
Family Advocate Role and Responsibilities 

in the Regional Western States Genetic Services Collaborative
Members of the Western States Genetic Services Collaborative (WSGSC) Family Work Group wrote the following description of the role and responsibilities of family advocates within the Collaborative.
1. Bring a family leader perspective to WSGSC activities, representing the population of families with or at risk for genetic conditions, not limited to condition-specific advocacy.
2. Serve as an active participant in the WSGSC Family Work Group.

3. Serve as a family leader stakeholder in WSGSC activities including Steering Committee, planning projects, work group leadership or participation, and evaluation.

4. Serve as a liaison between the state’s/territory’s Family to Family Health Information Center and the WSGSC.

5. Serve as a liaison between the state’s/territory’s Family Voices and the 

WSGSC.

6. Bring state-specific family perspectives to guide WSGSC activities.

7. Link other state-specific, genetics-related family groups with WSGSC.

8. Connect with family organizations or families within his/her own state to share information and obtain family input related to life course genetic services and newborn screening issues.

9. Assist in identifying other family leaders to participate in specific projects or activities.
10. Attend the annual regional summit.
11. Attend relevant conferences and meetings with funding from WSGSC, as a WSGSC representative.
Updated March 31, 2011


