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Increase the number of family 
members of children and youth 
with special health care needs 

(CYSHCN) who are prepared and 
supported to become advocates 

for health care policy and service 
improvements. 

THE GOAL



Children with Special Health Care Needs (California & U.S. Only): 2011-2012
(Special Needs Status: All)

Definition: Percentage of children ages 0-17 with and without special health care needs.

Data Source: As cited on kidsdata.org, Child and Adolescent Health Measurement Initiative. National Survey of Children's Health. Data Resource Center 
for Child and Adolescent Health, www.childhealthdata.org/learn/NSCH (June 2013).
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THE NEED

http://www.kidsdata.org/topic/78/special-needs/bar#fmt=331&loc=1,2&tf=77&pdist=98&ch=172,173&sort=loc
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Chapter 1: Knowing the Past to Change the Future: 
History and Purpose of Advocacy

Chapter 2: Rules of the Road: 
Systems, Laws, and Entitlements

Chapter 3: Becoming a Mover and Shaker: 
Working with Decision-Makers for Change

Chapter 4: Playing Well with Others: 
Enhancing Communication

Chapter 5: Telling Your Story: 
Developing and Presenting Stories to Others

Chapter 6: Ways You Can Serve: 
Participating on Decision Making Bodies

Chapter 7: Solidifying Partnerships: 
Connecting with Local Change Makers

CONTENT
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STRUCTURE & STAFFING

FVCA Council Member Agencies

Project Director

Project Leadership Manager

Host Site Trainer / Mentor

Host Site Support Staff



RECRUITMENT & RETENTION

 Target Population: 
Caregivers of CYSHCN, 
disabilities, or mental health 
/ behavioral health issues

Outreach:
Wide variety of agencies, 
organizations, and 
hospitals
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 Incentives:
Food, Childcare, Stipends

 Accommodating Families:
Scheduling / Make-up Sessions

 Participation Agreement

 Certificate of Completion 



MENTORING & SUPPORT

Ongoing Individual Mentoring

Quarterly Group Mentoring

Online Advocacy Community

Annual Alumni Meeting

Support from local FRC Staff

11



DATABASES

Family Database (Project Graduates)
• Areas of expertise / experience
• Advocacy / Leadership Interests
• Advocacy / Leadership Activities

Opportunity Database
• Local
• Regional
• State
• National
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BUDGETING & FUNDING

How much does the training cost?

How is it funded?
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RESULTS
 132 graduates in San Diego, San Francisco, 

Alameda, Napa, Los Angeles Counties
 15 Training of Trainers participants from San 

Francisco, Napa, Contra Costa, Los Angeles, 
Santa Barbara, San Bernardino

 Santa Barbara and San Bernardino counties 
currently implementing



INDEPENDENT EVALUATION
 Participants’ confidence in their ability to advocate, 

their leadership skills, and their experiences with 
advocacy showed significant improvement.

 Participants showed significant, positive changes 
on measures of empowerment for accessing services 
for children. 

 Participants felt better prepared to continue to 
advocate for their children and for systems change.

11Evaluation Report: Project Leadership, Leslie S. Linton, Terry Conway, Christine Edwards, Health Policy 
Consulting Group, May 2014
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Evaluation Report: Project Leadership, Leslie S. Linton, Terry Conway, Christine Edwards, Health Policy 
Consulting Group, May 2014

INDEPENDENT EVALUATION



WHAT ARE GRADUATES DOING?
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SERVING ON HEALTH CARE- / DISABILITY-
RELATED GROUPS OR DECISION-MAKING BODIES
 Alameda County Committee on Children with Special Needs
 CCS Alameda County Family Centered Care Committee
 Title V CCS Needs Assessment
 CCS Redesign Technical Work Groups
 Children’s Hospital Oakland Family Advisory Council
 Children’s Regional Integrated Service System
 San Diego Head Start Policy Committee
 Help Me Grow (Alameda and San Francisco)
 Kaiser Patient & Family Centered Care Advisory Council
 SF City & County Fatherhood Initiative Workgroup
 San Francisco Mental Health Board
 SELPA Community Advisory Committee (various counties)
 Support for Families Board
 Center for Youth Wellness Advisory Council
 UC Berkeley MCH CSHCN Conference – Parent Panel
 FVCA Health Summit & Legislative Day / Health Summit Advisory 

Committee 14



MEETING WITH LOCAL AND STATE POLICYMAKERS
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PROVIDING PUBLIC TESTIMONY

https://www.youtube.com/watch?v=JU1shpujZ6g
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TELLING THEIR STORIES TO THE MEDIA
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LESSONS LEARNED

 Curriculum Revision

 Flexible scheduling, childcare, and stipends

 Long-term mentoring and facilitated peer 
support

 Variety of means for communication, mentoring, 
and support

 Educating others about importance of family 
participation
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PHASE IV: CONTINUED EXPANSION
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 Two Training-of-Trainers Workshops
 RFA due November 14

 Implementation Guidelines
 Menu of Technical Assistance Options
 Trainer Mentoring & Support
 Alumni Mentoring & Support
 Increased attention to tracking of 

graduate activities (databases)



ALUMNI TESTIMONIES
 Project Leadership helped build my confidence to advocate for my 

child and other children with health care needs. It also gave me 
the strength and confidence to continue pushing to get services 
and make sure programs continue happening for children.

 I really believe this experience is life-changing for the unexpected 
role I’ve found myself in of a mother of a special needs daughter. 
…I am proud to be a Project Leadership alum and am excited to 
see what we all do with our empowered voices.

 Project Leadership Training has allowed me to further build my 
confidence as an advocate. I have progressively taken on the role 
as an advocate for her special health care needs but always felt 
‘stuck’ when it came to further advancing. This training has given 
me the tools, information, and necessary leadership skills to 
further my advocacy voice for my daughter and other families.

 I feel so empowered and inspired to take my advocacy work to the 
next level. Project Leadership graciously provided me with the 
tools and strategies to tailor my story to a specific issue and how 
to be an effective communicator using a balance of emotion and 
objectivity.
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THANK YOU!
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Allison Gray www.familyvoicesofca.org

415-282-7494 ext 136 www.facebook.com/familyvoicesofca.org

agray@familyvoicesofca.org @familyvoicesca

familyvoicesca

http://www.familyvoicesofca.org/
http://www.facebook.com/familyvoicesofca.org
mailto:agray@familyvoicesofca.org
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