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Sima was born by emergency c-section at 41 weeks after a 
long labor. Immediately after birth, she needed manual 
ventilation and was taken to a neonatal intensive care unit 
(NICU). She received assisted ventilation for 5 weeks and 
stayed in the NICU for 8 weeks. Before going home, Sima 
failed her newborn hearing screening and was referred for 
follow-up audiological evaluation. Her family’s NICU social 
worker referred her to early intervention and gave the family 
information about ongoing NICU graduate support groups. 
Two weeks later, Sima’s audiologist diagnosed her with 
bilateral moderate to severe sensorineural hearing loss. The 
audiologist gave the family information about Hands & 
Voices, a support group for families who have children who 
are Deaf or hard of hearing, and a follow-up visit was 
scheduled for a hearing aid fitting. The audiologist also 
recommended that Sima visit an ophthalmologist for a vision 
screening when she turned 6 months, based on her birth 
history, and offered to make a referral. Her vision assessment 
documented that she was at risk for cortical visual 
impairment, and Sima was referred for a functional vision 

evaluation. The ophthalmologist also provided information to 
the family about their state’s deaf-blind project.  

 

Overview of Deaf-Blindness 
Deaf-blindness is a low-incidence disability with great 

variability within its population of children. Therefore, the term 
“deaf-blindness” includes a wide range of sensory impairments. 
Although the term deaf-blind implies a complete absence of 
hearing and sight, it actually refers to children with varying 
degrees of vision and hearing loss, like Sima, and with many 
other combinations and variations of additional disabilities. Only 
1% of children who are deaf-blind have both profound hearing 
loss and total blindness (National Center on Deaf-Blindness 
[NCDB], 2020). Deaf-blindness is any combined hearing and 
vision loss that significantly limits a child’s ability to obtain 
information from the people, objects, and activities around them.       

Many children called deaf-blind have enough vision to be 
able to move about in their environments, recognize familiar 
people, see sign language at close distances, and perhaps 
read large print…. Others have sufficient hearing to recognize 
familiar sounds, understand some speech, or develop speech 
themselves. (Miles, 2008, p. 1)  

Vision and hearing loss can cause developmental delays in 
language/communication and social–emotional, cognitive, 
adaptive, and motor skills. Because deaf-blindness limits access 
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to auditory and visual information, children who are deaf-blind 
require early intervention services individualized to their learning 
styles and abilities.  

In recognizing the low-incidence and high needs of this 
population of children, the federal government has continually 
funded programs for children who are deaf-blind as part of 
education legislation since the 1960s. Currently, the U.S. 
Department of Education's Office of Special Education Programs 
funds state deaf-blind projects and NCDB. State deaf-blind 
projects serve families, education providers, and early 
intervention providers. They also partner with state and local 
organizations to maximize resources for families and providers. 
These collaborations demonstrate a shared commitment and 
understanding of the complexity of deaf-blindness and the 
critical need for knowledge and resource sharing to help ensure 
successful activities and programs. State deaf-blind projects can 
provide support, resources, and training to families, local teams, 
and medical providers to help children with deaf-blindness reach 
their full potential. In addition, when families are referred to their 
state deaf-blind project, specific connections can be made to 
services and other families as well as local organizations that 
support families and their children. Because of the specialized 
needs of the deaf-blind population, not all local service providers 
are aware of these specific services and resources.  
 

The National Deaf-Blind Child Count 
One function of NCDB is to maintain the annual national 

count of children, birth through 21 years old, who are deaf-blind. 
Begun in 1986 on behalf of the U.S. Department of Education, 
the National Deaf-Blind Child Count represents a collaborative 
effort between NCDB and state deaf-blind projects throughout 
the country and the Pacific Trust territories, the Virgin Islands, 
and Puerto Rico. In 2019, 10,627 children were identified as deaf-

blind, and 658 of those were infants and toddlers, birth through 
2 years old (NCDB, 2020).  

More than 70 identified causes (etiologies) of deaf-
blindness have been reported on the National Deaf-Blind Child 
Count. Some are extremely rare, with just one case reported 
across the entire US, while others, such as CHARGE syndrome, 
Usher syndrome, and congenital cytomegalovirus (CMV), are 
more prevalent (for information about these and other 
conditions related to deaf-blindness, see 
https://www.nationaldb.org/info-center/overview/causes ). 
CHARGE syndrome and complications from prematurity are the 
two most commonly cited causes of deaf-blindness in children 
(NCDB, 2020). For the top reported etiologies, see Table 1.  

Over time, the number of children with deaf-blindness has 
remained relatively stable. However, nearly 90% of children who 
are identified as deaf-blind have additional physical, medical, or 
cognitive disabilities. These additional disabilities may make it 
less likely that children who are deaf-blind are identified during 
infancy, as families and service providers often first address the 
challenges of the child’s disabilities and complex medical 
conditions. Nevertheless, it is important to prioritize vision and 
hearing assessments as early as possible in these early months as 
key developmental milestones are impacted by sensory losses. 
Understanding the geographical location, ages, and conditions 
of the deaf-blind population informs state deaf-blind projects 
and NCDB about potential partners and strategies to increase 
the identification and referral of children, birth through age 21, 
who are deaf-blind.  

 

 
The term deaf-blind refers to children with varying degrees 
of vision and hearing loss, and with many other 
combinations and variations of additional disabilities. 
Photo courtesy of the National Center on Deaf-Blindness 
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How State Deaf-Blind Projects Support 
Families and Providers  

The state deaf-blind projects provide identification and 
referral strategies, a variety of ways to engage families 
effectively, and support to early intervention and other providers 
who serve this population.  

 
Identification and Referral 

One of the primary roles of state deaf-blind projects is to 
work with state partner organizations and personnel to identify 
children with combined vision and hearing loss as early as 
possible. Identification begins with newborn hearing screening at 
birth. If a child is found to have or be at risk for a combined 
vision and hearing loss, they should be referred to additional 
services. Referral to state projects can be made by individuals in 
the child’s life, including family members and professionals such 
as early intervention providers, early hearing detection 
intervention (EHDI) personnel, and health care personnel in 
hospital or clinic settings. Connecting with a state deaf-blind 
project provides opportunities for resource sharing, training, and 
support.  

When Sima’s family received information about their state 
deaf-blind project from her ophthalmologist, they were 
unclear about what services the project provided and how it 
could help them. The ophthalmologist explained that a state 
deaf-blind project could open many doors, creating 
opportunities for connections, resources, and support for 
Sima’s family and bringing early intervention providers and 
other individuals into Sima’s life. The ophthalmologist also 
explained that combined vision and hearing loss, or deaf-
blindness, is a very low-incidence disability, and therefore, 
few know how to best support these children’s social and 
communication development. The state deaf-blind project 
would offer resources to the early intervention team, 
including effective strategies for working with infants and 
toddlers who are deaf-blind. Also, the project would connect 
Sima’s parents with other families who were in a similar 
situation. With the support of her ophthalmologist, Sima’s 
family agreed to have her referred to their state’s deaf-blind 
project. 

 
Engaging Families 

An important objective of state deaf-blind projects is to 
connect families with state organizations and resources as well as 
other families who have children with combined vision and 
hearing loss. Because deaf-blindness occurs infrequently, it is 
harder for families to connect with other similar families. On a 
state level, family support is often provided by a family 
engagement coordinator who works with a state deaf-blind 
project. Family engagement coordinators, who are typically part-
time, weave networks of support among family groups and 
individual families through training opportunities, online social 
media connections, family meet-ups, one-on-one coaching, and 
resource sharing. Family engagement services and supports are 
unique from state to state. 

Shortly after the ophthalmologist referral, Sima’s family 
received a call from their state deaf-blind project. They 
learned about resources for families in their community and 
were able to share some of their concerns and hopes. The 
family indicated that it had been hard for them to continue 
engaging with their friends and family, as Sima’s medical 
needs had taken over their schedule and emotional 
resources. Over the coming weeks and months, the state 
deaf-blind project provided a wide variety of family support, 
including help with understanding medical reports 
(specifically audiological and ophthalmological reports) and 
connecting with another family with a child who was deaf-
blind. The family engagement coordinator provided 
resources to Sima’s early intervention team about helping the 
family support Sima during their daily routines and activities.  

 
Supporting Early Intervention Providers and Other Team 
Members 

Because deaf-blindness is such a low-incidence disability, 
few opportunities are provided for special education personnel 
to gain knowledge specific to working with this population of 
children, both in their pre-service college-level courses and 
through general professional development opportunities. State 
deaf-blind projects can provide critical support to educators (and 
families) through training opportunities, resource sharing, and 

 
Because deaf-blindness limits access to auditory and 
visual information, children who are deaf-blind require 
early intervention services individualized to their learning 
styles and abilities. 
Photo courtesy of the National Center on Deaf-Blindness 
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intensive coaching and mentoring. Each state project provides 
support to local teams in different ways. Those interested in 
learning how their state specifically supports early intervention 
should contact the project directly. 

During Sima’s family’s initial call with their state deaf-blind 
project, the bulk of the conversation focused on their day-to-
day needs, their hope for connection with other families who 
were experiencing similar things, and resources in the 
community that could provide support. A few months later, 
Sima’s family saw a social media post from the project about 
a resource called “Active Learning.” The post piqued their 
interest because it showed a picture of a wooden U-shaped 
mobile with dangling toothbrushes and measuring spoons. 
Sima’s parents immediately felt that this would be something 
Sima would be interested in exploring with her hands. They 
connected with their deaf-blind project and gathered 
information and resources that the family shared with Sima’s 
early intervention team. This sparked great excitement from 
her team, as they had been trying to figure out how to 
encourage Sima to reach out and explore objects with her 
hands. The team also followed up with the state deaf-blind 
project to ask questions and gather additional information to 
support Sima and her family in this activity. Thanks to this 
initial activity, the early intervention providers, especially her 
speech pathologist and occupational therapist, continued to 
reach out to the state deaf-blind project for additional 
resources over the coming months.  

 
Thinking Ahead  

As any child grows and engages in experiences in the 
home, school, and community, a myriad of transitions occur. For 
a child who is deaf-blind, these transitions require exceptionally 
thoughtful planning and execution. Planning for transitions 
across the lifespan is a lifelong process and requires consistent 
planning and resource gathering. Having families intricately 
woven into this planning process leads to positive outcomes not 
only for the child but also for the family as a whole.  

While Sima’s family focused on building connections and 
support within their community and getting accustomed to 
new routines, Sima’s early intervention providers were 
already working behind the scenes to gather and prepare 
information and resources for the future. With the family’s 
approval, Sima’s service coordinator began to collect 
information on respite services as well as in-home nursing 
care. She researched options for preschool services and 
contacted the state deaf-blind project to learn more about 
training opportunities for teachers. In the years to come, 
Sima’s family’s connection with their state deaf-blind project 
was a consistent line of support during each transition, from 
early intervention to preschool, from preschool to school age, 
and from school age to adult services. 

 

Conclusion 
State deaf-blind projects provide support to individual 

families, teams, regional programs, and state systems. Through 
state deaf-blind project support, families who have children with 
this low-incidence disability can connect with other families 
within the state and throughout the country who are 
experiencing similar issues and experiences. They learn strategies 
to increase their child’s access to the world, build relationships, 
communicate with others, and learn. When children are referred, 
state deaf-blind projects are ready to provide information and 
support that is critically important for addressing both the gaps 
that occur when vision and hearing are compromised and the 
roadblocks that often exist when helping a child achieve their full 
potential. 
     When both vision and hearing are impacted and children are 
not identified as deaf-blind, they may not receive services that 
address their unique needs. For example, Sima’s team had been 
struggling with how to encourage her to use her hands to 
explore objects. From the post on social media about Active 
Learning, they were able to connect with state deaf-blind project 

 
90% of children who are identified as deaf-blind have 
additional physical, medical, or cognitive disabilities. 
Photo courtesy of the National Center on Deaf-Blindness 

 
 
 

Learn More 
National Center on Deaf-Blindness (NCDB) 
https://www.nationaldb.org  
List of State Deaf-Blind Project Contacts 
https://www.nationaldb.org/state-deaf-blind-projects  
For Families NCDB Page 
https://www.nationaldb.org/for-families  
NCDB Information Center 
https://www.nationaldb.org/info-center  
NCDB News and Events 
https://www.nationaldb.org/news-events 
Hands & Voices 
https://www.handsandvoices.org  
Early Childhood Technical Assistance (ECTA) Center 
https://ectacenter.org 
Part C Coordinators on ECTA 
https://ectacenter.org/contact/ptccoord.asp 
Remote Assessment on ECTA 
https://ectacenter.org/topics/earlyid/remote.asp 
 

https://www.nationaldb.org/
https://www.nationaldb.org/state-deaf-blind-projects/
https://www.nationaldb.org/for-families/
https://www.nationaldb.org/info-center/
https://www.nationaldb.org/news-events
https://www.handsandvoices.org/
https://ectacenter.org/
https://ectacenter.org/contact/ptccoord.asp
https://ectacenter.org/topics/earlyid/remote.asp
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personnel and gain knowledge and skills about a new technique 
that encouraged tactile exploration. The more access teams have 
to consistent resources and support, the more they are able to 
integrate these strategies into their daily services and activities to 
help children with deaf-blindness learn and grow.  
 
How to Take Action 

1. Visit NCDB to find your state deaf-blind project’s 
contact information. 

2. Spend some time on the NCDB website (nationaldb.org) 
to discover resources for families and sign up for NCDB 
News and Events alerts. 

3. Become familiar with the many learning resources 
available on NCDB’s website.  

4. Reach out to your state deaf-blind project to learn what 
specific services and activities are available in your state. 

5. Keep your state deaf-blind project in mind as you 
review children’s birth histories and information. If any 
of the children have histories of any of the conditions 
included in Table 1, consider their vision and hearing 
levels and whether the child may need additional 
hearing and/or vision testing/services.  
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