly answvered questionsin a
workshopknowledgerecall activity; and (c) a$10grocery gift card for participationin thetwo-
month follow-up interview. Another team decisonwasto distribute the evaluaion knowedge
questionsN with the correct answersN to participants just before they left theworkshop, to hdp
ensure that they would leave the venuewith correct information. Workshopsfor the second pilot
study were conduded from February-May 2010;the objective was to ddiver ten workshopsand
reach 100 participants. Thetwo-month follow-up interviews with workshop participants were
completed as planned.

It should be nated that theinteractive booKets used in theworkshops which were also available

as stand-aloneresources, were evaluaed for paticipant satisfaction in several ways. In
paticular, in fall 2008,onefocusgroupwith African Americanswas conduded to assess the
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booklets, and areview and survey were also conduded with members of the Nationd Black
Nurses Association. Additiondly, questionsaboutthe booklets were induded in the pog-
workshop evaluaion form completed by pilot study 1 and 2 workshop participants. Thebooklets
were revised after pilot study 1 (as noted above in accordance with this feedback and the pilot 1
outcome evaudion findings

b. Webste

The project coardinator provided information abou the websgte to community members during
community workshopsand dissemination events. Thewebste information was a so highlighted
in thetwo interactive booklets used at community workshopsand other community events.

Thewebdte was evaluated during the period December 2007-May 2010 The evaluaion was
limited to basic process data. In paticular, the Project Coordinator prepared a monthly report on
nunmber of visitors makinginquiries, nunber of vistors requesting to join themailing list, and
nunmber of visitors completing the anonynmousWeb Site Questionnare. Thequestionnare can be
reached viaalink onthehome page It comprises a short set of multiple choice questionson
webgte satisfaction, how theuser heard aboutthewebste, and user demographics.
Unfortunaely, the Webmaster did nat track overall nunber of webste hits, page views, or
visitors, so daaonoveall site usageare unavailable.

c. Toll-free nunber

The project coardinaor informed local community members aboutthetoll-free nunber at
community workshopsand other community events. Thetoll-free nunber is also displayed on
theHoward CGEN webste and ontheworkshop materials.

Thetoll-free numbe, like thewebste, undewent basic process evaluaion from December 2007
May 2010.TheProject Coordinaor used a Toll-Free Number Questionnare to gather basic
demographic information on each caller, aswell as data on howthecaller gotthe number, the
topic of thecall, and any other comments callers wished to make.

V.B.4. Utah

a. Fifth grade Hispanic/Latino curriculum and materias

After submitting a research study proposl to the Salt Lake City (Utah) School District and
obtaining approvd, GSL C staff worked with the Salt Lake City School District Science
Specidiststo identify appropriate teachers for thefifth gradepilot study. The GSLC then sent a
letter to therelevant school prindpds explaining the project and asking for ther agreement to
have thar teachers beinvolved; the Science Specidist facilitated obtaining these pamissions
Participating teachers were required to teach al of the activities, complete alengthy teacher
survey, and administer student pre- and pog-tests. All received a 1.5-hourtrainingin which they
were introduced to the materials and activities and given ingructionson completing the
evaluaion. Each teacher provided informed consent to participate and received a $200stipend
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uponcompleting the study requirements. Thetarge participationfor this pilot study was four
fifth gradeteachers and 100 students.

Thepilot study was implemented from February-April 2007 The student evaluaion used
pre/pod surveystha induded mainly closed-endad questions The pre-test survey, which was
administered jug before ddivery of the curriculum, assessed knowledgeof relevant genetic
concepts and studentsCeonfidence in ther knowledgeof these concepts. It also collected basic
demographic information from students. The pod-test survey, which was administered jud after
completion of the curriculum, induded the same knowedgeand confidence-in-knowledge
questionsas the pre-test, and also asked students to indicate what they had learned fromthe
curriculum, whether they had spoken with anyonein thar family aboutgendics, whether they
had shown the take-home worksheets to anyonein ther family, whether they had enjoyed
learning aboutgenetics, and whether they would like to learn more aboutgenetics.

The student surveys were made available in both English and Spanish; thetrandation of the
origind Endish ingruments to Spanish was prepared by the UIC Midwest Latino Health
Research, Training & Policy Center. Since the student surveys were anonynousto theevaluaor,
informed student consent was waived by the Salt Lake City School District and thusby the
University of Utah IRB. Students had to bein class when the surveys were administered in order
to paticipaein theevaluation, and thusall students who provided matched pre/pod surveys
paticipaed in thefirst and last curricular activities, however, beyondthis, student attendance or
dosage data were not collected.

Theteacher survey dicited thefollowing information: (1) descriptionsof teachersCcl asses,
induding grade level, nunmber of students, typeof class, indructiond setting, and classroom
demographics (gender, race, and ethnicity); (2) specific evaluaionsof each of thecurricular
activities, induding perceived cultural appropriateness (note that teachers were not members of
the Hispanic/Latino community), how engaged students were, level of difficulty, intentionto use
theactivity agan in thefuture, etc.; and (3) open-ended responses aboutthe overall curriculum,
induding strengths and weaknesses, suggestions for improvement, whether students seemed to
share theinformation with ther families, and whether students seemed to be more interested in
and engaged with the materials because they were available in Spanish. Teachers were not
supeavised during thefield test. However, theevaluator visited each classroomonce to
informally observe each teacher teaching oneof the five activities.

b. Seconday school Hispanic/L atino materials

After submitting a research study proposal to the Salt L ake City School District and obtaining
approvd, GSL C staff worked with the Salt Lake City School District Health Specialist and the
Ogden (Utah) School District Health Specialist® to provide the names of seconday schoolsin
thar districts tha they thoughtmight have health education teachers who would beinterested in
paticipaingin thepilot study. The GSLC then sent aletter to therelevant school principds
explaining the project and asking for ther agreement to have ther teachers beinvaved. After
receiving prindpasCapprovas, the GSL C contacted the schoolsbheal th education teachers to
invite them to participate. Each teacher had to beteaching at least two sectionsof health

® The Ogden School District does not have aformal research study request process.
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education to beeligible, so tha heor shecould assign hadf of theclasses to receive all activities,
induding thevideo, and theother hadf of theclassesto receive al activities except for the video.
Theassignment of classes to the video vs. nonvideo conditionswas made by theteacher, and
reflected his or her preference. Thetarge participaionfor the pilot was six teachers and 420
students.

Teachers had to agree to follow a specific lesson plan, complete alengthy teacher survey, and
administer student pre- and pog-tests. All received a onehourGSL C training in which they were
introduced to the materials and activities and given ingructionson completing the evaluaion.
Each teacher provided informed congent to participae and received a $200stipend upon
completing the study requirements.

Thepilot study was conduded from March-May 2008. The student evaluaion used pre/pog
surveys tha induded mainly closed-ended questions. The pre-test survey, which was
administered jug before implementation of theintervention activities, assessed knowledgeof
gendics and confidence in knowledgeof gendtics. It also collected basic demographic
information from students. Two versionsof the post-test survey were developed: onefor students
who watched the video and the other for studentswho did not Both versionswere administered
to therespective students jug after completion of theintervention activities. In addition to
induding the same pre-test knowedgeand confidence-in-knowledgequestions the surveys
asked studentsto indicate wha they had learned from the module, whether they had completed a
family health history with thar families (and bariersto doing so), whether they would want to
learn more abouthow to use family health histories to lead a hedlthier life, and ther reactionsto
thematerials. The pod-test for the students who had watched the video also induded specific
satisfaction questionsaboutthevideo.

The student surveys were made available in both English and Spanish; thetrandation of the
origind Endish ingruments to Spanish was prepared by the DWDC local evaluaor. Since the
student data were anonynousto the evaluaor, informed student consent was waived by the Salt
Lake City School Digtrict and thusby the University of Utah IRB. Asin the case of thefifth
gradefield test, students had to bein class when the surveys were administered in order to
paticipaein thesurveys, and thusall students who provided matched pre/pog surveys
paticipaed in thefirst andlast curricular activities, however, beyondthis, student attendance or
dosage data were not collected.

Theteacher survey dlicited information on: (1) descriptionsof teachersCclasses, induding grade
level, number of students, type of class, indructional setting, and classroomdemographics
(gende, race, and ethnicity); (2) specific evaluaionsof each of the activities, induding cultural
appropriateness, how engaged students were, level of difficulty, intention to use the activity
agan in thefuture, etc.; and (3) open-ended responses aboutthe overall curriculum. Teachers
were not supavised or observed during thefield test.

c. Tongan community workshops

In April 2009the GSL C collaborated with the Nationd Tongan American Sodety (NTAS) to
train the Tongan/Pacific ISanda CAB membe's (induding the NTAS Director) and two
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ingructorsin ddivery of theintervention, and to recruit community workshopimplementation
sites. Each participantin this three-hourtraining workshopreceived a $25gift card, and a $3,000
mini-grant was provided to NTAS to suppot staff time in arranging for venues and participants,
and preparing and presenting the workshops Potential community workshop sites induded
churches, senior centers, and other community organizations Thetarget for community
workshop participation was atotal of 100 adults. As was indicated above theworkshop
materials were trandated into Tongan only, but notinto other Pacific ISand languayes, so the
primary target popuktionfor the pilot study was Tongan.

Theworkshopevaluation used pre/pod surveys. Closed-ended questionsassessed knowledgeof
selected gendtics and health concepts, confidence in that knowledge and bdiefs aboutability to
reduce risk of developing diseases that runin ther families. The pre-test also collected
demographic information, as well information onwhy participants were attending theclass. The
pod-test also asked participants to indicate two thingsthey had learned in the class, and assessed
whether they were interested in learning more aboutinherited traits and diseases, whether they
planned to talk to family members aboutfamily health history, whether they planned to collect a
family health history, and whether they planned to make lifestyle changes based on what they
had learned (and if so, wha changes; if not, why not). Findly, at pog-test paticipants were also
asked how much they enjoyed theclass, how much the activities hd ped them to undestand the
material, and wha they liked best and least aboutthe class. The pre/pod surveys were made
available in abilingud English/Tongan format. The survey trandation was carried out by the
NTAS Director and reviewed by othe members of the Tongan/Pacific ISande CAB. A waiver
of informed consent was obtained from the Utah IRB for participaionin the pilot study. No
incentives were provided to community workshop participants.

The community workshopswere ddivered from July 2009 Januay 201Q All workshopswere
ddivered in Tongan by the NTAS Director, who also administered pre/pog surveysto
intervention participants.’® This administration processinduded not only distributing and
collecting the written surveys, butalso reading questionsaloudto the group (as needed) and
hdping individud participants with limited literacy skillsto undestand the questionsand
indicate ther answers. Delivery of theworkshopswas not supevised by the evaluaor. However,
a GSL C Research Assodate working on the CGEN project (who did nat speak Tongan) observed
oneof theworkshopsand wrote areport for thelocal evaluaor. Theworkshopingructor did not
complete any written implementation assessment ingruments, but did provide oral feedback.

19 A GSLC staff member also delivered the workshop in English to agroup of bilingual Tongan youth, but this
group was not part of the evaluation study.
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VI. Overview of Local Evaluation Findings

Local evaluators have prepared detailed Phase || reports on ther respective sitesOCGEN
interventions An oveview of intervention reach is provided in Table 5 (bdow), and an overview
of outcome evaluaionfindingsfor themgor interventionsis provided in Table 6, (bdow). A
site-by-site summary and discussion of evaluaionfindings limitations and implicationsis
provided in the subsectionsbe ow. It draws heavily fromthelocal evaluaorsOreports but also
indudes additiond perspectives from thenaiond evaluaors and broader CGEN team.

VI.A. CBWCHC
VI.A.1. Pre-Counsling Workshops

Aswas discussed above(see SectionV.B.1), CBWCHC conduded process and outcome
evaluation of its pre-counsling workshopsin a series of pilot studies. Thefirst study was
implemented withoutI RB approvd; itsfindingswere used for internd qudity improvement
only. The second pilot was stopped early because of arecognized need for methodobgical
changes. Thethird pilot was implemented from June-Novembe 2009and was the focus of
CBWCHCG@ Phase Il evaluation report. Key findings limitations and implicationsare
summarized be ow.

a. Findings

Thestudy induded 44 intervention group participants, who received the pre-counsling
workshop (induding brochures) jug prior to meeting with the genetic counslor, and 42 control
group participants, who received the genetic counsling appointment and brochures only. These
nunbers dightly exceeded thetargets (40 intervention, 40 control). Overal, intervention and
control group patients were very similar aongthevariousdemographic dimensonstha were
measured, except tha intervention participants were somewhat more likely to report thar
English proficiency as poornonedthan control group participants.

Andysis of the pre/pod survey datafoundthat intervention paients exhibited significantly
greater improvements than control paients for knowledge of why onewould see a gendic
counglor, attitudes toward seeing agenetic counslor, and self-efficacy for handling problemsin
pregnancy. However, the control patients did exhibit highe baseline scores for these indicators
than theintervention paients, and so had less room for improvement (see a'so bdow).

In addition, the genetic counslor was more likely to report tha intervention patients (vs. control
paients) showed evidence of knowing why they had been referred for genetic counsling.
Moreover, amongthesubst of paients for whomlength of genetic counseling appointment was
examined, intervention pdients showed a 40% shorter appointment length than control patients.
Both groupsreported similarly high levels of satisfaction with the genetic counsling session,
and theintervention groupreported high satisfaction with the pre-counseling workshop.
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Table 5. Summary of Intervention Reach

Site

Intervention
Approac

Target Intervention
Participation

Actual Intervention Reach

Major I nterventions

CBWCHC | Clinic-based pre- 40 patients, treatment Pilot 1: 137 patients (91 treatment, 46 comparison)
counseling workshops | group (and 40 patients, Pilot 2: 30 patients (18 treatment, 12 comparison)
control group)' Pilot 3: 86 patients (44 treatment, 42 control)
DWDC Training of CHWs 12 CHWs Training wave 1: 7 CHWs
Training wave 2: 9 CHWs
Training wave 3: 8 CHWs (including 3 who also participated in wave 2)
Total of 21 CHWs trained
7 CHWs implemented community workshops
Community workshops | 250 adults Pilot 1: 118 (13 workshops)
Pilot 2: 153 (12 workshops)®
Howard Community workshops | 100 adults Pilot 1: 178 adults’
Pilot 2: 218 adults
Utah 5th grade curriculum & | 4 teachers 6 teachers; 178 students
materials 100 students
Secondary school 6 teachers 6 teachers; 562 students
materials 420 students
Community workshops | 100 adults 97 adults
Additional Materials/Resources
CBWCHC | Brochures -- 17 focus group participants (12 Chinese, 9 Korean)
7,273 brochures distributed (December 2006-May 2010)
Howard Website -- Total number of visitors (December 2007-May 2010) is unknown®; however:
-10 people submitted inquiries through the website
-13 people completed the Web Site Questionnaire
-164 people joined the Howard CGEN mailing list via the website.
Toll-free number -- 5 calls; additional calls were wrong numbers (December 2007-May 2010)
Notes:

! These were the target numbers for the third pilot (June-November 2009).
% One additional workshop was implemented in pilot 2 (at a senior center), but the participants experienced problems with retention, motivation, and completion of the program
evaluation tools. The participants were excluded from the Actual Intervention Reach count provided here and from the pilot 2 study.

3 This is the number of workshop participants that consented to participate in the evaluation. Data on the total number of workshop participants are unavailable.

* The Webmaster did not collect data on total number of visitors to the site.
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Table 6. Summary of Evaluation Sample Sizes and Outcome Evaluation Findings

Sites I ntervention Evaluation N Know- Attitudes, Self- Satisfaction w/ I ntentions Health Other
Approach ledge Efficacy, & /or Beliefs | Subsequent Care Behaviors
CBWCHC | Clinic-based 86' ++ ++ NS N/A N/A +
workshops (441,42 0) (Ivs.C, (Ivs.C, (Tvs. C, post only) (length of appt. w/ gen.
pre to post) pre to post) counselor, I vs. C)
DWDC’ Community 114 adults ++ N/A N/A ++ N/A N/A
workshops: Pilot 1
Community 133 adults ++ N/A N/A ++ N/A N/A
workshops: Pilot 2
Howard* Community 178 adults 4 N/A N/A + + N/A
workshops: Pilot 1 (pre to post) (post only) (pledge fulfillment;
post only)
Community 183 adults ++° N/A N/A + +-! N/A
workshops: Pilot 2 (pre to post) (post only) (pledge fulfillment;
stages of change)
Utah Fifth grade 6 teachers; ++ ++ N/A N/A N/A® N/A
curriculum/ 159 students for | (pre to post) | (confidence in knowledge)
materials outcomes; +
169 students for (interest to learn more;
satisfaction post only)
Secondary school 6 teachers; ++ ++ N/A ++ N/A® N/A
curriculum/ 404 students (pre to post) [ (confidence in knowledge) (students who
material + saw vs. didn’t
(interest to learn more; see video, post
post only) 0111}’9)
Community 95 adults ++ NS N/A + N/A N/A
workshops (pre to post) (belief'®) (post only)
+
(interest to learn more;
post only)
Key: ++=One or more statistically significant positive findings; + = One or more “clinically positive” findings, no test of statistical significance; - = One or more “clinically negative” findings, no

test of statistical significance; NS = not statistically significant; I= intervention group; C = comparison group; N/A = Not applicable because not measured.

Notes:

" The numbers in this cell reflect the third pilot.

2 The CHW trainings had very small Ns, variable attendance, and pre/post matching challenges, and the third training wave had no pre-test. Results are not summarized in this table but are discussed
briefly (in largely qualitative terms) in the main report body, below.

? Significant positive findings were found for selected aspects of genetics and health knowledge; pilot 1 healthy pregnancy knowledge findings were set aside due to methodological issues.

4 Note that methods of statistical assessment for the knowledge items differed across Howard’s pilot 1 and pilot 2, so the findings from the two pilots are not directly comparable.

> Statistically significant positive outcomes were found only among certain subpopulations, within particular knowledge categories.

% Change in overall knowledge score for family health history was not significant. Change in overall knowledge score for race, genetics, and health was significant.

7 Only limited analyses of the follow-up behavioral data had been carried out as of the time this report was being finalized. Some positive and some negative changes in both activities pledged to and
activities not pledged to were identified.

8 Evaluation of Utah’s school-based interventions included assessment of whether students shared materials with their parents, but as this sharing was done as part of homework assignments (which
were intervention components), measurement of these student behaviors has been treated in this report as part of process evaluation, not outcome evaluation.

? Analysis of post-test intention (i.e., to complete family health history) was limited to students who did not complete the family health history homework assignment.

19 Belief that diet and exercise could reduce chances of getting inherited disease was essentially at ceiling at baseline and did not change significantly at follow-up.
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b. Limitations

The pre-counsling workshop study had several key limitations In particular, as was noted
above despite the quasi-randomassignment procedures, the control groupwas closer to ceiling
at baselineand so had less roomfor improvement than the treatment group. Thereasonsfor the
baseline differences between the groupsare undear, but may relate to the small study sample
size (which may have resulted in undoamented differences between the two groups;
assignment procedures; and/or a differential Hawthome Effect* between the groups given the
different conditionsunde which the baseline surveys were administered (i.e., the health educator
administered the baseline survey to theintervention group,theinterpreter administered it to the
control group). In addition, theworkshopwas offered only in Mandain and attracted a large
nunmber of participants from onepaticular province in China so thefindngsmay notbe
generaizable to women from othe parts of China The assessment of genetic counsling
appointment length was also limited to a subset of study participants, dueto data availability
congderations and there was no mid-term or long-term follow-up to assess changes or
differences in study participantsCbehaviors.

c. Discussion and implicationsof findings

In spite of thelimitationsnoted above the study®@findingsfor paient knowledge attitudes, self-
efficacy, and appointment time with genetic counslor were promising. A replication study with
alarger sample size, survey administration by the same staff across all timepoints and groups
and greater attention to assessment of treatment and control condition cods (i.e., cog of genetic
counslor@time, interpreter@time, and health educator@time) could shed further light onthe
cog-effectiveness of the pre-counseling workshop.

The study® efforts to monitor outcome data and make assodated adjustments to procedures (i.e.,
from pilot 2 to pilot 3) were very fruitful. The site experienced tensonsbetween the needs of
service vs. research activities, butachieved an appropriate baanceN which is paticularly
noteworthy in a Qea worldOevaluaion contextN throughopen, ongong communication and
collaboration among program and research staff.

VI.A.2. Brochures

Two focusgroups(onewith 12 Chinese women, onewith 9 Korean women) were conduded in
Januay-February 2009in therespective languayes (Mandain, Korean) to assess the cultural and
linguistic appropriateness, content, and ease of understanding of the Genetic Testing and
Coungling brochure and the Amniocentesis brochure. The prindple recommendaionsfrom the
groupswere tha the brochures have more color and images, tha clinical terms bedefined in
layman@ languaye, and tha contact information be made more prominent. CBWCHC plansto
updae the brochures, based on this feedback.

1 The Hawthorne Effect is the tendency of research participants to act differently from how they would normally act
(e.g., respond differently to asurvey) because they know they are being studied
(http://www.ojp.usdoj.gov/BJA/evaluation/glossary/glossary _h.htm).

CGEN Nationa Evaluation Phase Il Report, 1/11/11, p. 35



Overal, focusgroup paticipants aso indicated tha they learned more aboutgenetic testing and
amniocentesis from the brochures. Chinese participants unanimoudy agreed tha the brochures
changed ther opinion aboutgetting an amniocentesis test, in light of theimportance of genetic
testing. Generaly, Chinese focusgroup participants demondrated greater motivationto learn
more aboutgendic testing. Korean paticipants were geneaaly well-informed aboutgenetic
testing prior to attending thefocusgroup and did not have negaive feelingstowardstesting and
amniocentesis. Focusgroup participants expressed willingness to share the brochures with family
members and friends and particularly with pregnant women, to inform them aboutthe
availability of gendtic testing.

Per CBWCHC logs thetotal number of brochures distributed from December 2006 May 201Q
was 7,268. The Family Health History brochure was devel opeal later than the other brochures
(summer of 2008) with supplemental CGEN fundk. It isinteresting to note that there was alarge
increase in distribution of this brochure fromthe 2008-2009project year, in which only 126 were
distributed (i.e., thefewest of any of CBWCHC@ CGEN brochures), to the 2009-2010project
year, in which 567 were distributed, making it the second mos commonly distributed brochure
tha year (after Maternd Serum-Triple Screen, of which 836 were distributed). Family health
history is central topic in the other CGEN sitesOinterventions and has proven to bea topic of
great interest across the diverse popuktionsreached with the CGEN interventionsand materials
(see bdow).

VI.B. DWDC

Aswas discussed above (see Section V.B.2), DWDC collected process and outcome evaluaion
data on three waves of CHW trainingsand two community workshop pilot studies. Thefindngs
fromthe CHW trainingsare discussed bdow in quditative terms, given thevery small sample
sizes, variable attendance, pre/pod data matching chdlenges, and the lack of pre-test for
paticipantsin thethird training wave. Themore robud quantitative findings limitations and
implicationsfrom the two community workshop pilot studies are al'so summarized be ow.

VI.B.1. CHW Trainings

a. Findings

Thefirst training wave (May 2008)was conduded in English andfocused ontheorigind six-
module curriculum. It was ddivered by DWDCG@ first CGEN Project Coordinator, who had |eft
her postion by thetime of thetraining but returned to serve as a contracted trainer. Four sessions
totaling 13 contact hous were ddivered to seven participants, four of whomhad been involved
with development of the six-module workshop curriculum. Andysis of thelimited pre/pod
survey data available fromtraining wave 1 suggested tha amongthe CHWs, knowledgeof
gendics may have improved for some items but nat for others. In addition, self-efficacy to
present to, reach out to, and educate others in the community appeared to have declined from
pre-test to pod-test per several survey measures (althoughself-efficacy did appear to have
increased pe at least onemeasure). Thedeclines were likely dueto the complexity of the
curriculum, even thoughfeedback on satisfaction with thetraining was postive overall.
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The secondtraining wave (February 2009)was conduded in Spanish by DWDCG@ second CGEN
project coordinator. It also focused on the six-module curriculum. Three sessionstotaling 11
contact hours were ddivered; nine CHWs attended. However, thetraining was discontinued after
thethird session (i.e., before completion of thetraining series) because of CHWsGOconaerns about
the content and curriculum. Specifically, they reported tha there was jus too much materia to
absorb and to teach to others. Andysis of theavailable pre/pod daa (all daa, notjug matched
surveys) suggested tha knowledgeof genetics had increased from pre- to pod-test, buttha
intentionsto discuss family hedlth history with family or providers within the next three months
were unchanged. Self-efficacy to present to, reach out to, and educate others did not appear to
have changed much, overal.

Thethird training wave was conduded in Spanish by DWDCG second CGEN project
coordinaor. Six sessions(totaling over 13 hous of training) were ddivered from November
2009 Januay 2010.Thesessionsfocused on the newly revised and streamlined two-module
curriculum. Specifically, they employed thefind CHW training guide and the community
workshop participant workbookand flipcharts, and they afforded CHWSs severa oppotunitiesto
practice thar presentation and facilitation skills throughmock presentations A local genetic
counglor who had worked extensvely in the community attended much of thetrainingand
provided supplemental information to the group.In addition, thelocal evaluator provided
evaluation procedure training, so tha the CHWs would have the appropriate knowledgeand
skillsto provide congent information to community workshop participants, administer the
community workshop surveys, and doaument workshopimplementation.

A total of eight CHWSs participated in training wave 3. As was discussed above(see Section
V.B.2.a), only apog-test was implemented. At post-test, genetics knowledgescores were high,
intentionsto talk with family and a hedlth care provide aboutfamily hedlth history were
relatively high, and self-efficacy to present to, reach outto, and educate others in the community
was high. Feedback onthetraining was also very postive.

An additiond follow-up two-hour capacity-building session (conduded after the pod-test) was
implemented between thefirst and second community workshop pilot studies (March 2010) It
focused onintervention protocol fiddity. A total of five CHWSs paticipated.

Overal, atotal of 21 individuds paticipaed in CHW training sessions mog of whomwere
women. Attendance was variable within each training wave, and there was very little participant
overlap across training wavesN atotal of three CHWs participated in both wave 2 and wave 3.
Ultimately, only seven of the21 CHWswho had participaed in CHW training ddivered any
community workshops al of them were women who paticipaed in trainingwave 3. The
princpa reasonswhy many CHWs paticipaed in training sessonsbut did notgoonto ddiver
community workshopsinduded:

¥ thelongdday (fortrainingwave 1 and wave 2 paticipants) between training and
implementation of the community workshop, during which time some CHWsQavailability
change (e.g., dueto new jobg and/or interest in CGEN waned;

¥ pesond hedthissue(n=1) or death of the CHW (n=1);
¥ departure from the New York area (n=1, unconfirmed).
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Across thetraining waves, the CHWs made important contributionsto the development and
revision of the community workshop curriculum and the CHW training materials. They also
provided some inputto the community workshopsurveys. All of these contributionshdped to
ensure tha the materials would be maximally appropriate for and accessible to local community
members. Overal, thelocal evaluaor noted that there was consderable discussionin al of the
training waves aboutfamily hedlth history, and the CHWs appeared to showincreased
recognition of theimportance of family health history to one3 hedlth. Additiondly, the CHWs
who did ddiver workshopsgenerally reported thet it was avery postive experience. As of the
writing of thisreport, a number of them are now working as CHWSs or other health information
brokers in community-based settings In particular, oneCHW isworking for theLatino
Commission on AIDS, several are working on aresearch project with Columbia University@
Herbert Irving Comprehendve Cancer Center asinterviewers, and others are working within
DWDC with the HIV Prevention Program.

b. Limitations

There were numerousmethodobgical chdlenges with the CHW training surveys, such as small
sample sizes, variable CHW attendance, changes in indruments over time, missing data, ddayed
collection of pod-test data, and lack of a pre-test for trainingwave 3. These chdlenges madeit
difficult to offer valid interpretationsof the survey findings

A more systematic assessment of CHW outcomes and indusion of alonge follow-up periodN
induding after CHWs had ddivered trainingsN would shed further light on outcomes of the
CHW training. A follow-up interview (which was origindly planned by thelocal evaluaor, but
abandonel dueto time and resource condraints) would likely offer a particularly rich source of
data on theimpact of training and workshop ddivery onthe CHWs.

c. Discussion and implications

Althoughit can bevery time-consuming to involve CHWs in devel opment and refinement of
program curricula and materials, ther inputcan hdp to ensure tha these resources are culturally
and linguistically appropriate for local community congituents. However, CHWs also tend to
have numerousresponsbilities tha compete for their limited time; in some cases, these may be
the same hedlth-related consderations(i.e., ther own health problems, care of loved ones) that
had prompted them to become involved in CHW activities to begin with. Laying outrealistic
timelines and specific tasks for CHW involvement, and adheingto them, can hdp ensure tha
CHWSs make informed commitments to project work and can hona those commitments.
Ultimately, CHWs can bendfit in a myriad of ways from facilitation training and workshop
ddivery experiences, induding ganing skills and self-efficacy tha can serve them in other pad
and volunteer activities. Ultimately, these activities can aso have many bendits for the broader
community. A combination of quantitative and quditative methodscan hdp to capture these
outcomes validly and authentically.
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V1.B.2. Community Workshops

a. Findings

Aswas discussed above (see Section V.B.2.b), several monthsinto its community workshop
pilot, DWDCG local evauaor noted methodobgical chalengesthat led theteam to stop the
pilot, make some revisionsto evaluation methodsand ingruments, and implement a second pilot.
For both pilots, workshopswere organized in collaboration with other community groupsand
implemented in avariety of community settings\ such as DWDCG offices, community-based
organizations schods (during after-school hous), and private residences. Togeher, thetwo
workshop pilot studies reached atotal of 271 adults, exceeding thetarget of 250 Of these
attendees, 247 participated in the evaluation. Process and outcome evaludion were conduded in
both pilot studies.

Thefirst pilot, conduded from December 2009 February 201Q induded 13 workshopstha
reached 118adult participants, 114 attendees participated in the evaluaion. Of those who
paticipaed in theevaudion and respondel to a question aboutgender, 83% were female.
Andyses of the pre/pog data showed that gendtics and health (module 1) knowedgeincreased
significantly overall from pre- to pog-test. Older participants, those with lower formal education,
and men showed greater knowledgeincreases than other groups Healthy pregnancy (module 2)
knowledgedaawere set aside dueto methodobgical concerns specificaly, it was notpossible
to identify which workshop paticipants had stayed for tha module. Intentionsto talk with
family and with hedlth care providers aboutfamily health history increased significantly from
pre- to pog-test. Pog-program feedback on materials, facilitation, and learning were very
postive, and over 94% of participants indicated that they would recommend theworkshopto a
friend. Themain criticism of theworkshopwas tha it was too short (65% of participants).

Aswas indicated in Section V.B.2.b, methodobgical chdlenges with thefirst pilotinduded:
core workshop content not being covered and new topics beng introduced (withoutassod ated
doaumentation in the Workshop Encounter Form); lack of survey color-codingin accordance
with agreed-uponprocedures; workshop participant difficulty with thewording of several survey
questions and much missing data. These issues raised significant concernswith the validity of
thedaa. Many of these chadlenges seemed to be addressed successfully in the second pilot,
however, throughchanges to ingruments and procedures (see Section V.B.2.b for ddails).

The secondpilot, conduded from April-May 201Q ddivered atotal of 13workshops butonly
12 wereindudd in theevauation. At the additional workshop, which was conduded at a senior
center, the participants experienced problems with retention, motivation, and completion of the
program evaluaiontools. Data from this workshopwere therefore excluded from the pilot 2
evaluation. Theremaining 12 workshopsreached atotal of 153 adult participants, 133 attendess
paticipaed in theevauaion, of whom 86% were female. Andyses of the pre/pog daa showed
tha genetics and hedlth (modue 1) knowledgeinareased significantly overall from pre- to pos-
test, as did healthy pregnancy (module 2) knowledge Intentionsto talk with family and with
health care providers aboutfamily health history also increased significantly from pre-test to
pod-test. Moreover, pod-program feedback on workshoplength, materiass, facilitation, and
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learning were very postive, and close to 99% of participants indicated that they would
recommend theworkshopto afriend. Overall, pilot 2 had very low rates of missing daa.

b. Limitations

Themethodobgical chdlenges of pilot 1 and theresultant concernswith daa validity were
summarized above Pilot 2 addressed a nunmber of those concerns successfully, althoughsome
issues concerning the pre/pod survey questionsremained. In paticular, for severa of thepilot 2
module 1 and module 2 knowledgequestions knowledgewas aready at ceiling or closeto
ceilling at pre-test, which limited the potential for knowedge score improvement. Moreover,

even thoughthe question on the influence of the environment on health was re-worded from pilot
1 to pilot 2, participantsin pilot 2 still seemed to have some chdlenges with this question. It is
undear whether this was dueto unresolved issues with the question wording, lack of clarity in
the curriculum concerning the definition of environmental influences on hedlth, or both.

A limitationfor both pilot studies was induson of only short-term (i.e., pre- and immediate pos-
test) follow-up. As such, it was not possible to measure maintenance of short-term changes over
time, or longe-term behavioral changes, for which induson of a comparison groupwould have
strengthened evidence for a causal link between the intervention and changes reported by
paticipants.

c. Discussion and implicationsof findings

Despite some ongong ingrument concerns, findingswith respect to knowledge intentions and
satisfaction from the second community workshop pilot study were very promising. Itis
paticularly noteworthy tha the second pilot had, overal, avery low rate of missing daa, despite
thefact tha many paticipants had limited literacy skills. Efforts to adjug theingruments and
administration processes following thefirst pilotN induding the addition of a third party to
handle evaluation activities, so tha CHWSs could focus on workshopfacilitationN likely played
an important role in keeping the missing data to aminimum.

Future research onthe DWDC community workshop mightindudelonge-term follow-up of
paticipantsN perhapsby phoneinterview (as was origindly proposd by thelocal evaluator) to
look at maintenance of short-term changes in behavioral determinants and mid-term behavior
changes. In addition, the extent to which the community workshop materials are linguistically
and culturally appropriate Gs isOfor other Latino/a communities (for example, Mexicansand
Mexican Americansin more rural areas) is an important question. Efforts to adgpt (as
appropriate), replicate, and re-evaluae the workshopswith such communities would bea fruitful
pah for afuture project, paticularly given the size and growth rate of theU.S. Latino
popuktion.

VI.C. Howard
Aswas discussed above(see Section V.B.3), after conduding an initial dry-runwith 15

paticipants, Howard conduded two pilot studies of thar community workshops each of which
induded process and outcome evaludion componants. Key findings limitations and
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implicationsare discussed bdow. In addition, Howard collected process daa on usage of the
webgte and thetoll-free number; these findingsare a'so summarized bd ow.

VI.C.1. Community Workshopsand BooKets

a. Findings

Thefirst pilot comprised nine workshopshdd in community centers, churches, and (in onecase)
ahotel meetingroom A total of 178adult attendees consented to paticipae in theevaluaion,
mog of whomwere women (i.e., 74% of those who identified ther gende); information on the
total nunmber of workshop attendees was not collected. The nunber of evaluaion participants
consgderably exceeded thetarget of 100workshop participants and 50-75 evaluaion participants.
Seven of theworkshopswere hdd in thetargeted Washington, DC wards

Andysis of the pre/pog knowedgequestionnares showed tha the percent of respondents
answering correctly increased for some knowledgeitems and decreased for others, for both the
family health history (FHH) survey andtherace, genetics, and hedlth (RGH) survey. Participants
unde age 55 showed a statistically significant increase in the overall FHH knowledgescore,
while participants with a college degree showed a statistically significantincrease in the overall
RGH knowledgescore. Participants who were both unde age 55 and holders of a college degree
also showed a statistically significant increase in the overall RGH knowledgescore. No other
statistically significant knowedgechanges emerged. It should be nated, however, that rates of
missing values for the indvidud knowledgeitemswere fairly high (15-20%), and missing rates
were even highe when items were aggregated into mean knowledge scores and demographic
characteristics were taken into account

Of the 178evauaion paticipants, 90% pledged in writing to engagein oneof ten health-related
behaviors during thetwo monthsafter theworkshop. Themos common pledgewas to discuss
FHH with members of family. Two-month follow-up interviews revea ed tha of the 160
paticipants who had made a pledge 55% reported achieving ther pledge 23% reported not
achieving thar pledge and 23%did not providefollow-up data (i.e., the phonenumbe they had
provided was disconnected or they did notrespondto thefollow-up cal). Additiond andyses
showed tha participantsindicating tha they had aready doneparticular activities, as of pre-test,
were more likely to select those same activities for thar pledgeand were more likely to engage
in those activities pod pledge as oppo®d to participants who had indicated that they had nat
already donethe activities as of pre-test. A sizable minority of those who had made a pledge
reported engaging in more than oneof thepledgelist behaviors during thefollow-up period.

Thevast mgjority of participants rated the workshap content, ddivery, and materials (induding
thebooklets) very highly. Suggestionsfor changes to the booklets offered by workshop
paticipants, a separate focusgroup, and Nationd Black Nurses Association members who
reviewed the booklets and commented onthem via a separate survey were all used to revise the
booklets after thefirst pilot. In particular, changes were madeto beter reflect both gende's, and
to make theoverdl cove designsof thetwo booklets complementary. In addition, to better
accommodde low-literacy and low-visionindividuals, thefont size was increased to at least 12-
point, all-capital-letters and italics were replaced with boldface; and red, orange and yellow font
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and highlights were eliminated. Also, al text was |eft-aligned to provide more white space. The
family health history insert was amended to provide space for the user@ offspring.

TheknowedgefindingsN improvementsin only some areas, amongonly certain groupsN were
difficult to interpret. In reviewing thedaa, theteam conduded that the mixed findingsmightbe
theresult of several workshopimplementation chdlenges. In paticular, as was discussed in
SectionV.B.3.a, thelength of theworkshopsvaried greatly, and severa factorsrelated to
workshop setting may have madeit chdlenging for some participants to access or assimilate the
content. A relatively highrate of missing knowledge daawas also a conaern, as noted above In
addition, questionswere also raised aboutthefact that only 35% of evauation participantslived
in thetargeted wards, and 61% of those whoindicated ther educationd level were college
gradudes, suggesting tha they probably had highe sodoecononic levels than thetargeted
popuktion. Findly, there was no framework or paint of comparison for assessing whether
workshop participantsOpledge completion rates congtituted GuccessO

The second pilot was successful in addressing a number of these concerns In particular,
workshop content and length were more standadized, and throughadditiond outreach to
community organizations arrangements were made to condud all workshopsin thetargeted
wards Specifically, atotal of eight community workshopswere hed in community centers,
churches, a public chater school, and at Howard. These workshopsreached 218 paticipants;
183 consented to paticipae in theevaluaion, considerably exceeding thetarget of 100
workshop participants. The mgjority of evaluation paticipants (72%) reported residingin the
targeted wards and of theevaludion participants who reported ther educationd level, only 27%
were college graduaesN far fewer than the61%in thefirst pilot, suggesting that pilot 2
paticipants were, overdl, likely from lower sodoecononic backgrounds Of the evaluaion
paticipants who indicated ther gende’, 84% were women.

Andysis of the second pilot@ pre/pog knowledgequestionnares showed that for the FHH
questions the percent of respondents answering correctly essentially stayed thesame (i.e., at
ove 90%correct at both timepoints) for four of the five questions butincreased for thefifth.
When only those who provided complete pre and pos FHH daawere induded in theandyses,
nether the group as awhole nor paticular age or educationd subgroupsshowed a statistically
significant increase in the overall FHH knowledgescore.* For the RGH questions the percent of
respondents answering correctly increased from pre-test to pog-test for three questions stayed
essentially thesame (i.e., close to 100% at both timepoints) for onequestion, and demondrated a
small declinefor onequestion. Themod notable increase in percent correct (39%to 75%)
occurred for theyes/no item: Orhegenes of al people are 99.9% the same regardless of ethnic or
@acial Gdentity.OWhen consdered as agroup, all participants who provided complete pre and
pod RGH daa showed dtatistically significant RGH knowledgescore increases, as did age and
eduationd subgroupingsof paticipants. It should be noted, however, tha rates of missing
values for theindividud knowledgeitems were high (highe than in thefirst pilot, at 16-26%
across FHH and RGH daa)N and missing rates were even highe when items were aggregated to
calculate mean scores and demographic characteristics were taken into account Thefindings
should therefore beinterpreted with duecaution.

121t should be noted that the statistical methods used to analyze knowledge change over time questions differed
from Pilot 1 to Pilot 2, so findings from the two pilots are not directly comparable.
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Asin the case of thefirst pilot, the vast mgjority of workshop participants rated the workshop
content, ddivery, and materias (induding the bodklets) very highly. Suggestionsfor
improvement induded making the presentation longer and having less paperwork during the
presentation.

Of the 183evauaion paticipants, 84% pledged in writing to engagein oneof three hedlth-
related behaviors during the two months pod workshop (i.e., collect family health history,
engagein postive lifestyle choices related to diet, engagein postive lifestyle choices related to
physcal activity). Themos common pledge(asin pilot 1) wasto discuss family hedlth history
with family members. Two-month follow-up interviews revealed tha of the 153 participants who
had made a pledge 50%reported achievingthar pledge 22%reported not achieving ther
pledge and 27%did not providefollow-up daa (i.e., the phonenunber they had provided was
disconnected or they did nat respondto thefollow-up call). A sizable minority of those who had
made a pledgereported engaging in more than oneof the pledgelist behaviors during the follow-
up peiod. These findingsare similar to thoe of the first pilot (see above.

Additiond andyses of the pledgedaa assessed movement alongfive stages of changefor the
behaviors pledged to and not pledged to. For all behaviors, whether pledged to or not pledged to,
there was an increase in the percent of evaluation participants at the maintenance stage, which
was the highest stage consdered in theandysis. This was an encouraging behavioral finding.
However, amongthos who pledged to collect family health information, there was also an
increase in the percentage of participants at the precontemplation stage, which was the lowest
stage consdered in theandysis. Moreover, anongthose who did not pledgeto engagein
postive lifestyle choices related to diet, there was a'so an increase in the percentage of
participants at the precontemplation stagefor this behavior; similarly, anmongthos who did nat
pledgeto engagein postive lifestyle choices related to physcal activity, therewas an increasein
the percentage of participants at the precontemplation stage for this behavior. It should be nated
tha rates of missing daawere highin the stages of changeandysis, because only participants
who provided daa at both timepoints (i.e., immediately pod-workshopand at two-month follow-
up) could beinduded; moreover, tests of statistical significance were not peformed onthe
stages of changedata.

b. Limitations

Key methodobgical chdlenges of pilot 1 and difficulties interpreting the data were summarized
above Pilot 2 addressed a nunmber of those concerns successfully by standardizing workshop
content and length, conduding all workshopsin the targeted wards, and incorporating a stages of
behavior changeandysis. However, thereatively high rate of missing knowledgedaa across
both pilot studies raised some concernsabouttheinternd validity of thefindings Additiondly,
in pilot 2, those who completed the FHH knowledge questionnare were aready clos to celling
at pre-test, with over 90% correct for each item. This limited the oppatunity for participants to
show improvement as aresult of intervention paticipaion.

Moreover, in addition to also having arelatively highrate of missing data, the pilot 2 stages of
changeandyses had several other important limitations In paticular, thethree hedth-related
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behaviors that were measured differ in some important ways. First, collecting family health
history requires coopeaation of others, while engaging in postive diet and physcal activity does
not (amongadults). Second, collecting family health history is acircumscribed activity, which
meanstha onae done it need only berevisited peiodicaly. On the other hand, when diet or
physcal activity is altered, the new behaviors need to bemaintained on an ongoing basis to make
adifference. Another limitation of thepilot 2 stages of changeandysisistha no daawere
collected on the qudity, degree, or completeness of thethree health-related behaviors
paticipants engaged in. For example, aworkshop participant could have collected patial or
complete family health history information, and a participant who reported engaging in postive
changes related to diet may have modified his or her diet in alimited way or aradical way.
Findly, dueto project time condraints, only limited anayses were peformed on the stages of
changedaa. It is not known whether workshop participants as a group moved up or down the
stages of changefor paticular behaviors pledged to or not pledged to, and whether such
movement was statistically significant.

Severa additiond limitationsof both pilot studies should also be noted. The majority of the
paticipants from both pilots were older African American women, limiting the generalizability
of thefindingsto other groupsof African Americans In addition, behavioral data were collected
via self-report, which is subject to soda desirability bias, over ardatively short period only (i.e.,
two months). Findly, withouta comparison group,and withoutarobug literature on pledge
completion rates, it is difficult to assess therelative effectiveness of the community workshopsin
changing behavior.

c. Discussion and implicationsof findings

Over the course of both pilots, the Howard team worked to streamline evaluation processes,
standadize workshop content and length, and increase participation of community members
residing in thetargeted wards. Howard showed notable successes in improving congstency of
workshopddivery and in reaching targeted ward residents. Different incentives for evaluaion
paticipaion (e.g., giftcards) might have hd ped to reduce missing dataNl however, monetary
incentives for pre/pog evaluaion participation had been ruled out by Howard@ IRB, which
congdered them to bepaentialy coercive.

In spite of the data limitationsdescribed above theimpact of theintervention on knowedgeof
race, genetics, and hedlth, in paticular, seems robust. In addition, it is clear tha participants
respondel very favorably to theworkshop content and materials. The pledgecomponent seems
promising as well, but additiond research is needed to shed further lightonitsimpact. For
example, a mixed-method (quantitative/quditative) study might compare the behavioral
outcomes of different intervention conditions such as a workshopwithouta pledge aworkshop
with apledge and distribution of booklets coupled with a pledge Further andysis of the existing
stages of changedata, induding assessment of whether the groupmoved up or down alongthe
stages, and whether these changes were statistically significant, would also be afruitful next step
in theresearch.
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VI.C.2. Webste

From December 2007May 2010, visitors to Howard®@ CGEN webste submitted atotal of ten
inquiries and 13 webdgte feedback questionnares, and 164 people joined themailing list. A
nunber of theinquries conaerned gendic testing for ancestry. The majority of the
questionnares were submitted by African Americans they were of diverse agesandresided ina
variety of geographic areas. Collectively, visitorswho completed questionnares had come to the
websgte througha multiple sources, such as a Google search, referral by someoneat Howard, or
alink from another webste. Mog reported finding the webste to beuseful or very useful. Those
who requested to join themailing list haled from 26 states, the District of Colombia, Mexico,
andtheVirgin Idands Thelargest nunmber of mailing list registrantsresided in Texasandin
New York (13 each). Theages of those who joined themailing list ranged from 15 (theage
requirement was later raised to 18) to 92. As of May 2010,the only notification tha had been
sent to themailing list was an invitation to Howard® CGEN-related Town Hall Meeting (hed in
May 2009)

Overdl, thelevel of webdte utilizationis undear, as the Webmaster did not collect daaon
nunmber of webgte hits, pageviews, or visitors. The project coordinator has made some upddes
to the site, plansadditiond upddes, and would like to get additiond inputfrom consumers on
how to make the site more useful and appealing. Thetwo-month follow-up interviews from the
second community workshop pilot (conduded in summer 2010)induded areminde to
paticipants aboutthewebste. Interviewees were adso asked if they had used the websgte after
the community workshop ninerespondents (about8%) indicated tha they had.

VI.C.3. Toll-free Number

From December 200%-May 2010,thetoll-free number received atotal of 21 messages, of which
16 were wrongnumbes (i.e., calers were attempting to call dentistry services at Howard).
Collectively, thefive calls tha were not wrong numbers requested information onfamily health
history, genetics and ancestry testing, and copies of thefamily hedlth history tree insert for an
upooming family reunion.

Thetoll-free numbe has been extremely undeutilized, despite beng publicized at community
workshopsand in Howard CGEN materials. The two-month follow-up interviewee fromthe
second community workshop pilot induded areminde aboutthenumber. Staff are assessing
whether to changethe number (dueto the many wrong-number calls) and whether to continueto
suppot atoll-free number at al.

VI.D. Utah
Aswas discussed above(see Section V.B.4), Utah® local evaluator conduded process
evaluaion and a pre/pog outcome evaluaion of Utah@ three interventions fifth grade

curriculum and materials, seconday school materials, and community workshops Thefindings
limitations and implicationsare summarized bdow.
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VI.D.1 Fifth GradeCurriculumand Materials

a. Findings

Thefifth grade pilot study targeted four teachers and 100 students, but ultimately six teachers
and 178 students participated in theintervention. Of the 178 students, 159 provided matched
pre/pod surveys, and 169 completed pog-test satisfaction questions The students were not asked
to indicate ther ethnicity, but approximately 4% indicated that they spokeeither English and
Spanish, or Spanish only, at home. The student pre/pog data showed statistically significant
increases in genetics knowledgeand confidence in that knowledge missing daarates for these
items were very low. The pod-test daa also showed tha the students enjoyed the activities,
shared the materials with ther families, and would like to learn more aboutgendics. Theteacher
surveys indicated that the material was culturally appropriate, thereading levels were
appropriate, and the material was effective and engaging to students. Teachers also indicated tha
they would definitely use the materials agan in thefuture. They were especially postive about
thefact tha students used the materials at home with ther families, and that the Spanish-
languaye materials engaged parents who otherwise might not have been able to paticipae.
Teachesfelt thiswas bendicial to both parents and students, and indicated that parents
commented favorably onthe materialsin parent-teacher conferences.

Teaches had very few criticisms of the materials, althoughthey made a number of useful

suggestionsfor improvement, induding:

¥ Providean introductory letter for parents explaining the conaepts and the vocabulary;

¥ Put Spanish and English onthe same page or on the frontand back of the same page

¥ Minimize theamountof materials families need to have at hometo paticipaein the
activities,

¥ Addsome exercises tha allow students to practice key mathematics concepts; and

¥ Link heredity and gendicsin humansto heredity and genetics in plants and animals.

Utah made a nunber of revisionsto themateriasin light of thefeedback.

It should benated that since theformal evaluationwas completed, the GSL C has received
feedback from theteachers that they continueto use the materials every year, and tha use of the
materials has spread throughoutthe Salt Lake City School Didtrict, so that mog fifth grade
teachers are now usng them. Informal feedback from teachers (at conferences, workshops and
meetings aswell as viawebdgte feedback) also indcates tha the materials are beingwiddy used
by fifth grade and middle school teachers throughaut Utah and acrossthe U.S.

b. Limitations

Thefifth grade pilot study had several key limitations With respect to theteachers, the sample
size was very small, potentially limiting the generdizability of theresults. Additiondly, noneof
theteachers was Hispanic/L atino, and so they could not provide feedback as members of the
targeted ethnic group Also, the student evaluaioninduded only short-term follow-up; as such, it
was not possible to measure maintenance of short-term changes over time, or longer-term
behavioral changes, for which induson of a comparison groupwould have strengthened
evidence for a causal link between theintervention and changes reported by students. Moreover,
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attendance of evaludion participants was nottracked, so precise levels of exposure to the
intervention are nat known. However, given therelatively large sample size, it isunlikely tha
variable attendance levels had much of an impact on thefindings Findly, athoughthe take-
home family materials were an important component of the curriculum, there was no direct or
systematic assessment of satisfaction or outcomes among studentsOfamily members.

c. Discussion and implicationsof findings

Thefifth grade pilot study provided compdling evidence that theintervention achieved its short-
term objectives. Theinvolvement of studentsCfamilies in theintervention, throughthe use of
linguistically and culturally appropriate materials, is a particularly interesting component that is
worthy of further investigation. Future research mightinvolve parents as subjectsN to assess
systematically thar perceptionsof thematerials, as well as changes in relevant knowedge
attitudes, and behaviors.

VI.D.2. Secondaly Sdool Materials

a. Findings

The seconday school pilot study targeted six teachers and 420 students, but ultimately six
teachers and 498 students participated in theintervention. About53% of student participants
reported being Hispanic or Latino. The student pre/pod survey daaindicated tha gendics
knowledge inareased significantly, as did student confidence in ther knowledge Theinaeases
in knowledgeand confidence did not differ according to whether students saw the bilingud
video. Andysis of theknowledgequestionsby demographics showed that junior high students
made significant knowledgeimprovements from pre-test to pog-test, but senior high students did
not (Thelack of significant improvement amongthelatter may bedueto a ceiling effect; see
bdow.) Senior high students got more answers correct and were more confident in ther answers
if they were not Hispanic/Latino, while junior high students did not show such differences based
on ethnicity.

Thepog-test daa showed tha mog students talked aboutther family hedlth history (FHH) with
at least onefamily member, and the majority worked on their FHH homework assignment with
at least onefamily member. Students were significantly more likely to have both talked to and
worked with at least onefamily member on FHH if they werein classes that saw thevideo.
Additiondly, amongstudents who had not completed the FHH assignment by pog-test, those
who had seen the video were more likely to report theintention to complete a FHH than those
who had not seen thevideo. Mog students also indicated at pog-test they would definitely or
probably like to learn more aboutusng FHH to improvether health; there was no difference in
interest based on whether students saw thevideo. In gened, in the pod-test satisfaction data,
there was little consstent negative feedback from sudents. A small percentage did notlike the
extrawork or did notlike thematerial, butthemajority liked the activities, thevideo, and the
FHH take-home assignment.

Theteache survey data showed that five of thesix teachers liked thevideo as an introdudionto
thematerial and an additiond mode of ingructionfor theunit. Teachers assessed the other in-
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class materials and the take-home materials very favorably as well and indicated that they would
use thematerials agan in thefuture. Teachers did notfeel tha there was a big differencein
interest level anong students who saw vs. did not see the video. However, as indicated above
andyses of thesurvey daaindicated that thevideo condition was significantly correlated with
students working on the FHH, completing it, and planning to complete it if they had notdoneso
already.

Overal, teachers had no subgantive recommendaionsfor changes to thewritten materials. For
thevideo, teachers recommendeal induding larger subtitles, showing more cultura diversity
amongthe students, and discussing more diseases and possibly more detail aboutthos diseases.
Two teachesfelt tha thevideo did not need to have depictionsof theactivities tha were going
to bedonein theclass. Edits were not madeto thevideo, dueto the cos invaved.

b. Limitations

The seconday school pilot study had severa key limitations With respect to theteachers, the
sample size was very small, potentially limiting the generaizability of theresults. Additiondly,
noneof theteachers was Hispanic/L atino, and so they could not provide feedback as members of
thetargeted ethnic group.Also, theteachers did nat provide extensve feedback in respong to
the open-ended questionstheway theteachers did for the elementary school materials.

In addition, the student evaluation induded only short-term follow-up; as such, it was not
possible to measure maintenance of short-term changes over time, or longe-term behaviora
changes, for which induson of a comparison group would have strengthened evidence for a
causal link between the intervention and changes reported by students. Also, evaluaion
participantsCettendance was not tracked, so precise levels of exposure to theintervention are not
known. However, given theredatively large sample size, it isunlikely tha variable attendance
levels had much of an impact onthefindings Addtiondly, nathe students nor classes were
randomy assignead to thevideo vs. nonvideo condtions ingead, theteachers chose which
classes would receive which conditions It is possible tha thisintroduced some bias, although
there is no specific evidence of bias. Also, because there were multiple demographic variables of
interest and two class conditions, thenumber of participantsin each cell was highly variable (and
sometimes very small), when all variables were included, limiting the validity and
generaizability of thefindingsfor particular demographic groups It should al'so be noted that as
in the case of thefifth grade pilot study, althoughthe take-home family materials were an
important component of the curriculum, there was no direct assessment of satisfaction or
outcomes among studentsCfamily members.

Aswas indicated above another limitation was tha there may have been a ceiling effect for the
knowledgequestionsfor the high school students. If Utah had had statewidetests for health
education classes, it mighthave been possible to compare student performance on state standards
for thisunit; however, no such statewidetests for health education classes exist.

Findly, thevideo appeared to increase the completion of the FHH assignment, but the

mechanism for this effect isundear. It does not appear to bedueto increased interest in or
knowledgeof FHH, asthegrouptha saw thevideo did notshow greater interest or knowledgeat
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pod-test than the grouptha did not see thevideo. Perhgpsthevideo communicated tha FHH
was important, and/or it nommalized the process of obtaining FHH information by portraying
actud students who were similar to pilot study students.

c. Discussion and implicationsof findings

The seconday school pilot study provided compdling evidence that theintervention achieved its
short-term objectives. Moreover, regardless of themechanism of action, thevideo did appear to
increase completion of the FHH homework assignment, and intention to collect FHH
information among students who had not completed the assignment as of theend of thedaa
collection period. Therefore, thelocal evaluaor has recommended tha the video continueto be
induded in theintervention. Asin the case of thefifth gradeintervention, future research onthe
seconday school intervention mightinvolve parents as subjectsN to assess systematically their
perceptionsof the materials, aswell as changes in relevant knowedge attitudes, and behaviors.

VI1.D.3. Community Workshops

a. Findings

A total of eight community workshopswere ddivered in community centers and churches over
the period July 2009 Januay 2010,reaching 97 adults (essentially achieving thetarget of 100.
Of these adults, 97 paticipaed in the evaluaion and 95 provided matched pre/pod test surveys.
The 95 matched surveys condgituted the sample for the evaluaion andyses. Overal, rates of
missing daawere low. About93% of participants reported beng Tongan; oneparticipant
reported beng Samoan; and therest self-identified as Other (induding but not limited to White).
About42% of evaludion participants were male, which was amuch highe percent than in other
CGEN community workshops(i.e., for other community workshopinterventions males
comprised less than 30%N and in some cases less than 20%N of study participants; see also
Section VI.E.1). Anecdofaly, it was reported by the ingructor tha some men were prompted to
attend theworkshop by loss of afriendto agenetically-linked illness. However, when later asked
abouttherelatively highrate of male attendance, theingructor attributed it to thefact that the
workshopswere hdd in locationsand at times when men were normally present (e.g., at church
on Sunday or at senior centers during a standad class time). Several of theworkshopswere hdd
as pat of asix-week class on chronic disease in which men were participating.

Andysis of the pre/pog data showed tha knowledge (i.e., of inherited traits and diseases, what it
meansto beat low or highrisk for a disease, and how diet and exercise can mitigate the effects
of gendic risk) and confidence in that knowledgeincreased significantly. Males and older
paticipants started out with dightly lower levels of knowledgethan females and younge
paticipants (respectively) but made greater gansin knowledge Participants with highe levels
of acculturation exhibited higha knowedgeat both pre- and pod-test than paticipants with
lower acculturation. Additiond andyses of therelaionsipsbetween specific demographic
characteristics and knowedgeand confidence-in-knowledgeoutcomes are difficult to interpret,
given thesmall sample sizesinvolved. With respect to thebdief tha healthy diet and exercise
could reduce the chance of getting an inherited diseases, participants were essentialy at ceiling
at pre-test and showed no significant changeat pog-test.
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At pog-test, themajority of participants agreed tha they would like to learn more aboutinheited
traits and diseases, tha they would talk aboutfamily health history (FHH) with ther families,
tha they would collect FHH, and tha they would make lifestyle changes based onwhat they had
learned. Overal, paticipants had postive feedback on theworkshop;the mos common respons
to wha they liked least or what could beimproved, other than that they liked everything, was
tha they did not like taking the surveys.

A key theme that emerged from theformal evaluaion and from anecdotes fromtheingructor
was that theintervention content seemed to have the greatest impact when it was taughtin away
tha was maximally relevant to participants and to their community, so tha they could
persondize theinformation. Theingructor provided details on thetop causes of death among
Pacific Idandas, and the high prevalence of diseases like diabetes among Pacific ISandesin
Utah, and she spoke about Tongan cusoms concerning consumption of unhealthy foods
Participants spokeemotiondly aboutpoa hedlth habits tha they have passed down to thar
children and granddhildren. Althoughat pre-test participants aready bdieved tha diet and
exercise could impact disease, many noted at pod-test tha onething tha they had learned was
tha they could impact ther health, even if they were at highrisk for inhaiting a disease, and the
majority reported tha they planned to make postive lifestyle changes based on what they had
learned from the class. While this could reflect a postive respon bias, it may also mean tha as
aresult of the class they were treating the link between diet/exercise and health more serioudy.

b. Limitations

TheTongan pilot studyinduded only a pre and immediate pod-test; as such, it was notpossible
to measure maintenance of short-term changes over time, or longe-term behavioral changes (for
which induson of acomparison groupwould have strengthened evidence for acausal link
between the intervention and changes reported by participants). In addition, the survey
ingruments were very brief, in order to ensure that there would be sufficient time for the
intervention. Some questionsmay not have been sengtive enough(e.g., bdief question) to show
variation among participants from pre- to pod-test. Also, therelatively small sample size
prevented more robug andyses of differences across demographic groupswithin the sample.
Moreover, participantsCopean-ended comments were brief, likely dueto the combinaion of
limited time for completing forms and limited literacy skills; cultural factorsinfluenang attitudes
toward putting comments in writing may have also come into play. Focusgroupsor interviews
(i.e., ora feedback channds) might have yielded richer participant feedback. Additiondly,
because theingructor did not complete an implementation survey or checklist, it is not known to
what extent the material was ddivered congstently across sessions. Findly, the only ingructor
was also oneof thedevelopas of thematerias. Althoughshe provided feedback on the materials
throughoutthe devel opment process, the pilot study did notyield the same kind of more
objective ingructor feedback tha would have been obtained if the materials had been taughtand
assessed by multiple ingructors who had not been part of the devel opment process.
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c. Discussion and implicationsof findings

Aswas indicated above making health information persondly relevant to paticipants, ther
families, and ther community seemed to beaparticularly crudal aspect of thisintervention.
Indeed, theimportance of hdping paticipantsin health prevention and promotion programs to
persondize intervention content has been noted as a best practice in theliterature on use of
family health history to promote hedlthy lifestyles and disease prevention (Claassen et al., 2010
andin anunmbe of other health promotion and prevention areas (e.g., teen pregnancy
preventionN see Kirby et al., 2005;smoking cessationN see Bodk et al., 2008) Emphasizing the
importance of modding hedlthy behavior for other family members and theyounge generation
may also be paticularly important in cultural contexts that place high value onfamily
relationshipsand intergenerationd learning.

Theingructor who ddivered the community workshophad contributed robugly to its
development and was a well-known and well-respected leader in Utah® Tongan-American
community. Future research on thisintervention mightfruitfully investigae factors tha
contribute to the successful replication of the workshopwith Tongar-Americansand/or Tongans
in Tonga when it isddivered by other indructors. Future research mightaso indudelonge-
term follow-up with participants (usng structured or semi-structured interviews) to assess
behavioral change

VI.E. Seected Cross-Site Comparisons

Aswas discussed abovein Section V.A.3, early plansto establish a set of common cross-site
indicators and ingruments were abandonel in late 2007. This madeit difficult to Gum upCthe
collective reach and impact of the CGEN interventions Recently, March of Dimes staff made an
effort to collate responsesto similar survey items across sites. Available daarelated to one
output (gende of paticipants) and oneoutcome (knowedgeof where genes come from) are
discussed bdow, asthey provideingghtinto some of the successes and chdlenges of the CGEN
educationd efforts.

VI.E.1. Gende of Participants

Cross-site data onthe gende of evaludion participants are provided in Table 7, bdow. Asis
seen in thetable, femal es and males each condituted approximately haf of the sample in Utah®
schookbased program pilot studies, which had QGzaptiveOstudent audiences. CBWCHCG@ pre-
counsling workshopstargeted pregnant women, so the 100%female paticipaionratein the
treatment and control groupswas expected. (It should aso be noted that women who participaed
in the pre-counsling workshopswere told that thar partner could paticipae in theworkshop,if
desired; however, no partners participaed.) Among theinterventionstha targeted bath males
and females and had voluntary paticipaion, the percentage of males was relatively low, ranging
from only 10%for the CHW trainingsto 42% for Utah@ community workshopsfor the Tongan
popuktion. These findingshighlight the chdlengeof reaching males with genetics eduction
interventions
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Table 7. Cross-Site Comparison: Gender of Evaluation Participantsl’2

CBWCHC DWDC Howard Utah
Pre-Couns. Evalua- CHW Commun. | Commun. Commun. Commun. Commun. Fifth Secondary Tongan
Workshop, tion Trainings3 Workshop | Workshop | Workshop 2 | Workshop Workshop Grade School Commun.
Treatment Control 1 2 (Pregnancy) 1 2 Workshop
Group Group (Main) (Main)
N=44 N=42 N=21 N=114 N=133 N=90 N=178 N=183 N=159 N=404 N=95
Missing=0 Missing=0 | Missing=0 | Missing=5 | Missing=5 Missing=4 Missing=20 | Missing=29 | Missing=0 | Missing=2 Missing=0
n % n % n Y% n Y% n % n % n % n % n % n % n Y%
Fermale 44 | 100 | 42 100 | 19 91 90| 83| 110 | 86 75 87 117 74 | 129 84 81 51 | 209 52 55 58
Male 0 0 0 0 2 10 19 | 17 18 | 14 11 13 41 26 25 16 78 49 | 193 48 40 42
Total 44 | 100 | 42 100 | 21| 101 | 109|100 | 128 | 100 86 100 158 | 100 | 154 100 | 159 | 100 | 402 | 100 95| 100
Notes:

! For cross-site comparison purposes, missing data have been excluded from the calculation of n( and percentages.
Total percentages do not aways add up to exactly 100% because of rounding.

3 Of the 21 CHWs who participated in any CHW training sessions, only sevenN all womenKN delivered community workshops.
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VI.E.2. Knowledgeof Source of Genes

Cross-site data on knowledgeof whompeople get thar genes from are summarized in Table 8,
for those local evaluaion studies tha induded a pre/pod survey question on this topic. Although
the survey questionson this topic were notidentical across sites, it is clear fromthefindingsthat
among some groups there was relatively low undestanding of the source of genes prior to
paticipaioninthe CGEN intervention. At thesame time, however, amonggroupsin which
unde 90% of respondents had correct information prior to intervention, there was notable
improvement from pre-test to pod-test (e.g., 75%to 92% correct DWDCG pilot 2 community
workshop participants, 58%to 87% correct among Utah fifth graders, and 45% to 77% correct
among Utah community workshop paticipants). These findingshighlight theneed for basic
gendics education and the oppotunity to improveknowledgethroughbrief interventions At the
same time, thefact tha no group scored 100%(or even close to 100%) on thisitem undescores
the chdlenges of improving knowedgeabouteven the mos basic conceptsin genetics.

Table 8. Cross-Site Comparison: Knowledge of Sour ce of Genes

Site, Intervention, and N and Correct Regponses
Knowledge Quedion® Missing n Pre Post
n % n %
DWDC Community Workshop, Pilot 1 N=114, 82 72 95 83
We getall of our genesfrom our mather and none Missing=0
from our father.
(True/fFalse/DonOK now)
DWDC Community Workshop, Pilot 2 N=133 98 75| 120 92
We getall of our genesfrom our mather and none Missing=2
from our father.
(True/fFalse/DonOK now)
Howard Community Workshop, Pilot 1 N=178, 142 95| 132 89
We getall of our genesfrom our mather and none Missing=29
from our father.
(True/False)
Howard Community Workshop, Pilot 2 N=183, 138 93| 138 93
You getall of your genesfrom our mother and none Missing=34
from our father.
(YesNo)
Utah Fifth Grade N=159 92 58 | 139 87
If you areaboy, you will get most of your inherited
traits from your dad. If you areagirl, you will get
most of your inheritedtraits from your mom.
(True/False)
Utah Tongan Community Workshop N=95, 42 45 72 77
If you aremale, you will get most of your inherited Missing=1
traits from your father.
(True/False)
Notes:

! In each row, all answer choices are listed; correct choice s boldfaced.
2 Missing values, which were few, were treated as GncorrectOfor purposes of the knowledge analyses.
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VI.F. Discussion of Findings

Overal, acrossthe CGEN interventions evaludion participaionrates were genealy high, and
mog sites had relatively low rates of missing data. Many pilot evaluaionshad largdy postive
process evauaion findings they showed tha sites had essentially ddivered theintended
services, activities, or materials to thetargeted racia or ethnic and geographic groupsand for the
mog pat had reached thetargeted number of participants. Participant feedback on the
interventionsand materials was overwhdmingly postive and often induded some hd pful
suggestionsfor improvement. A nunmber of thetraining/educationd workshopsdid experience
some difficulty ddivering workshop content congstently. Shorter-than-intended workshop dots,
diverse baseline knowedgeand interests among participants, and theneed for time to complete
evaluation-related procedures presented paticular chdlenges. Additiond training for workshop
facilitators appeared to hdp address these chdlenges. One site also experienced particular
difficulty reaching theintended target popuktionin an initial pilot study; closer collaboration
with CAB members, thelocal March of Dimes Chapter, and other local agendes hdped to
ensure greater participaion of thetargeted popuationin asecond pilot study.

CBWCHC wastheonly site tha specifically targeted a particular gende group(i.e., women).
Amongthe other groups there were no specific gendea-related targets, but participation by
gende was worthy of examination. Utah@ schookbased interventionshad GaptiveOstudent
audiences and reached approximately equd percentages of boysand girls. Amongthe other
interventions recruitment efforts targeted both genders; however, rates of male participaion
were for themod part low. Theintervention tha reached the highest percentage of voluntarily
participaing males was Utah@ Tongan community workshop; the most plausble explanation for
therdatively high paticipaionistha theworkshop was ddivered in locationsand at timesin
which men were already present (e.g., churches, senior centers). No site undetook a specific,
tailored effort to reach outto men; such an approach might have hdped to inarease male
paticipaion.

In accordance with theoverall CGEN logic modd (see Figure 1 in Section |, above andthelocal
logic models, all of the sites demondrated at |east some postive, short-term changesin
participantsCknowledgeand/or other behavioral determinants, such asinterest in learning more
aboutgendics or intentionsto discuss family health history with family members and/or health
care providers. No site doaumented any statistically significant negaive changesin participant
outcomes.

Aswas discussed above knowledgeof the sources of genes was addressed and assessed by a
nunmber of the Phase 1 pilot projects. It isinteresting to note tha in many popuktions a
relatively low percentage of participants had accurate knowedgeprior to intervention
paticipaion. For these popuktions knowledgeof this topic tended to improve consderably
after intervention participation; however, scores did not reach 100% (or close to it). This patern
iscommon across a number of othe knowedgeitems (data not shown above), suppotingthe
point madein the scientific literature tha while brief educationd interventionscan improve
knowledge changing even basic genetic knowedge amongeveryonein agroupis chadlenging,
given abdract naure of the material, different individud learning styles, and the persistence of
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cultural noms and bdiefs tha may beat oddswith scientific princples of genetics (Barlow-
Stewart et al., 2006;Barlow-Stewart, 2007)

Amongthe common outcome study limitationsacross many CGEN interventionswere lack of
mid-term or longe-term follow-up and lack of a comparison group, which limited or precluded
measurement of whether short-term changes in behavioral determinants were susained, and
whethe behavioral changes were achieved. These are common limitationsamong community-
based, Geal worldOevaluationstha have modest evaluaion budgeés.

Overal, theavailable quantitative and quditative data suggest that al of the sites showed
congderable success in making gendtics more accessible, appeding, and relevant to members of
undeserved ethnic and racial minority communities, throughthe development and
implementation (or deployment) of culturally and linguistically appropriate interventionsand
materials. A focuson theimportance of lifestyle (especially diet and physcal activity) for
mitigaing the expression of genetically linked diseases was a common theme across many of the
interventions Family health history also emerged as a common theme and appeared to hep
paticipants to persondize theeducationd content. Togeher, these themes may ultimately hdp
foder sugained, desirable behavioral changes, which acrossthelocal CGEN interventions
indudeinformed hedlth decision-making, conaultation with family and health care providers
aboutgendics and health, use of genetics services amonghigh-risk popuations and adopion of
lifestyle changes to reduce genetic-based health risks.
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VII. Disseminationof Evaluation Findings and Solicitation of Feedback

As of thewriting of thisreport, Phase Il findingsand lessonslearned had been shared in avariety
of ways within the CGEN team, with local site stakeholders, and with the broader field.

VII.A. Within the CGEN Team

During thefive-year project period, periodic evaluator conference calls, in-person meetings all-
team quaterly conference calls, and more informal calls and email served as venues for the
discussion of evaluaionfindings induding andysis methods daa interpretation, and daa
presentation. These discussonsbenefited local and naiond evaluaors alike and facilitated the
sharing of best practices across sitesN for example, concerning methodsfor treating missing data
andvisudly displaying data. Overall, al parties endeavored to respect the autonony of loca
evauators, while incorparating theingght and experience of other local project team members
and acknowledging the advisory and ova'sight roles of the nationd evaluators and March of
Dimes project staff.

VII.B. With Local Stakeholders

Solicitation of feedback from local stakeholdersisacruda component of a CBPR approach.
Specificaly, it can increase the validity and authenticity of thefindings build community trug,
and hdp enaure tha findingsare used appropriately and to the bendfit of the community
(Cashman et a., 2008; Thompson-Robinson et a., 2004) As of thewriting of thisreport, local
site evauaionfindingshad been shared with local stakeholdersin a number of ways:

¥ ThroughoutPhase |1, CBWCHC reported on evaluation progress and findngsto ther
Women( Health Advisory Committee, which was also their CAB. The Women@ Health
Advisory Committee is a group of representatives from variouscommunity organizations
who hdp CBWCHC to improvether services. CBWCHC also broughtinformation back to
the community at a Women@ Health Symposum hdd in June2010in partnership with the
Center for the Study of Asian American Health at the New Y ork University School of
Medicine

¥ DWDC shared and discussed some of the community workshop pilot findingswith the
CHWs. In addition, on June30, 2010they ddivered aloca press conference on the project@
oveaal evauaionfindngs 70 people (60 adults and 10 children) attended, induding oneof
DWDCG® CGEN CHWs. An article on the project was subsequently published in Spanish in
the newspaper El Nadonal, and a story aboutthe project was featured on cable television
channd Manhatan NeighbohoodNetwork. DWDC also reported having plansto pod a
summary of theevaluaion findingson ther webste, althoughas of thefindization of this
report findingshad notyet been poded.

¥ At thecompletion of thar first and second pilot studies, Howard shared thar findingswith
thar CAB, which offered ingghts concerning interpretation of the data and suggestionsfor
how to sugain successful aspects of the project. In addition, Howard sent aletter with a brief
summary of the short-term project findingsto participants in the second pilot study who
completed the two-month follow up phoneinterview. (Theletter with summary was induded
with theincentive giftcard tha was provided to participants who were interviewed.) Howard
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also reported having plansto pod a summary of the evaluaion findingsonther webste,
althoughas of thefindization of this report findings had not yet been poged.

¥ Utah shared its schoolbased findingswith the respective school districts and prindpds.
They did nat receive any feedback from these parties, butthey have foundtha many of the
fifth gradeteachesin the Salt Lake City School District are now usng the materials. Utah
also shared an executive summary of the schookbased findingswith the Hispanic/Latino
CAB and emailed the members copies of thefull reports. The NTAS has shared the Tongan
community workshop evaluaion report with the Tongan/Pacific Idanda CAB and reparted
having plansto provide copies of thereport at churches where the classes were hdd.

VII.C. Among the Broade Field and the Public

A numbe of the CGEN sites have presented evaluaion findingsat professiond conferences. For
example, Howard presented some findingsfromitsfirst community workshoppilot at the NIH
Summit onthe Science of Eliminating Health Dispaitiesin December 2008 CBWCHC and
Utah presented findingsat the New England Regiond Minority Health Conference in Octobe
2009.Utah also presented at the American Sodety for Human Geneticsin Octobe 2009,and
CBWCHC presented findingson an Assodation of Asian Pacific Community Health Centers
(AAPCHO) webinar in May 2010.CBWCHC, Howard, Utah, and thenaiond evaudionteam
presented evaludion findingsin an oral session at the APHA Annud Meeting in November
2009,and theMarch of Dimes presented a poder tha induded a summary of selected CGEN
evauaionfindingsat the APHA meetingin November 2010.Utah also regularly shaesthe
schoolbased outcomes with teachers who participate in workshopson thefifth gradeand
seconday school materials at local, regiond, and nationd science education conferences.
Replication toolkits for the CBWCHC, DWDC, and Howard CGEN interventions which had
been completed as of thewriting of this report, each indudea summary of the respective site(3
evauaionfindings

Sharing of evaluaion findingswith thegeneral public (locally or nationdly) hasto dae been
very limited. As was indicated above DWDC recently presented itsfindngsat alocal press
conference (June2010. Two of the sites reported plansto pod a summary of thar evaluaion
findingson thear webstes, but as of thefindization of this report had notyet doneso. March of
Dimes broughta conaultant editor and writer to thein-person CGEN meetingin May 2010to
discuss oppotunities to share information about CGEN throughpopulr media, to reach thelay
community; however, as of thefindization of thisreport, the March of Dimes has no plansto
share evaluaion findings specifically, with thegenera public.
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VIII. Additional Phasell Outcomes

Project outcomes among CGEN local sites, thar staff, and other community partners were not
measured formally in Phase I11. However, areview of local reports and meeting minutes and
more informal discussion amongthe CGEN team indicated that the project did achieve some
additiond outcomes amongthese stakeholders. In particular:

¥ CBWCHC program staff learned aboutimportant aspects of evaluaion, such as the utility of
induding a control groupand potential sources of biasin adataset. CBWCHC evauaion
staff, meanwhile, learned additiond strategies for increasing survey respon rates. The
organization as a whole became more aware of thetime involved in working with an externd
IRB, and in respons developed procedures for assessing future research participaion
oppotunities from amore strategic perspective. Additiondly, CBWCHC applied the
replication toolkit concept (used in Phase |1 to support Phase I11 disseminaion activities) to
its cervical cancer screening efforts.

¥ Community memberstrained by DWDC to serve as CHWs expanded ther presentation and
facilitation skills. Aswas discussed in Section V1.B.1.a, some of these CHWSs have goneon
to work as CHWSs or othe health information brokers in other community settings

¥ TheUtah site built new connectionswith diverse cultural groupsin the Salt Lake City area.
A particularly noteworthy developmentis tha althoughthe site tried unsuccessfully to
patner with local Native American communities early onin the CGEN project, toward the
end of the project two Native American community organizationscollaborated with the
GSL C on another genetics and health education effort, which is suppoted by the Nationd
Ingitutes of Health (NIH) Nationd Human Genome Research Inditute and the University of
Utah Center for Clinical and Trandationd Science. The GSLC also continued its
collaboration with the Nationd Tongan American Sodety by partnering with them on this
same project. Overall, materials developed for the CGEN project have been used in
educationd programs with the Native American, African refugee, African American,
Chinese, Hispanic/Latino, and Tongan communities.

¥ A total of 15 graduae students in Howard® Genetic Counseling Training Program served as
volunteer assistants for Howard@® community workshops In addition to hd ping the CGEN
program, they derived valuable real-world experience interacting with community members
aroundissues of genetics and health. Graduae student volunteers also ganed evaludion
related experience by assisting with daa collection activities during the workshopsand by
working with thelocal evaluaor to complete the two-month follow-up interviews.

All of the CGEN partnersN local and nationdN reported ganing greater experience with CBPR;
improving thar ability to address issues of cultural and linguistic compeence; expanding or
strengthening thar relationshipswith (other) community agendes; increasing ther capecity to
make gendics and health information accessible to undeserved and low-literacy communities;
and learning how to better evaluae and disseminate ther project materials and findings
Anecdotaly, several team members also reported that ther participaionin CGEN has had an
impact onther own hedlth-related behaviors.
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Cross-site communication was a particularly impartant vehicle for achieving these outcomes. In
paticular, local site staff, local evaluators, nationd evaluaors, March of Dimes project staff, and
the HRSA Project Officer shared educationd materials, evaluaion tools, program
implementation and evaluation techniques, and disseminaion oppotunities with each other
throughconference cals, in-person meetings email, and the shared onlineworkspace tha March
of Dimes made available to the project team. Siteslearned from each other and then selected,
adapted, and applied those itemsthat fit their needs. For example, genetics-related learning
games for geneaa audiences developed by Utah were used by two othe sites at local hedlth fairs.
Color-coding of evaluation forms was discussed amongthe evaluators and widdy applied asa
simple techniquefor improving the efficiency and validity of evaluaion procedures.

Collectively, over thePhase |1 period, these outcomes increased the capecity of the CGEN
patner agendes, thar staff, and ther community partners to address the health-related needs of
community members. Thisin turn has advanced the ultimate CGEN god of decreasing hedlth
dispaities.

CGEN National Evaluation Phase Il Report, 1/11/11, p. 59



IX. Discussionof Challengesand LessonsLearned

The CGEN team experienced a number of implementation and evaluation-related chdlenges, and
learned many assodated lessons. Key chdlenges and lessonsare summarized briefly bedow.

I X.A. Reaching the Intended Populations

Overall, siteswere able to reach theintended racial/ethnic and/or geographic groupsand to meet
thar targets for nunmber of community participants. These accomplishments often required
collaboration with other community partners. Althoughmog sites did not set specific paticipant
targets by gende, thegenaal finding was tha women were far more likely to participaein
voluntary interventionsthan men. Thisfinding raises questionsabouthow best to involve men in
gendics education efforts.

IX.A.1. Securing Participation of the Targeted Radal/Ethnic and Geographic Groups

a. Chdlenges

Gendicsis notthemog commonissue on the mindsof mos people, norisit the mog accessible.
Given these factors, all of thesites had to consder how best to encourage participaionin thar
interventionsand evaluations Oneof Utah(@ strategies was to develop materials for Gaptive
audiencesOof school students, and to ensure that these material s addressed relevant science and
health education standads to inarease appeal to schools and teachers. Utah also created
materials that would permit Hispanic/Latino parentsN who were often excluded from
paticipaion in many of ther children® educatioral activities by languaye or literacy barriersN
to beinvolved in thelearning process with ther children, throughaccessible homework
assignments. CBWCHC and DCWC, as community-based organizations leveraged ther existing
reputationsas trused local service providers to promote intervention and evaluation participation
by local community members. In addition, all four sites also leveraged existingN and/or built
newN relationshipswith other partne's or collaborators who were seen as trusted sources of
information and services in ther respective local communities. For some of the sites, CAB
membersCconnestionswere very hdpful in thisregard, and for onesite thelocal March of
Dimes chgpter also provided assistance.

Althoughall sites were ableto reach thar overal target nunmbersfor their major interventions
onesite did expeience difficulty, particularly in itsfirst workshop pilot study, in reaching the
intended geographically-based popuktion. A couple of sites experienced some chdlenges with
maintaining intervention participation and/or with achieving consistent evaluation participation.

b. Lessons

Fodering postive relationsipswith truged, on-the-groundpatnersis often essentia to reaching
theintended community participants, paticularly when thelead agency isnotitself a
community-based organization. Clearly ddineating responsbilities and timelines and providing
stipendsto patner agendes for thar involvement can hdp avoid misundestandings build good
will, andfoger a sense of responsbility and commitment.
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Additiondly, offering conaete incentives (such as stipends gift cards, or public trangportation
tickets) can increase intervention and evaluaion participaion. It isimportant to ensure tha
incentives are culturally, geographically, and age-level appropriate, and that they do nat
conditute coercion or place unduepressure on potential participants.

IX.A.2. Reaching Both Males and Females

a. Chdlenges

Aswas discussed above amongtheinterventionsthat soughtto recruit voluntary male and
female participants, male participaionrates tended to below (i.e., 10-42% of participants). No
site applied specialized or targeted strategies to recruit male participants.

b. Lessons

Utah® Tongan workshop had the highest propottion of male participants, anongthe
interventionswho< participants attended voluntarily. Themog plausble explanaionisthat the
workshopwas hdd at locationsand times in which men were already present. For future genetics
education projects, it would beworth consderingwha specific health-related topics (e.g.,
progate cancer), formats, or settingsmightbe paticularly appealing to males. Thefield of teen
pregnancy prevention programming, for example, has devoted consderable attention over the
past decade and a hdf to identifying appropriate Onale involvementOstrategies, in order to
ensure that boysand youngmen can play an active role in addressing thisimportant health issue
(Troccoli, 2006) A Onale involvementOapproach to genetics education might leveragelessons
learned from efforts to invave malesin othea health prevention and promotion efforts.

I X.B. Addressing Common Elements of Local Evaluations

Evauaion planning activities began very early in the project and continued throughearly 2010
Aswas discussed in SectionV.A, al local evaluaionshad some common requirements and
expectations induding IRB approvd, development of logic modds, implementation of both
process and outcome evaluation activities, and a CBPR approach. The CGEN team experienced
some chdlenges and learned some lessonsin relation to these common el ements.

IX.B.1. IRB Approval

a. Chdlenges

Local evaludionswere required to have ongong IRB approvd for ther designs methods and
ingruments. DWDC and CBWCHC, which do nothave their own IRBs, used the UIC IRB,
which aso served astheIRB of record for the naiond evauation effort. During a period of
turnove amongthe naiond evaluation staff, miscommunication arose anong DWDC,
CBWCHC, andthenaiond evaludionteam as to IRB requirements. While thisissuewas
resolved successfully several monthslater, it did result in ddays for DWDC's CHW training
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implementation and CBWCHC's evaluaion activities. It also raised some questionsaboutthe
level of control tha community organizationshave in multilevel partnerships

b. Lessons

IRB requirements and timelines should be stated clearly, in writing, at the outset of the project
and should bereviewed in an in-person session to ensure tha all parties are aware of relevant
terminology, forms, procedures, and requirements. IRB matters should berevisited periodically,
and paticularly after aproject experiences staff tumove, to be sure that requirements are being
met and tha questionsor concernsare addressed promptly.

IX.B.2. Logc Modds and Program Theory

a. Chdlenges

Logic modds are useful tools for designing interventionsand evaluationsand for communicating
with key stakeholders aboutprogram obijectives and measurement. Logic modds for theoverall
CGEN Phase I-11 effortsandfor thelocal site Phase I-11 efforts were developed in late 2007and
early 2008.Local sites were paticularly encouraged to develop moddsthat reflected common
behavioral and sodal theories undelying effective health promotion interventions according to
these theories, factors such as attitudes, self-efficacy, and intentionsinfluence behaviors, which
in turn impact health outcomes (NCI, 2005) While thelogic modding activities did appear to
hdp move evaluation plannng forward, they were in effect retroactive with respect to program
planning. Tha is, local site interventionshad aready been developed, so modds were created to
fit theexisting plans limiting theoppotunity to use logic moddingto strengthen intervention
approaches.

b. Lessons

Trainingin logic modding and formal theories at the outset of the project would likely have
heped sites to plan programs that further leveraged existing knowledgeof Qvhat worksOto
changethe determinants of the targeted health-related behaviors and the behaviors themselves.
Such training could have fruitfully induded local site staff, local evaluaors, CAB members, and
(as appropriate) other local community condituents, so that each local team could have worked
togeher to apply the concepts to thar CGEN Phase I-111 efforts.

I X.B.3. Common Process and Outcome Indicators and Measures

a. Chdlenges

Aswas discussed above early in the project, there were plansto establish some common cross-
site output and outcome indicators and an assodated set of common core intervention participant
survey items. In addition, there were plansto develop a cultural compeence assessment tool that
would be administered to each local site. However, these planswere abandonel in late 2007,due
to a combination of factors. Theloca sitesOdivergent popuktions interventions and timelines
presented chalenges to developing common measures, and disagreement amongthe sites
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concerning thevalidity of specific cultural competence measures prevented conensus on afind
version of thedraft cultural compeence tool. In addition, turnove amongthe nationd evaluaion
team in 20071eft agap in expertise and leadership at acrudal timein the project timeline Asa
result of these factors, each site ultimately developed and deployed its own separate evaluaion
tools, and as Phase 11 drew to aclose, the nationd evaluaion team foundit chalengingto Qoll
upQor summarize CGEN program characteristics, reach, and effectiveness,

b. Lessons

In hinddgght, it would have been useful for theteam to have madea greater effortN back when all
steswere sill in Phase IN to agree uponand build in at least afew common cross-site measures
and specific survey questions These might have addressed selected site characteristics,
participant demographic features (e.g., age, gende), and knowledgeand attitudind items, such
aswhompeople get their genes from. Addressing and collecting data on common indicators
would have allowed theteam to better assess the reach and impact of CGEN as awhole. The
Prevention Research Center of Michigan has developed a cross-site evaluaion tool tha has been
utilized with community health projects tha differ in health focus methodobgy, geographic
coverage, and target popuktions(Kruge et a., 2010). It covers incorporation of evidence-based
practice, process and outcome indicators, cultural competence, and sudainability. Thistool could
serve asamodd or starting point for the development of cross-site evaludion ingruments for
other projects.

IX.B.4. CBPR Approac

a. Chdlenges

It was expected that community involvement would berobug throughoutall project pheses. In
paticular, Phase |1 implementation and evaluation activities could involve community
condituentsin a nunmber of ways, including (but not necessarily belimited to) thefollowing:

¥ Involvement of other local community organizationsas program implementation sites and
participant recruitment partners.

¥ Participaion of community membersin intervention ddivery and doaumentation (e.g., as
teachers or facilitators).

¥ Participaion of CABs or other community condituentsin evaluaion design development,
ingrument development and trandation, interpretation of findings and/or disseminaion of
findings

SitesQintervention approaches, resources, and readiness for participaory approaches varied, and
as aresult, thenaure of community involvement in Phase 11 also varied. All of thesites
leveraged their connectionswith local community organizationsto obtain program
implementation venues, recruit participants, and/or deploy ther materials. CBWCHC
disseminated brochures throughits organizationd networks. DWDC and Howard collaborated
with community-based organizationsthat provided workshop venues and recruited workshop
paticipants. Utah did as well, throughits patner, the Nationd Tongan American Sodety. Utah
also used its connectionswith local school districts to recruit teachers to pilot-test the schook
based interventionsin thar classes. For severa of the community workshopinterventions Phase
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[l timelines were ddayed by chdlenges in working with community partnersto set up and recruit
paticipants. Community partners had no shortage of goodwill, but had competing priorities for
thar time and/or space.

DWDC and Utah involved community membersin intervention ddivery and/or doaumentation.
Specifically, oneof DWDC@ CAB members, a genetic counselor who worked in thelocal
community, heped to train CHWsN who were all local community membersN to ddiver the
community workshops In Utah, local school teachers and a Tongan community leader (whowas
also a CAB member) ddivered theinterventionsand collected participant daa. While in many
cases these processes ran smoothly, in other indances chdlenges arose. Asin the case of the
community partner organizations there was no shortage of goodwill among community leaders
and member's; however, competing responsbilities (jobs family, persond issues) and different
backgroundsand skills led to some timelineddays, misundestandings and setbacks. For
example, DWDCGQ expectation that CHWs would (with training) beable to handle both
workshopfacilitation and evaluation data collection responsbilities turned outto betoo
ambitious Numerousproblems with daa collection were noted during thefirst community
workshop pilot, resulting in seriousdaa validity concerns ultimately athird party was brought
on boad to handle workshop evaluaion tasks so that the CHWSs could focus on workshop
facilitation.

Participatory evaluation approaches were, onthewhole, notasrobug as expected. In particular,
CAB and other community involvement in evaluaion design, ingrument development, and
interpretation and dissemination of findingswas somewhat limited. As was discussed above,
CBWCHC reported to ther CAB periodically on Phase Il progress and obtained thar feedback.
Howard met with their CAB at theend of each pilot study to share and discuss findingsand
implications Utah involved the Tongan/Pacific Idandea CAB in review of theTongan
trandationsof the evaluaioningruments, which proved to bevery beneficia. In addition, Utah
shared thar pilot study findingswith therespective Hispanic/Latino and Tongan/Pacific ISande
CABs. They aso shared the schoolbased findingswith the respective school districts and
prindpds, butreceived nofeedback from these parties. DWDCG® CAB did notconveneduring
thereporting period (20072010, butthelocal genetic counslor onthe CAB andthe CHWs
were conaulted on severa questionsconcerning the evaluaion ingruments, and some of the
community workshopfindingswere shared and discussed with the CHWs. DWDC also ddivered
alocal press conference onther evaluaion findings tha attracted one CHW and many
community members. Members of the CAB wereinvited, butdid notattend. A couple of sites
experienced chdlenges keeping CABs or other community congituents engaged over long
periodsof time, as intervention materials were revised and planning processes were carried out
In particular, loss of interest and competing professiond and persond responsbilities resulted in
attrition.

b. Lessons
As Cashman et al. (2008)and othe's have noted, involving community condituents robugly and
effectively takes consderable planning and often involves lengthy timelines. Setting specific

gods for community involvement, ddineating all partiesCtasks and timelines clearly (in writing)
up front, providing incentives (such as stipends, having periodic check-ins providing needed

CGEN Nationa Evaluation Phase Il Report, 1/11/11, p. 64



training or suppot, and celebrating successes (large and small) can all help to keep community
stakeholders engaged and involved, even when there are strong competing pulls onindividudsO
and organization<time and other resources.

I X.C. Developing and Deploying Appropriate | nstruments and Procedures

All of the sites experienced some chdlenges devel oping and implementing appropriate
ingruments and evaluation procedures for thar target popuktions An overarching lesson
concernstheimportance of setting asidetime and other resources to condud small-scale pilot-
testing of ingruments and procedures before deploying them in alarger-scale field test.

IX.C.1. Addressing Linguistic, Literacy-Level, and Cultural Consderations

a. Chdlenges

Developing survey ingruments tha would be accessible to low-literacy popubtionswas
chdlenging, paticularly since thetopic of genetics necessarily indudes a great deal of technical
(i.e, scientific and medical) terminology. Trandating English survey ingruments into different
languayes, while maintaining equivalence of meaning with the English versions also presented
some difficulties. In some cases, problems with ingruments were identified after theingruments
were aready in usin thefield, and pilot studies had to be stopped so tha ingruments could be
reviewed and edited.

Additiondly, some sites foundthat they needed more time than origindly anticipaed for
program staff (educators, facilitators, or assistants) to read survey questionsand answers aloudto
thegroup,and/or to work individudly with participants so that they could unde'stand and
respondto theingruments. In such cases, evaluaion activities competed with intervention
activities for thelimited time with participants, and theresult was atruncated intervention and/or
high rates of missing data.

In additionto individud-level literacy issues, some cultural groupshave a particular tradition of
providing feedback or commentary in oral (as opposed to written) format. As onesite found for
such groups completing written surveys can be a particularly chadlenging task.

Given these factors, local evaluators struggled with the length of therr surveys and with how to
obtain high qudity quantitative and quditative data. On the onehand, they did not want to
ovewhdm participants or absorb too large a propation of the contact time with them, asthis
would impede effective intervention ddivery. On the other hand, they needed to collect data of
asufficient range depth, and qudlity to evaluae theinterventionsadequaely.

b. Lessons
TheMarch of DimesCtraining for the CGEN team in development of low literacy materials
(November 2007)provided useful information to local evaluaors and project coordinaors that

aided with ingrument development. In addition, involvement (by some sites) of CABs or other
community condituents to prepare trandationsandor review draft indruments also hdped to
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improve ingrument comprehensbility and appropriateness. Many of thelocal evaludion studies
would have benefited from additiond involvement of community stakeholdersin these
processes, however. Buildingin time for group trandation and/or review, as well as ingrument
pilot-testing with at least onefocus grouprepresenting thetarget population, would likely have
improved the qudity of some ingruments and thevalidity of thedata collected (Mar'n & Mar'n,
1991,Penndl et a., 2010.

Additiondly, as was noted above ingruments mug be kept as succind as possible to avoid
ovaewhdming research participants. This requires evaluation teams to make difficult decisions
aboutwha is truly most important to measureN a process for which logic modding can be
paticularly hdpful.

It is also often necessary to plan for extended survey administration times so tha
accommodaionscan be madefor low-literacy group members. As Howard found reading
questionsand answers aloud while showing and painting to them (on a screen, whiteboad, or
flipchart) can hdp study participants to undestand and respond(see also Conne, 2004) Having
additiond assistants or other suppott staff available to answer questionsone-on-onecan aso hdp
to ensure that participants can providetruly informed consent and participate fully in the
evaluaion.

Findly, althoughsome sites used focus groupsto assess the utility and cultural and linguistic
appropriateness of individud CGEN materials (i.e., brochures, booklets), noneconduded pod-
workshop or pog-curriculumfocusgroupsor in-depth interviews with intervention participants.
In some ingances, such methodsmight have provided additiond indghtinto important topics
such asthecultural and linguistic appropriateness of thefull interventionsas ddivered in Qeal
worldOcontexts, key learningsand behavioral intentionsthat participants were leaving the
intervention with, the bariers to behaviora changetha remained, and howthe CGEN
interventionsmight better address thos barriers.

IX.C.2. Managhng Evaluation Logistics and Ensuring High-Quality Data

a. Chdlenges

All of thelocal CGEN evauaion studies had multiple logistical issues to address, such as how
best to explain evaludion ingruments and procedures to participants, howto link pre- and pod-
test surveys, how to doaument variousaspects of program implementation, and how to minimize
missing daa. Some sites experienced more chdlenges than othersin relation to these issues.

b. Lessons

Throughperiodic conference calls and more informal calls and email, sites were able to discuss
and share a number of evaluation logistics best practices. These induded (butwere notlimited
to) thefollowing:

¥ Enauretha participant surveys are lingustically, culturally, and literacy-level appropriate
and notoverly burdensome.
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¥ Orde survey questionsso tha less sengtive questionsare asked before more sendtive
questions

¥ Color-codepre- and pod-test surveysto facilitate ingruction-giving and survey completion.

¥ Use anonynousproject codenumbers and pre-prepared packets to ensure that pre- and pog-
test surveys can be matched.

¥ Collect evauaioningruments as they are completed by participants, indead of waiting until
theend of aprogram session to collect all ingruments at once.

¥ When appropriate, use trained graduge students or other third paties to answer group
intervention participantsCtechnical questionsand/or to handle (or assist with) evaluaion
procedures, so tha facilitators or educators can foaus on ddivering core content and
facilitating groupdiscussion.

¥ Incentivize evauation participaionusng culturally and geographically appropriate
incentives.

¥ Ask facilitators or athird-party observer to complete a detailed checklist on wha
intervention activities are implemented and how participants respondel to them.

IX.C.3. Maintaining and Documenting Fiddity to Core Intervention Components

a. Chdlenges

Limited contact time with participants, and competing program vs. research needs often madeit
difficult for program staff to ddiver the planned intervention activities fully and congstently. In
addition, for some interventions differences among participants and among program staff with
respect to backgrounds skills, and interests led to variationsin intervention content and ddivery.

Because such variationspresent chalenges for assessing program outcomes, doaumenting
program ddivery is an important evaluaion component. Y es, some interventionsdid not
formally doaument program ddivery; for others, documentation was extremely limited.

b. Lessons

Ingruments for doaumenting adherence to and deviation from core program activities should be
developel collaboratively by local evaluaors and program staff, to hdp ensure that key
information can be collected withoutoverburdening program educators or facilitators. When
program educators or facilitators will bedoaumenting program ddivery themselves, training
should be provided so tha it is clear what information should be captured, where, when, and
how. When possible, having an externd observer document program implementation can bevery
useful, asit can bring greater objectivity to the assessment and also aleviate additiond
evaluation burden on program staff, who are already occupied with intervention tasks.
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IX.C.4. Monitoring and Responding to Evaluation Findings

a. Chdlenges

In research studies involving minimal risk to human subjects, it is commonto collect all of the
data before conduding andyses. While this practice hdpsto ensure tha andyses are based ona
robug sample size, it often precludes awareness of crudal intervention or evaluaion problems
until theend of the studyN when it istoo late to fix them. Aswas indicated above severa sites
experienced important implementation and/or evaluaion chdlenges. In the case of CBWCHCG
second pre-counseling workshop pilot, however, ongoing monitoring of outcome data made staff
aware of theissues early onN just amonth or so into data collection, when the sample size was
still relatively small. Thelocal team was able to promptly stop the study, revise therelevant
implementation and evaluaion procedures, and initiate a third pilot. In the case of some other
sites, larger daasets were collected, over longe time periods before the daa were andyzed and
the decision was madeto revise procedures and initiate a new pilot.

b. Lessons

Althoughit can betime-conauming (and can carry arisk of drawinginvdid condusonsbased on
small daasets), ongoing monitoring of evaluation daa can providecrudal inputto team
decision-making. In particular, investing in monitoring activities up front can save time and
money later, as teams can make informed decisionsto stop, adjud, and re-start studies, if
warranted, before full budgés and timelines have been expended.

I X.D. Achieving Change Among Participants
IX.D.1. Challenges

Aswas discussed above while knowledgeof numerousgendics and health topics increased
oveal from pre- to pod-test across sites, responss to knowedgequestionsseldomreached
100% (or nearly 100% correct for any survey item, for any popuktion. A notable percentage of
paticipants still appeared to beleaving workshopswith misconaeptionsor misundestandings
Thiswas likely dueto a combinaion of the abdract naure of much of thematerial, diverse
paticipant learning styles, and varying culturally-associated bdiefs aboutheredity and health. (It
isalso possible, in some cases, tha limited literacy resulted in validity issues with thedaa. That
is, althoughall of the sites took stepsto address limited paticipant literacy skillsN e.g., by
reading questionsaloud or hd ping participants oneon-oneN it is still possible that some
paticipants had correct knowledgebut were unéble to demongrate this knowledgethroughthe
written surveys.)

IX.D.2. Lessons
To hdp address the knowledgegapstha appeared to remain even after intervention
paticipaion, two sites began providing the correct answers to the evaluaion survey knowledge

questionsimmediately following pog-program data collection. One provided awritten list of
correct answersto participants as they left theworkshopvenue the other reviewed theitems
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orally prior to the end of the workshopand also provided atake-home sheet. Thishdped to
ensure that participants left with accurate information. Workshopfacilitators also provided
participants with contact information for resources tha could address any further questions
More broadly, al sites foundtha hdping participants to persondize theinformationN e.g., by
providing culturally and geographically relevant examples, encouraging doaumentation of family
hedlth histories, and stressing relevance of the material for one® children and grandchildrenN
was a ussful strategy for generating interest in genetics and intentionsto engagein postive
behaviors related to genetics and hedlth.

IX.E. Adhering to Timelines
IX.E.1. Challenges

Phase || was origindly projected to last oneyearN specificaly, all sites were expected to initiate
and complete thar Phase 11 activities within the period June2006May 2007. However, in
practice, local sitesOPhase | activities were ddayed, resultingin alate start to Phase 1. Once
initiated, Phase 11 in effect lasted for over 3.5 years (i.e., throughearly 2010. ThePhase 1|
ddays were theresult of thefactors discussed above, aswell as others, induding project staff
turmnove at varioussites and several sitesOneed for more time than expected to make multiple
roundsof edits to intervention materials, in response to feedback from community congituents.

Delaysto local site Phase Il activities and ddiverables ddayed naiond evauaion activities and
ddiverables. More crudally, thelengthy Phase Il significantly reduced thetime and budge
available to the CGEN team for Phase I11 dissemination activities.

IX.E.2. Lessons

As Cashman et a. (2008)and othe's have noted, CBPR projects need lengthier timelines than
many other types of research projects. While theorigind CGEN timelinewas overly ambitious
it is hopel that amongal CGEN patne's andin the field more broadly, application of the
lessonshighlighted aboveand bdow may hdp to inform more reaistic timelines and streamline
processes for future projects.

IX.F. Engaging in Multisite/Multilevel Projects

One of the bendfits of multisite/multilevel projectsistha they bring togeher parties with
complementary experience and expertise tha can beleveraged to generate ideas and solve
problems. The chdlenges of multisite and multilevel projects, however, indudethedifficulty of
establishing common indicators and Gumming upOreach and effects, an issuethat was discussed
above(see Section I X.B.3). Other chdlenges (discussed bdow) indudemiscommunicationsand
tensgonsconaerning roles and responsbilities, and how best to capture outcomes (expected or
unexpected) anongthe patna organizationsand staff.
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IX.F.1. Roles and Responsbilities

a. Chdlenges

In amultisite/multilevel project tha invdves numerouspatners, communication chdlenges and
tensonsover roles, responsbilities, andtimelinesinevitably arise, at least occasiondly. In mid-
2006,March of Dimes drafted a Memorandumof Collaboration whose purpose was to utline
the guiding prindples of collaboration tha definethe Consumer [Community] Genetics
Education Network (CGEN) Project as (articipaoryQ3® so that collaboration could be
maximized and tengonsand misundestandingsavoided or minimizedN and resolved quickly if
or when they arose. The memorandumoutiined project gods and objectives, princples of
collaboration, roles of the variouspartne's, and communication and dissemindion strategies. It
was updaed periodically; for example, brief IRB guiddines were added in 2008 The
memorandumwas eventudly made part of theannud contracts between March of Dimes and the
variousproject patneas.

However, despite the existence of the Memorandum, and goodwill amongall patiesto
implement its prindples, CGEN project partners experienced peiodic chdlengesto the
collaborative process during Phase I1. For example, as was discussed above miscommunication
surrounding IRB requirements and procedures occurred in 20072008and led to some local site
implementation and evaluaion ddays. In addition, the relative autonorny of thelocal evaluaors
vis~-visthenationd evaluaors and the March of Dimes was not always clear, and at times was
difficult for all partiesto baance and negotiate. Findly, as was indicated above ddaysin local
site Phase |1 processes ddayed nationd evaluaion processes and necessitated consderable
adjugment of project-widetimelines and budgés. Staff turnove at thelocal and naiond levels
contributed to miscommunications ddays, and tensions

b. Lessons

It isessential to develop and discuss guiddines at the outset of the project andto revisit them
periodically (andrevise them, as needed) during the project. Maintaining open lines of
communicationis aso critical. Periodic phonemeetingsamongthe entire project team and
amongsubgroupsafford cruda oppatunities for updaes, discussion, and clarification.

In addition, procedures and materials should bein place to debrief outgoing staff members and
orient new team members, to reduce chdlenges that can arise in context of staff turnove. Itis
paticularly crudal tha formal project orientationstake place at thelocal and nationd project
levels, and tha they indudediscussion of gods, prindples, project organizationd structures,
communication protocols, and thelocation of online materials andfiles.

B Ohe Consumer Genetics Education Network (CGEN) Memorandum of Collaboration June 2006Q) p. 2. Seefile
entitled GCGEN Collaborative Agmt 6-19-06-draftQ last updated August 10, 2007. Accessed via March of Dimes
Dimension Workspace on July 2, 2010.
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IX.F.2. Capturing Partner-Level Outcomes

a. Chdlenges

Multisite/multilevel projects frequently have effectsN expected or unexpectedN on not only the
community members who are served or reached by the project interventions but also the patner
organizations staff, and community collaboratorswho plan, implement, and evaluate these
interventions Y et, often little attention is given to tracking and doaumenting outcomes among
project patners. Thefind version of the overall CGEN logic modd (Figure 1 in Sectionl)
induded only limited reference to such outcomes; for example, onedesired outcome was
articulated as: Oncreased/improved skills, self-efficacy, attitudes, and intentions..to plan,
implement, manage, evaluae, and/or sugain genetics education projects and programs (among
teachers, CHWs/promotores, project/site staff, & local advisory boads).OAdditiond outcomes
among organizationsand staff were sometimes mentionad in quaterly reports, were discussed
from time to time in project meetings and were noted briefly abovein Section VIII. However,
there was noformal attemptin Phase Il to doaument systematic, comprehensve information
across sites. As aresult, therichness and rangeof CGEN outcomes has not been fully captured.

b. Lessons

A brief annud cross-site questionnare might have hd ped sites to doaument organizationd, staff,
and patner outcomes more systematically, athoud it would have added additiond reporting
burden to thesites, which aready had numerouscompeting responsbilities. Interviews would
have been another option; however, akey lesson from Phase | interviews with key stakeholders
was that thetime required to andyze the many hoursOworth of interview transcripts placed
congderable burden onthenaiond evaluaion team, which (like the sites) also had many other
responsbilities. In short, achieving an appropriate bd ance between competing research and
programmatic needsis a common chalengein CBPR work tha has no nesizefitsalO
solution.
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X. Implications for Practice, Research,and Policy

Theexpeiences and findingsof Phase Il of the CGEN project have a nunmber of important
implicationsfor practice, research, and policy. Key implicationsare summarized briefly bdow.

1.

In real-world projects, there will always be tensons between programmatic and research
needs Balancng these needs effectively requires open communication, close collaboration,
and trug among program and research staff, as well as creativity and compromise.

Similarly, multisite/multilevel efforts need effective communication and meaningful
collaboration to be successful. Laying out clear goals, agreeing on guiding prindples, signing
formal agreements, and having regular check-inscan hdp to avoid misundestandingsand
promote strongworking relationghips. Up-front and ongoing capecity-building on key
approaches and procedures is also important, particularly in the context of high project staff
turnove. A coordinaion and technical assistance center tha is dedicated to implementing
these activities can serve as both the"gluée’ tha keeps partners togdaher and the"oil" tha
keepsthe project moving smoothly forward. However, in CBPR projects, it is also essentia
tha al partnesfeel empowered and remain actively involved in decison-making. Balanang
theimperatives of moving forwardN butnotleaving anyoneout or leaving anyonebehindN
isoneof thebiggest chdlenges of CBPR work.

CBPR projects take (bottom upQapproaches, in which needs assets, gods, and strategies
emerge from and are developed by the community; however, research tools and frameworks
(such logic modding andformal behavioral and learning theories) can till befruitfully
applied. Up-front capecity-building aroundboth research- and community-driven tools and
frameworks is essential so that all stakeholders have acommon languaye and shared
undestanding of processes.

It isalso essential to involve community condituents actively throughoutall phase of a
CBPR project, from development and planning to implementation and evaluation to
dissemination and sugainability. Thisinvolvement may take different forms, butmos
require tha consderable time be built in for theiterative processes involved. Defining roles
and tasks, setting realistic timelines, celebrating milestonesuccesses, and providing
appropriate incentives can hdp to sugain community interest and participaion, even when
timelines are lengthy.

For ther part, community condituents mug maintain flexibility and willingness to adgpt
thar plans(e.g., narowing gods, bringing on additiond expertsto provideinputon technical
issues), if it becomes clear that thar origind aimswere notrealistic or tha ther processes
have notyielded theintended progress.

Even when gods, approaches, and popuktionsdiffer across interventionsin amultisite
project, it may still befeasible and desirable to develop a small set of common indcators,
measures, and ingruments for both individud site interventionsand partner-level outcomes,
so tha it is possible to doaument and sum up overal project impeact.

Obtaining community inpu to evaludion ingruments and protocols and then conduding a
small-scale pilot requires time and resources but can increase the likelihoodthat a subsequent
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larger-scale evaluaion will run smoothly. Monitoring evaluaion activities and findingsin
real time can hdp to ensure tha unanticipated problems are identified and addressed as
rapidly as possible.

8. Bedliefsaboutheredity and health are often linked to deeply hdd cultural bdiefs. Moreover,
genetic science isa disciplinetha many people consder to befar removed from ther
everyday life concerns These factors can makeit chdlenging to increase even basic
knowledgeof certain genetics concepts. Yet, it is possible to educate people aboutgeneticsN
and theinterrelationships amonggenetics, the environment, behavior, and healthN in ways
tha make the material relevant and accessible. Across cultural and linguistic groups
collection of family health history has emerged as a key strategy for generatinginterest in
gendics and health, and hd ping community members to persondize and act on key messages
concerning how they can reduce ther risk (and their family membersQrisk) of developing
gendically-linked diseases (Kaphingg et a., 2009 Petruccio et al., 2008;VVogd et a., 2007)
Geneics education interventionsand materials should indudeimages and examples tha are
culturally, linguistically, geographically, and literacy-level appropriate and highly saient to
thetarget audience, to emphasize therelevance of the materia to their lives.

9. Reaching men with gendics education programming may require targeted strategies, such as
leveraging existing settingsor activities frequented by men and addressing topics of
paticular interest and relevance to men. Best practices for involving malesin othe health
issues (e.g., teen pregnancy prevention, family planning) mightbefruitfully leveraged in
gendics education programming.

10.Oneof thegods of CGEN was to increase conaultation with health care providers about
gendics and health. Phase |1 daa suggest tha some CGEN interventionsincreased intentions
among paticipants to engagein this behavior. However, as an audience member at the 2009
APHA Annud Meeting CGEN presentation session asked, do hedlth care providers (such as
primary care physcians nurse practitiones, and obgetricians) have theinformation and
kills to respondappropriately to community membersCovertures? Educationd programming
and related resources for practicing cliniciansand for clinicians-in-training need to build their
knowledgeof genedtics and hedlth, aswell asther skillsto interact appropriately aboutthese
topics with personsof diverse cultural andlinguistic backgroundsand literacy levels (Harvey
et a., 2007;Saeh et a., 2009; Telner et a., 2008. Increasing gendic literacy and cultural
competence among health care providesis an essential complement to ongong community-
focused gendics education efforts.
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