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The Value of Family Engagement: Identifying Unique Needs and Priorities of Families with Children who are Deafblind
· Published in 2022 
· Five-month visioning process
· Partnerships:
· 130+ families, 
· State deafblind projects, and 
· Partnering organizations
· Shared definition of Family Engagement
· 8 Direct Service Priorities
· 4 State & National Level Priorities for Systems Change
Full Report
Definition of Family Engagement
Families are the guiding force behind all life decisions for a family member who is deaf-blind. Their unique lived experiences drive our shared responsibility to the goals they choose for themselves and their loved one. 
Family engagement is helping families find and elevate their voice while feeling a sense of belonging in their community. Family engagement is the genuine relationships in and outside the family, “the systematic inclusion of families in activities and programs that promote children’s development, learning, and wellness, including in the planning, development, and evaluation of such activities, programs, and systems” (U.S. Department of Health and Human Services and U.S. Department of Education, 2016, p. 1).
Family engagement promotes sharing resources with and among families, promotes equity and inclusiveness while remaining responsive to families’ cultures and languages, and honors each family’s dynamics, beliefs, values, and priorities. Connecting all family members within the deaf-blind community and their communities of choice increases belonging and empowers them to plan and enjoy their lives.
Direct Service Priorities
1. Meet families where they are
2. Grow family connections 
3. Deepen professional sensitivity and understanding of the unique experiences and needs of individuals who are deaf blind and their families. 
4. Empower and honor the family as the child’s primary teacher and champion. 
5. Strengthen family voices, stories, and confidence. 
6. Deliver information in multiple modalities
7. Unbiased services and supports
8. Amplify family voices and leadership at all levels

State/National Priorities for Systems Change

1. Ensure continuity and equitable resourcing for family engagement across states and territories. 
2. Deepen the reach and impact of national organizations to the local family level. 
3. Network nationally to expand each organization’s individual capacity to support family engagement. “We are better together!” 
4. Establish written collaborative agreements for family engagement across national partner organizations. 

Family Engagement: Equipping families to lead at any level
· Through connection
· Through meaningful resources, information, and referral
· With trust and respect
· Through training with other families on needed individual skills and knowledge
· With direction, consistency and continuity
· In partnership 

Katie Sacra
Director of Family Programs, Global Foundation for Peroxisomal Disorders 
· Personal Family Leadership Journey:
· Roles
· Experiences 
· Character
· Growth
· “One of the most important things you can do on this earth is to let people know they are not alone.” – Shannon Adler

Lourdes Quintana-Baez 
Outreach and Engagement Manager, CHARGE Syndrome Foundation 
· As a sibling of someone with CP (prior to all our current special education laws) , I learned early on how important it is to know your rights and advocate.
· My first born was a preemie, and had breathing and other medical challenges at birth. That NICU stay gave me an understanding of the trauma and fear our families experience when you have a newborn with significant medical issues.
· Lourdes Quintana-Baez, CHARGE Syndrome Foundation (2 of 2)
· After moving from Puerto Rico to the US, I quickly experienced that I would be treated differently just because of my “accent” and background, therefore I had to raise my voice and help elevate others on the same situation. 
· While professionals, programs, services may come and go, your families, as the primary caregivers, will remain constant. Therefore, you should always focus on equipping them with the skills they need to continue their journey.
Carly Fredericks: Ava’s Voice
Founder & President, Ava’s Voice
· dream it: Desire for increased knowledge led to opportunities that prepared me on a 
· personal and professional level
· believe it: Having an understanding of the local and national systems helped me identify 
· critical gaps for the Usher syndrome community 
· crUSH it: Observing the outcomes of tailored programming shows the power of community connections
· “Life doesn’t have to be perfect to be wonderful.”
Carolyn Bradfield
Community Engagement Coordinator, Ava’s Voice
· Everyone’s journey is unique: Sharing our story builds connection and understanding.
· Individual advocacy can create a larger, collective impact: What begins as a personal mission can pave the way for others.
· Family leadership is powerful: Investing in this will create a community that is stronger, more supportive, and better equipped to be successful.
Donia Shirley
President, NFADB
· Starting Point: Connection
· Began by simply wanting to connect with other families
· Growth Through Encouragement
· Encouraged to get involved by FEC and other professionals
· Found purpose in advocacy, support and community Building
· Stepping into Leadership
· Facilitator for Family to Family Calls
· State liaison for the CHARGE Syndrome Foundation
· Family Leadership can be simple: it’s about making connections, sharing what you know and supporting one another along the way!
Edgenie Bellah
Secretary and Affiliate Coordinator, NFADB
Family Engagement Coordinator, Texas Deafblind Project, TSBVI Outreach
NFADB Affiliate Network
NFADB is committed to creating a strong national network of families with individuals who are DeafBlind. 
Together we:
· Promote a strong national Affiliate Network
· Serve as a link for information sharing and collaboration
· Strengthen partnerships at the local, state, and national levels
· Provide a unified voice that supports and advocates for national policies
· Engage in family leadership development


TSBVI Outreach Family Leadership Pathways
· Family Engagement Series
· Family Leadership Series
Brief History: 
· Started because of an urgent need within the Texas DB Family Community
· Expanded to include the Texas Blind/Low Vision Community
· Outcomes:
· Statewide Family Leadership Community
· Two Family Organizations Created (and still going strong)
· Graduates serving on Boards (TSBVI, ECI, Family Organizations)
· Systems Improvement & Change!
· Family Leader Advocacy to Begin Again WITH Families at all stages of the process
Family Leadership Identity Began with the Invite and Continues Today
Nothing About Us Without Us
[bookmark: _n7abd4o2bexk]Priority 8: “Amplify diverse family voices, inclusion, and leadership at all levels (e.g., classroom; local, state, and national; services, agencies, policy, and legislation; technical assistance systems; and national organizations).”

[bookmark: _n2k0r6f7giz7]Moving Forward Together
· Keep intentionally and meaningfully inviting families to be part of the process.
· Keep communicating consistently—not just during scheduled meetings.
· Keep recognizing that not every family has the same access or opportunities.
· Keep creating opportunities for families to grow their leadership skills and confidence.
Intentional Engagement is Key!

Resources
Ava’s Voice/Usher Syndrome, Carly Fredericks, carly@avasvoice.org; & Carolyn Bradfield, USHvoices@avasvoice.org
CHARGE Syndrome Foundation, Lourdes Quintana-Baez, Lourdes@chargesyndrome.org
GFPD, Katie Sacra, katie@thegfpd.org
NFADB, Donia Shirley, donia@nfadb.org; & Edgenie Bellah, edgenie@nfadb.org
TX Deafblind Project, Edgenie Bellah, bellahe@tsbvi.edu
Pathways to Family Leadership: Turning Lived Experience into Collective Impact, TX SenseAbilities Fall 2025, Family Wisdom Article
The Value of Family Engagement: Definition and Priorities, National Center on Deafblindness
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