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Purpose

To provide  an overview of: 
● The Deaf-Blind Technical Assis tance  ne twork 

○ National Cente r on Deaf-Blindness
○ State  Deaf-Blind Projects

● The National Child Count

To discuss :
■ Under identifica tion of infants  and toddle rs  with deaf-

blindness
■ Under re fe rra l of infants  and toddle rs  with deaf-blindness
■ Stra tegies  to address  under identifica tion 



Session Objectives

Objectives :
● Participants  will increase  knowledge  of common 

e tiologies  & risk factors  associa ted with deaf-blindness .

● Participants  will increase  the ir knowledge  of sys tems 
s tra tegies  to increase  the  identifica tion and re fe rra l of 
children who are  deaf-blind.

● Participants  will increase  the ir knowledge  of the  
reasons  why re fe rra l to s ta te  deaf-blind projects  is  
important for children who are  deaf-blind and the ir 
families .



Deaf -Blind TA Network

● National Center on Deaf-Blindness  (NCDB)
○ TA to s ta te  projects  and a  range  of na tional partners  

including family organiza tions  

● State  Deaf-Blind Projects
○ Provide  free  technica l ass is tance  to families , 

educational teams and service  providers  of 
children birth through the  year of the ir 21s t 
birthday, if the  children have  a  combined vis ion 
and hearing loss , or are  highly suspect for both 
vis ion and hearing loss .

○ A range  of family activities  and supports



NCDB Initiative Areas

● Identifica tion and Referra l

● Family Engagement

● Inte rveners  & Qualified Personnel

● Transition to Adult Services  

● National Child Count



Deaf -Blind Projects Provide (1 of 2)

● Resources  and information re la ted to supporting the  
learning and deve lopment of children with deaf-
blindness  (for families , providers  & educators)

● Individual, on-s ite  or virtua l consulta tions  a t school, 
home, or in the  community 

● Workshops , tra ining, and conferences  for parents , 
families , and profess ionals  ta rge ting
○ Family support, learning, and ne tworking 

opportunities , educator and provider profess ional 
deve lopment



Deaf -Blind Projects Provide (2 of 2)

● Guidance  through trans itional periods : early childhood 
trans itions  to school; trans ition from one  classroom or 
school to another; and trans ition into adulthood

● Financia l support for participa tion in tra ining 
opportunities

● Opportunities  for families  and profess ionals  to ne twork 

● Child Find and mainta in a  s ta te  child count of individuals  
birth through age  21 with combined hearing and vis ion 
loss



Overview of Deaf -Blindness (1 of 2)
● When we hear the  te rm “deafblind ”, we  often imagine  a  

person who is  unable  to hear or see  anything, such as  
Helen Kelle r. 

● “Deafblindness” re fe rs  to combined hearing and vis ion 
loss , representing a  wide  range  of vis ion and hearing 
leve ls .   



Overview of Deaf -Blindness (2 of 2)

● Any combined hearing and vis ion loss that s ignificantly 
limits  the  child’s  ability to ge t information from people  
and objects  around them.

● Losses  can cause  deve lopmenta l de lays : language , 
socia l skills , and mobility. 

● Combined vis ion and hearing losses  do not a lways  limit 
the  individual’s  learning potentia l.

•



Terminology



Diversity in Deaf -Blindness
• Some children achieve  a t high leve ls  despite  combined 

vis ion and hearing loss .

• Approximate ly 87% have  one  or more  additional 
disabilit ies  or health problems; 75% have  two or more ; 
50% have  three  or more .

• For children with complex needs , hearing and vis ion loss  
may not ye t be  recognized or addressed.



Causes of Deaf -Blindness
● There  are  a  wide  varie ty of causes  of deafblindness  

● Children might be  a t risk for having combined vis ion and 
hearing loss , due  to:

● Hereditary syndrome or disorder
● Postnata l complica tions
● Family his tory or gene tics
● Head Injury
● Trauma to ear or eye
● Infection 
● Prenata l complica tions  

https://www.hdc.lsuhsc.edu/docs/20170821%20RiskFactors.pdf


Common Etiologies  & Risk Factors

● CHARGE syndrome

● Complica tions  of 

Prematurity

● Corne lia  de  Lange

● Congenita l Rubella

● Down Syndrome

● Meningitis

● Trisomy 13 or 18

● Usher Syndrome 

● Peroxisomal Disorders

● Chronic Ear Infections

● Cortica l or Cerebra l 

Visual Impairment

● Tumors

● Congenita l 

Cytomegalovirus  (cCMV)

● Anoxia / lack of oxygen



2019 Child Count Data
● Each s ta te  conducts  a  census  of children and youth who 

are  deafblind (birth through age  21).

● Information from all s ta tes  is  compiled and reported in 
the  annual report.

● 2019 National Deaf-Blind Child Count Report
● National Deaf-Blind Child Count Inte ractive  Maps

https://www.nationaldb.org/products/national-child-count/report-2019/
https://www.nationaldb.org/info-center/national-child-count/interactive-maps/


National Child Count

● Overview of annual National Child Count
○ Conducted each year s ince  1986 to supplement 

Office  of Specia l Education Programs’ Federa l IDEA 
Part B & Part C child counts

○ The National Center on Deaf-Blindness  (NCDB) 
aggregates  da ta  from all 48 deaf-blind projects  
se rving U.S. s ta tes  and te rritories   to identify needs  
and trends

○ Approximate ly 87% of individuals  who are  currently 
identified with deaf-blindness  have  additional and 
multiple  disabilit ies

○ December 1, 2019 Snapshot Data : 10,627

https://www.nationaldb.org/products/national-child-count/report-2019/


Low Incidence Population

● Blue  circle : All children 
Birth-21 in the  U.S. 
(~90,426,142)

● Yellow circle : Children 
Birth-21 rece iving 
specia l education 
(7,539,553)

● Red circle : Children age  
Birth-21 with 
deafblindness  (9 ,904)

2018 Data



National Child Count: Birth - 2 

Birth  - Age 2

Age N % of National Total

0 72 0.7%

1 206 1.9%

2 380 3.6%

Total 658 6.2%

2019 National Child Count, NCDB



National Count: 
Percent Birth to 2*

2019 National Child 
Count, NCDB



Under Identification (1 of 3)

Age 0-2 is 6.5% of total Deaf-Blind
Range is 0% to 19%

2018 National Child Count of Children and Youth Who Are Deaf-Blind 
Report, National Center on Deaf-Blindness



Under Identification (2 of 3)

● Why we know that there  is  an under identifica tion 
problem- no good prevalence  data  for DB
○ Range  of prevalence  data  from s ta te  to s ta te
○ Anecdota l from s ta te  technica l ass is tance



Under Identification (3 of 3)

● The under-identifica tion of children with deaf-blindness  
urgently requires  partnership and collabora tive  actions  

● Children with unidentified combined vis ion and hearing 
loss  can lack access  to key s tra tegies  for 
communication, learning, and deve lopment



Importance of Referral

● When both vis ion and hearing are  affected, na tura l 
opportunities  to learn and communicate  can be  limited.

● Children with deaf-blindness  require  unique  skills  to 
he lp access  the ir environment. 

● Connecting to se rvices  early he lps  young children learn 
how to access  res idual vis ion and hearing which fos te rs  
learning, communication, and socia l emotional  
deve lopment. 



Impact of Deaf -Blindness (1 of 3)

● Impact Varies  Based On:

● Compounding Effects
● Age of Onse t
● Degree  of Vis ion & Hearing Loss
● Additional Disabilit ies
● Age of Identifica tion



Impact of Deaf -Blindness (2 of 3)

● Specia lized inte rventions  matte r for children and youth 
who are  deaf-blind 

● Without access  a ll aspects  of learning, connection, & 
deve lopment are  deeply impacted



Impact of Deaf -Blindness (3 of 3)

● Deaf-Blindness  is  often re fe rred to as  a  disability of 
access .

● Combined vis ion and hearing loss  impacts :
● Communication
● Motor Skills  (Gross  & Fine)

■ Explora tion < Mobility < Engagement < 
Participa tion

● Socia l Emotional
■ Relationships  < Socia l Inte raction < Friendships

● Visual and Menta l Memory < Concept Development
● Independence
● Incidenta l Learning

https://www.nationaldb.org/info-center/educational-practices/#communication-basics
https://www.nationaldb.org/info-center/educational-practices/#socialization-and-recreation
https://www.nationaldb.org/info-center/educational-practices/concept-development/


Strategies to Address Undercount

● Analyze  factors  tha t may impact s ta te  identifica tion 
ra tes

● Increase  knowledge  of risk factors  and e tiologies  

● Form partnerships  for opportunities  for cross  re fe rra l

● Develop partnerships  to make  re fe rra l sys tems inclus ive  
of DB



Take Away Questions...

● Do the  projects  you work for collect da ta  or provide  
se rvices  tha t could a id in supporting the  identifica tion 
and re fe rra l of children with deaf-blindness?

● Are  there  opportunities  to improve  the  identifica tion and 
re fe rra l of infants  and toddlers  who are  deaf-blind 
within your programs?

● Are  there  ways  tha t s ta te  deaf-blind projects  can ass is t  
you in your work with children who are  deaf-blind?



Resources

● NCDB
○ State  DB Project Links
○ National Child Count Sta te  Info
○ For Families

● State  EHDI Information
● Hands  & Voices
● Risk Factors  for Combined Vis ion and Hearing Loss
● Sooner the  Bette r: A Framework for Tra ining Early 

Inte rvention Practit ioners  

https://www.nationaldb.org/
https://www.nationaldb.org/state-deaf-blind-projects/
https://www.nationaldb.org/products/national-child-count/report-2018/
https://www.nationaldb.org/for-families/
https://www.infanthearing.org/states_home/
https://www.handsandvoices.org/
https://documents.nationaldb.org/products/EI/RiskFactors.pdf
https://www.nationaldb.org/products/ei-framework/


Thank you!

Emma Nelson, MS. Ed.
National Center on Deaf -Blindness
Initiative Lead, Identification & Referral
Emma.Nelson@hknc.org

mailto:Emma.Nelson@hknc.org


The  contents  of this  presenta tion were  deve loped under a  grant from the  U.S. 
Department of Education, # H326T180026. However, those  contents  do not 
necessarily represent the  policy of the  U.S. Department of Education, and you 
should not assume endorsement by the  Federa l Government. Project Office r, 
Susan Weigert.
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