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From the time parents learn they are pregnant, most 
experience a wide range of feelings and they may 
have many questions about their child. Will the baby 
be a boy or girl? (Now, the miracle of the sonogram 
can answer that question.) Will our baby be happy? 
Will the baby look like us? Do we have enough 
money to care for our baby? Will our baby be OK?  
 

If the baby is born with a disability, the questions will 
shift dramatically. There will be a significant 
emotional impact and the parents’ experiences as 
their child grows up will have a profound effect on 
the entire family. The purpose of this Transition Brief 
is to discuss parents’ answers to what might be 
considered some hard questions. All of the parents 
interviewed have grown children who are no longer 
in school. Sharing their answers is intended to spark 
conversations about transition to adulthood for 
young adults who are deaf-blind/have multiple 
disabilities. Most importantly, it is hoped that the 
questions and answers will stimulate your own 
thinking about the enormous number of decisions 
parents must make as they raise their children, as 
well as the range of emotions that affect all the 
members of their family. The answers were 
gathered in person, by telephone, or in print. Not 
every parent answered every question. 
 

Can you remember your thoughts when you 
found out your baby had a disability?   
 

“I remember feeling very sad and just overwhelmed. 
It was obvious our baby was born with some serious 
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medical issues and we weren’t even sure  
she would live through her first day of life”. A father 
said after the birth of his son, “I just asked the doctor 
what we need to do and what it will take to make him 
OK”. Another mom said that all went well with the birth 
of her daughter, but two months later they found out 
their baby could not hear or see. “I couldn’t even 
imagine what this would mean for our child”.  
 

What have been some of the most important 
decisions you have made raising your child?  
 

Everyone in some form or another agreed it was 
important to “never give up”. Setting expectations, 
either through the IEP process or just within each of 
their families was vital throughout childhood. While 
there was not always a good outcome, most agreed 
that it was also critical that they became very familiar 
with resources, particularly in the area of finances. 
Finding out about Supplemental Security Income (SSI) 
and Medicaid Waivers, was so important. All of the 
families recounted the hours they spent taking their 
children to therapies, to doctor’s appointments, talking 
on the phone, and filling out “tons of paperwork” in 
order to get services. Money that used to be spent on 
clothes and family outings was spent on eyeglasses, 
hearing aids, orthotics, and specialized sensory toys. 
Yet, despite the hassle, the cost, and, oftentimes, the 
stress, these decisions were important and well worth 
the time and effort. Finally, each of the parents talked 
about one of their most important decisions – 
connecting with other families who have children who 
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 Who Can Help? 
 Visit the Indiana Deaf-Blind Services Project’s Facebook pages for posts that may be of interest regarding transition 

ideas and services. https://www.facebook.com/pages/Indiana-Deaf-blind-Services-Project/   
 

Leaving Home: An Interview with Jackie Kenley. Jackie shares information about the transition of her daughter, Laura, 
as she transitions to a supported living home.  https://nationaldb.org/library/list/72  
 

Youth Voices – Visit https://nationaldb.org/wiki/page/13/212 to read and see some amazing videos of young people and 
their families as they tell their transition stories. 
 
Hopscotching Your Way Through Transition: Questions Parents Need to Ask as Their Child with Deafblindness Moves 
from School to the Adult World. Pennsylvania Partnership for the Deafblind. https://nationaldb.org/library/list/59 
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are deaf-blind/have multiple disabilities. Just being 
able to enjoy some companionship and talk with 
others who have “been there” was “life-saving”.  
 

Have your expectations for your child 
changed over time?  
 

While one might expect that the parents might have 
said that their expectations had been lowered or 
changed, that was not the case. In fact, what each of 
the parents talked about was how their children 
helped them put their expectations in perspective. 
One dad wanted his son to be independent. He 
wasn’t sure his son could do it, but he wanted to find 
out. As his son grew up, his son taught his father 
how to redefine independence. His son finished high 
school, has preferred activities, a part-time job, and 
friends. “I’ve learned that my son’s independence is 
shaped by his identity, not his biography or by how 
others define independence”. Another parent, who 
was always comparing her daughter to the others 
without disabilities, shared how she felt. “I learned 
early on to quit doing that. My daughter, who doesn’t 
see or hear well and has trouble communicating with 
others, has needs and abilities just like any other 
member of our family”.  
 

As a parent, what are some of the challenges 
you face as your child grows older?  
 

The response to this question seemed to be asking 
more questions. “When I’m gone, where will my son 
live”? “Who will take care of my daughter”? “What 
kind of resources are available as my son gets older 
and becomes a senior citizen”? While the parents 
are not actively searching for answers to these 
questions, they each are looking into resources for 
the immediate future. Three of the four young adults 
(in their 20’s and early 30’s) live in apartments with 
roommates or in a small group home; one young 
adult lives at home. The parents reported that they 
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still spend considerable time searching for resources 
(e.g., housing, income, medical services) and doing 
more paperwork. There still is work to do in the area of 
guardianships, wills and irrevocable trusts; talks with 
siblings and other family members; and ongoing 
training of caregivers, employers and community 
agency personnel. Two of the parents talked about the 
empty nest syndrome, as their children are no longer 
living at home. One dad said it’s been an emotional 
challenge to live without their son at home. “For so 
long, most of our lives have revolved around his care, 
and now someone else is taking care of him; on some 
days I’m just lost!” All of the parents talked about the 
need to continue to connect with other families and 
talk about what’s next. 
 

What advice would you give to other families 
raising a child who is deaf-blind and/or has 
multiple disabilities?  
 

There were more answers than space available but 
some that were mentioned more than once include: 
• Make sure you have goals and expectations for 

your child. 
• Learn from other parents. 
• Understand the stress that may affect you as you 

aim to be “super mom and super dad”. 
• Find out about resources (e.g., financial, legal, 

program) in your state and community. 
• Identify your child’s preferences and share that 

information OVER AND OVER again. 
• Involve yourself and make it known that you are a 

member of your child’s team (medical, 
educational, community). 

• Remember that your child’s life does not have to 
be “either/or”; instead ask “what if” questions. 

• Know that you are doing the best you can to help 
your child. 

• Never give up!  


