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Study Purpose and Goals
• Examine how family voice, as 

represented by family-run 
organizations,  contributes to 
the development, 
implementation and 
sustainability of local systems 
of care, and how systems of 
care contribute to the 
development and sustainability 
of family-run organizations. An 
embedded case study design 
is organized into five phases 
using survey research 
procedures and network 
analysis.

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care



3

Four research questions drive this study:
1. What factors support or impede the 

development and sustainability of the family 
organizations in the context of systems of 
care?

2. How do family organizations contribute to the 
implementation of local systems of care?

3. How do family organizations contribute to the 
sustainability of local systems of care?

4. How are the systems of care implementation 
factors understood and operationalized from 
the perspectives of family organizations?
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Examining the Role of Family 
Organizations in Developing Family 

Voice is System of Care

Phases and Activities

Present 
Findings and 
Disseminate 
Products

Conduct Network 
Analysis and On-Site 
Visits

Identify Family Organizations for 
Network Analysis

Develop the Quick Guide for Self Assessment of 
Family-Run Organizations in System of Care

Develop We-Based National Directory of Family-Run and 
Youth-Guided Organizations 

Develop and Conduct National Survey of Family Organizations

Develop National Directory of Family-Run and Youth-Guided Organizations

Establish Nominations and Review Committee

9/2004

9/2009
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National Survey of Family-Run Organizations
Preliminary Findings: Family Organization Characteristics (n= 20)

• Most started out as a grassroots 
organization or support group.

• Of those that are part of a CMHS 
System of Care community, most 
were in existence prior to the 
grant.

• Most are part of a local or 
statewide management team.

• Most of the referrals to the family 
organizations come from: 1) other 
families; 2) care managers; 3) 
judges; 4) teachers/ school 
counselors; and 5) community 
organizations.

• Most have multiple funding 
sources.
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Preliminary Findings: Importance, Effectiveness, and 
Extent of Support

6) The family-run organization has 
productive working relationships with state 
and local agencies, and providers.

4.3 3.3

4 & 10) The family-run organization helps 
families have direct access to mental 
health providers and other child serving 
agencies.

4.7 4.1 3.5

7) Mechanisms are in place to sustain a 
family-run organization.

5.0 3.0 2.6

11) Youth are encouraged and supported to 
participate in all operations of the system 
of care.

4.5 3.1 3.2

Assumptions/Indicators Importance Effectiveness Extent of Support

How important: 1= not at all important  2= minimally important 3=somewhat important  4=important  5=very important
How effective: 1=not at all effective 2= minimally effective  3= somewhat  effective 4= effective  5= very effective
To what extent: 1= never  2= rarely  3= occasionally  4= frequently  5= always

4.8
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Anticipated Findings from 
the Family Organization Study

• Factors that contribute to the development and 
sustainability of family organizations.

• How family organizations contribute to the 
development and sustainability of systems of 
care.

• Typology of different structures of family 
organizations and their network relationships.

• Recommended methods that family 
organizations can use to help bring about 
system transformation.

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care
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National Directory
of Family-Run and
Youth Guided Organizations 
for Children’s Mental Health
http://familyorgdirectory.fmhi.usf.edu/

The directory lists family-run and youth-guided 
organizations and support groups throughout the 
United States, US Territories and Tribal Nations. 
You can search our database to find organizations 
across the country run by families or youth 
consumers that are working to support families 
who have children and adolescents with 
emotional/behavioral and or mental health 
challenges and to improve mental health services 
and supports. 

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care

As of May 1, 2007 2,089 people visited the Directory, with a daily average of 34.

http://familyorgdirectory.fmhi.usf.edu/
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Family Organization Network Analysis
• National Survey of Family-Run Organizations 

mailing list helped to identify family 
organizations to participate in the network 
analysis phase of the study.

• Eight family organizations were identified.
• Each of the family organizations provided a 

mailing list of partners to be surveyed.
• Four of the eight family organizations and their 

communities have been visited and are 
engaging in network analysis activities.

As one family organization director stated, “This activity, having to 
compile our contact list for the network analysis, has been really 
helpful to us.  We are already benefiting from being part of the study.”

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care
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Quick Guide for Self- Assessment
of Family-Run Organizations in 
Systems of Care
• Descriptions of nine 

important elements of 
family-run organization 
development and 
sustainability

• Self-assessment 
exercises

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care

As of May 1, 2007, The Quick Guide has been downloaded 883 times
since March 1.

One family member stated, “Congratulations on a well done, practical 
and useful handbook for family-run organizations.”
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Key Elements for Family-Run 
Organizations
• Values
• Leadership Development
• Partnerships
• Access & Referrals
• Meeting Family Needs
• Youth Involvement
• Working Relationships
• Sustainability & Growth
• Charting Progress

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care



12

Values
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Leadership
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Partnerships
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Access & Referrals
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Meeting 
Family
Needs

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care      16
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Productive 
Working 
Relationships
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Sustainability 
& Growth
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Youth 
Involvement
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Organizational Progress Chart

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care
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Study 6: Plans for Coming Year
• Complete Phase 2 site visits and network analyses for all sites
• Provide family organizations an opportunity to self-nominate as participants in a sub-

study examining the impact of the QUICK Guide for Self Assessment.
• Complete final report and article reporting the results of the National Survey of 

Family-Run Organizations.
• Develop the second National Survey of Family-Run Organizations utilizing lessons 

learned and findings from the first National Survey
• Present QUICK Guide for Self-Assessment Workshops 
• Collaborate with Study 1 examining the role of family voice and family organizations 

as system of care implementation factors
• Collaborate with Study 2 examining the strategies of family organizations in system of 

care implementation and the strategies of system of care partners in supporting 
family organizations 

• Collaborate with Study 3 specifically examining financing structures for family 
organizations 

• Collaborate with Study 5 examining the role family organizations play in reducing 
mental health disparities 

• Disseminate findings

Research & Training Center for Children’s Mental Health-Study 6: Examining the Role of Family Organizations in Developing Family Voice in Systems of Care
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For More Information on 
Study 6:

http://familyorgdirectory.fmhi.usf.edu
Eloise Boterf

813-802-1082
Boterf@fmhi.usf.edu

Lisa Conlan
401-467-6855

Lisaconlan2@aol.com

Research and
Training Center
For Children’s
Mental Health

http://familyorgdirectory.fmhi.usf.edu/
mailto:Boterf@fmhi.usf.edu
mailto:Lisaconlan2@aol.com
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