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The Value of Family Engagement: 
The Transformation to an Equitable Approach for Service Delivery

Slide 2: Learning Objectives 

Participants will learn about
· The deaf-blind network definition of family engagement and the associated family defined priorities that are driving our shared outcomes and activities.
· The importance of integrating family lived experiences into our equitable approach to service delivery.
· How enhanced partnerships with family organizations have improved the focus of our work (i.e., activities, outputs, and outcomes) across all initiative areas.

Slide 3: About NCDB

· The National Center on Deaf-Blindness is a Technical Assistance and Information Dissemination Center
· Our goal is to improve services, educational results, and quality of life for children who are deaf-blind
· Work closely with state deaf-blind projects and other partners across the country
· Funded by the U.S. Department of Education’s Office of Special Education Programs

Slide 4: NCDB Initiatives
· Family Engagement – Helping families partner with service providers and advocate for their children
· Identification and Referral – Receiving appropriate services as early as possible 
· Interveners and Qualified Personnel – Personnel development and adoption of interveners and teachers of the deaf-blind
· Transition – Educational opportunities and planning that lead to a meaningful adult life

Slide5: Our Work in Family Engagement
The deaf-blind network engaged in a 5-month visioning process to define commonalities of support for family engagement that our network can use to:
· Inform project activities
· Define intended outcomes
· Solidify state and national level collaborative partnerships
· To truly recognize and honor family as the child’s primary teacher and champion and thus elevate family voice by providing an equal seat at the table in planning and informing our work. 
Slide 6: Thriving Through Connections
Video presentation by Donia Shirley, Vice President of the National Family Association for Deaf-Blind and parent of Jaxson, a child who is deaf-blind. As Donia shares her recent blog for the Office of Special Education and Rehabilitative Services, the video includes pictures and videos of her family engaged in their community.  

Video Descriptive Transcript:

When a baby is added to a family, invisible bonds often quickly form with others who have children the same age. For families who have children with complex support needs, that community can seem out of reach, especially when they have a child with a low incidence disability such as deaf-blindness.
Picture Descriptions: Jaxson as an infant. He has his eyes closed and is wearing blue cap while wrapped in colorful blanket.

A few days after our 6-week-old son Jaxson was transferred to our local children’s hospital, we started receiving diagnoses. We learned he was deaf-blind; he was profoundly Deaf and had colobomas (an eye condition that cannot be completely corrected). The medical team eventually informed us that Jaxson had CHARGE Syndrome.
Picture Description: Jaxson as a 16-week old infant laying in a hospital bed with breathing tube inserted in his nose. He has dark curly hair and is wearing a blue, yellow, and gray shirt with hospital blanket draping part of his body. 

We did not know anyone who had a child with a disability and felt lost. The community we had built when we had our older son, people we could call on about changing diapers and warming milk, didn’t understand our new situation. We now had a child with a tracheostomy and medical issues who was deaf-blind, and we didn’t have anyone to turn to.
Picture Description: Hospital room with side view of crib. Outside of crib holding hospital equipment and inside of crib showing infant toys. 

We decided to look for information about CHARGE and immediately found the CHARGE Syndrome Foundation. Within a few hours of registering, I received an email from one of the staff members. This was an incredible moment and one of the first times I realized that having connections with other families would be vital for our family’s survival.
After connecting with the foundation staff member, I looked on social media and found another family who had a child with CHARGE. Connecting with a mom who had a young child with CHARGE who was thriving gave me hope for Jaxson. Seeing a child with CHARGE who was walking, communicating, and doing all the things his doctors told us he might never do was a big moment and motivated us to keep going in those early days.
Picture Description: Donia holding Jaxson who is now a toddler. Next to her is a woman holding a drink and another mother holding her young son with Charge Syndrome. Each woman is wearing a name badge and in the background are people attending a CHARGE Syndrome Social in a large ballroom. 

Jaxson spent his first six months in the hospital, and during that time, he received inpatient therapy services. Early on, there was a moment when I recognized that our role in his care was critical. We were working on having him hold his head up, and when he finally met this huge milestone, the occupational therapist acknowledged his hard work and what we were doing with him daily to help him develop.
Picture Description: Jaxson with an oxygen tube in his nose is laying on his stomach in a hospital bed. His arms are supported by a bolster that has baby toys attached to it. In front of him is a mirror affixed to the railings.  Jaxson lifts his head to look at his reflection in the mirror and then rests a moment before lifting his head again.  

The more I learned about how to support Jaxon’s growth and development, the more I realized that our family would be his biggest champions, working to advocate for his future. If we didn’t join him in his hard work and connect with other families and professionals who could help us, he wouldn’t be able to reach his full potential.

At 6 months old, Jaxson was released from the hospital, and we started working with the early intervention system. Unfortunately, none of the personnel we encountered had experience with a child who was deaf-blind. 
Picture Description: Jaxson sitting with a white circular tray in front of him. He is wearing a black and white shirt. He has dark curly hair with a black cochlear implant  band on his head. Around his neck is a tracheostomy and white band. On the tray is a green colored baby ball and a Hungry Caterpillar plush toy. In the background are more toys and a sofa. 


I set out to find resources, such as a teacher of the visually impaired, a teacher of the deaf/hard of hearing, and the state deaf-blind project—the Florida and Virgin Islands Deaf-Blind Collaborative. The project helped us find the resources and services Jaxson needed. Without support, it’s hard to find your footing.
Video Description: Woman sits on sofa holding a children’s book in lap. She signs then points to a picture in the book, nodding “yes” as Donia (sitting near her on the same sofa) practices the signs the woman is teaching her.  

Making connections with families is like a snowball effect: You start to feel more connected the more you build relationships. Suddenly, you have a community, and those supports and relationships are vital to helping the whole family thrive.
Picture Description: Jaxson wearing a T-shirt that says “Super Kid and blue shorts. He is sporting blue sunglasses and is smiling as he navigates his walker down a brick sidewalk. 

I learned the most about deaf-blindness once I found and began networking with the National Family Association for Deaf-Blind (NFADB). NFADB educated us about the services that Jaxson would need and provided access to professionals who helped us learn about effective strategies for children who are deaf-blind and showed us ways we could replicate them in our work with Jaxson.
Picture Description: Donia smiling while Jaxson sits in her lap. Both are looking in the direction of the camera. Jaxson wears his blue-framed eyeglasses and white headband securing his BAHA in place. 

Over the years, we have encountered a lack of qualified professionals and, as a result, decided to withdraw Jaxson from the public school system and create a learning environment for him at home. 
Picture Description: Donia and Jaxson sitting on a rug with their backs to a sliding glass door. Taped to the glass is a sign language alphabet poster. Jaxson is sitting between Donia’s legs with a children’s picture book in his lap. He is lifting a flap on one of the pages while Donia leans close to him and attends to what her son is doing. 
Thanks to support from the Family Empowerment Scholarship, we put together a terrific educational team of therapists, teachers, and individuals who work with Jaxson. They see him as an individual and not a specific diagnosis. Since starting his homeschooling two years ago, Jaxson has made tremendous progress. He can now write, identify, and spell about 80 words, communicate using sign language, and recently taught himself Braille (without explicit instruction). He has an amazing speech-language pathologist. She’s taught herself braille and sign language to support Jaxson more effectively. 
Picture Description: Jaxson sits on a red cube chair with a white table in front of him. There are two female professionals sitting with him (one behind and to the left of him and one on his right side). A slant board rest on top of a black mat. Jaxson is using his hands to interact with materials placed on the slant board while the professionals closely attend to what he is doing. In the background is another table with a mirror trifold, a children’s rug, and a large window. 

He is thriving, our family is thriving, and we have found our footing. We wouldn’t have been able to come this far without the support, knowledge, and connections we found through family organizations, our state of Florida’s deaf-blind project, the Texas School for the Blind and Visually Impaired’s online resources, and the National Center on Deaf-Blindness. No one prepares you to have a child who is deaf-blind or who has CHARGE. We knew nothing before we connected and engaged with other families and the people at these organizations. 
Picture Description: Jaxson is held by his dad who is standing next to Donia. In front of Donia is Jaxson’s brother. They all are wearing blue t-shirts that say “Team Jax #CHARGE ON.” Picture taken from interior balcony of large hotel.

Thanks to those connections, we are now confident in our ability to be strong advocates for Jaxson. It truly is all about the connections—for us and for Jaxson.
Picture Description: Jaxson stands with his back to the camera in front of a large circular window framed by cement. Next to him is his long white cane. In the center of the window swims a shark and several smaller fish. 
Slide 7: The Uniqueness of Deafblind 

· One of the lowest incidence disabilities
· Compoundingly complex needs
· “Multiplicative, not additive” (Ferrell; 2014; Corea-Tores, et. al, 2016)

Slide 8: Quality of Life Issues: Limitations

· Attachment - being able to bond with child (Reda, et. al, 2008)
· Child’s communication development
· Information (Waters & Friesen, 2019; Kyzar et al., 2020)
· Educational and medical service support
· Expectations (Cmar, et.al, 2018)
· Community connections (Waters & Friesen, 2019)
· Family support frameworks (Turnbull et al, 2007)

Slide 9: Quality of Life Issues: High demands and Stressors

· High number of stay-at-home moms (Correa-Torres, et. al. 2016)
· High family isolation
· High mental health issues (Hintermair, M., 2000)
· High correlation of cultural and socioeconomic conditions impacting success (Tanni, 2017; Cmar. et.al, 2018; Kyzar et al., 2020)

Slides 10-11: Families and Equity in Service Delivery 
Family-Centered Connections
· Start where families are
· Grow family connections with other families and with the deaf-blind community.
· Empower and honor the family 
· Strengthen the family voice
Elevating Family Needs
· Deepen professional sensitivity and understanding of unique experiences and needs 
· Enable equity of family engagement through universally accessible, culturally affirmative, and unbiased services and supports
· Deliver meaningful information in multiple modalities to reach families in all of their diversity at key moments in their personal journeys

Family Engagement Definition 
Following is the Family Engagement Definition included in The Value of Family Engagement: Identifying Unique Needs and Priorities of Families with Children Who Are Deaf-Blind microsite. As the family engagement definition is read in its entirety, below are the descriptive transcripts for Slides 12-19. The pictures represent the diversity of families who are part of our national community, including age, abilities, cultural backgrounds, and geography. 
Descriptive Transcript:
Slide 12: 
Picture of a Caucasian mother leaning over a baby in a hospital bed. Baby has heart monitors on his chest. Words to left of picture read, “…the guiding force behind all life decisions…”. Words to the right of picture reads, “…unique lived experiences…”

Slide 13: 
An African American young boy is smiling while laying across the chest of a Caucasian lady who is resting her head on a pillow. The boy is propping his elbows on her body with his hands on supporting his chin. In the background are toys and children’s tables. Words to left of picture read, “…goals they choose…”. Words to the right of picture reads, “…find and elevate their voice…”

Slide 14:
Caucasian girl around the age of 8 is sitting on a play scape landing. She is smiling while looking at her sister who is sitting in her lap. The sister is reaching out to touch a bar on the play scape.  with her arms wrapped around her sister while her sister rests on her lap. holding her sister in her lap. Words to left of picture read, “…sense of belonging in their community…”. Words to the right of picture reads, “…creating genuine relationships in and outside the family…”

Slide 15:
Caucasian dad dressed as “Where’s Waldo” kneels next to his three children who are dressed in Halloween costumes: skunk, witch, Disney Princess, and Harry Potter outside of a school with people entering the building in the background. Words at the bottom of the picture reads, “…systemic inclusion of families…”
Slide 16:
Picture of Latino family of four all smiling. Mom and standing in the background with Mom resting her arms across the shoulders of their daughters. Words to left of picture read, “…promotes equity and inclusiveness…”. Words to the right of picture reads, “…responsive to family’s cultures and languages…”

Slide 17:
Caucasian family of four smiling. Dad holds one son in his arms and Mom holds younger son in hers. In the background is the banner for the CHARGE Syndrome Foundation Dallas Conference banner. Words to left of picture read, “…honors each family’s dynamics, beliefs, values, and priorities…”. Words to the right of picture reads, “…connecting all family members…”

Slide 18:
Caucasian mom stands in front of son who has his head slightly bent down. She has both her hands under his using tactile sign language. In the background is a kitchen. Words at the bottom of the picture read, “increases belonging…”
Slide 19:
African American family of five smiling. Mom and Dad are cuddling two of their sons while the eldest holds a baby wrapped in a blanket.  Words at the top of the picture read, “empowers families to plan and enjoy their lives…”

Full Definition
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.
[bookmark: _gjdgxs]Slide 20: State Deaf-Blind Action Steps
· 8 Direct Service Delivery Areas
· Examples of action steps from other states
· Texas action plan


Slides 21-23: Partnerships with Family Organizations

· NFADB is the only national organization for families with individuals who are deaf-blind (non etiology specific)
· NFADB Board is comprised of families and professionals (many of our board members are from Texas)
· NFADB promotes a strong national Affiliate Network (any association or group organized and led by families with individuals who are deaf-blind is eligible)
· NFADB partners with the Affiliate Network to improve opportunities and services for families
· DBMAT and Texas CHARGERS (are 2/13)
· NFADB promotes partnerships at local, state, and national levels (in partnership with SDBPs, Affiliates, families, and other family based foundations or organizations.
· NFADB partners with national organizations to build strong service systems (close working ties with NCDB, HKNC, Usher Coalition, GFPD, and the CHARGE Syndrome Foundation)
· Partnerships provide a unified voice that supports and advocates for national policies (through our “white papers” and our FATE Project and FACES.
· NFADB (Board, Affiliates, and Ambassadors) gave feedback during NCDB’s strategic review of the Family Engagement Priorities as a family based organization
· Elevate and Encourage the family role and voice in national organizations
· Network nationally to expand each organization’s individual capacity to support family engagement
· Maximize diverse family leadership and engagement on a national level
· Deepen the reach and impact of national organizations to the local family level

Slide 24: Impact of Family Engagement
How can you and your organization work to create a system of keeping the family in the forefront of decision making?

Slide 25: Resources
Family Engagement Visioning Report 
· The Value of Family Engagement: Identifying Unique Needs and Priorities of Families with Children Who Are Deaf-Blind Microsite
Family Engagement Resources
· Recommended Knowledge and Skills for State Deaf-Blind Project Family Engagement Coordinators
· Providing Technical Assistance to Families: A Guide for State Deaf-Blind Projects
· Increasing Cultural Competency
· Cultural Competence Resources
· Working Together for Families
· For Families Section of NCDB Website
Family Organizations
· National Family Association for Deaf-Blind
· CHARGE Syndrome Foundation
· Deaf-Blind Multihandicapped Association of Texas School for the Blind and Visually Impaired 
· Texas Chargers, Inc.
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