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Using community based 
participatory approaches to 
provide genetics education
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Community Based Participation

The W.K. Kellogg Foundation’s 
Community Health Scholars Program 
proposes that “community based 
participatory research in health is a 
collaborative approach to research 
that equitably involves all partners”
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Community Based Participation

“Participatory approaches are 
grounded in the assumption that 
knowledge that is connected to 
people’s lived experience is more 
readily translated into action than 
knowledge that is disconnected from 
practice”
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• LSUHS - 7 Things Parents Want 
to Know

• March of Dimes - Community 
Genetics Education Network 
(CGEN)

• Genetic Alliance - Family Health 
History

HRSA Initiatives for Families and 
General Public
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Learning Objectives

Recognize the ethical, legal, financial 
and social practice and public policy 
concerns regarding community 
engagement. 
Describe the concerns of families and 

other stakeholders in regards to lack 
of genetic education, services and 
input into policy development 
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Factors Limiting 
Participation

Underserved and underrepresented 
families are coping with practical 
issues on a day to day basis. 
Practical issues often make it difficult 
for individuals and families to receive 
genetic services or participate in the 
development of educational 
materials. 
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NBS Communication Challenges

New technology/rapidly changing 

environment

State programs differ ( disorders 

screened, info given, process of 

reporting results)

Parents/ public lack basic knowledge

Best practices yet to be identified
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Hidden Barriers to Informing 
Parents about NBS

Patients/ providers/nurses/ state programs:
Agendas/ communication styles/ knowledge level differ

Patients:
Education/ Literacy/ Language
Health Literacy:

Capacity to
• Obtain, process, understand basic health 

information and services
• Make appropriate health care decisions (act on 

information)
• Access/ navigate healthcare system
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Is the layout user-friendly?
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Do illustrations convey the message?
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Is the message clear?
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Is the information manageable?
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“Meant for Me”
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Family Health History

Copyright 2007, Panelpha Kyler, pkyler@hrsa.gov



Family Health History

Supplemental Materials
Healthcare Provider Card 

Purpose: This card is for the individual to fill out 
and bring to their healthcare provider.
•One side of the card concentrates on concerns 
about family health history.
•On the other side, there is information for the 
provider on how to best use the family history to 
determine the patient’s risk of getting a disease.
•Intermountain Health Care is currently 
conducting interviews with primary care providers 
to determine what types of information they want.
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Components for community 
engagement

Trust
Message resonates with community
Constant communication
Technical assistance- as needed
Understanding of differences
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Contact Information

For questions please contact
Penny Kyler Pkyler@hrsa.gov

Thank You
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