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We’re on this road together...

How did you arrive on this road?  Were you in an 
obstetrician’s office the day you learned your baby 
would be born with a disability?  In the delivery 
room?  Or, was your child older, and you were still 
going to doctors searching for answers? 

However you got here, you are not alone. We are here 
—we are parents who have been where you are now. 
We share a bond that connects us in a way few  
people will experience. We are linked by our children 
with combined vision and hearing losses. The road 
we are on is not well traveled. The truth is, this road, 
while joyful and fulfilling, also can be filled with 
bumps, potholes, and even roadblocks. Sometimes 
the professionals you look to for guidance along 
this road sound as if they are talking a language you 
don’t speak or understand. 

When you are feeling lost on this road, look around. 
We are traveling the same road and would like to 
help. This manual has been written by parents like 
you who are raising children with combined hearing  
and vision losses. Consider this your “road map,” 
helping you navigate in this new land you’ve entered. 
You are not alone—we are here with you. 

Welcome!
					   





By Emily Perl Kingsley
© 1987 by Emily Perl Kingsley. All rights reserved. Reprinted with permission of the author.

	 I am often asked to describe the experience of raising a child with a disability 
— to try to help people who have not shared that unique experience to understand 
it, to imagine how it would feel. It’s like this......

Welcome to     Holland

	 When you’re going to have a baby, it’s like planning a fabulous vacation trip — to Italy. 

You buy a bunch of guide books and make your wonderful plans. The Coliseum. The Michelangelo 

David. The gondolas in Venice. You may learn some handy phrases in Italian. It’s all very exciting.

	 After months of eager anticipation, the day finally arrives. You pack your bags and off you go. 

Several hours later, the plane lands. The stewardess comes in and says, “Welcome to Holland.”

	 “Holland?!?” you say. “What do you mean Holland?? I signed up for Italy! I’m supposed to be 

in Italy. All my life I’ve dreamed of going to Italy.”

	 But there’s been a change in the flight plan. They’ve landed in Holland and there you must stay.

	 The important thing is that they haven’t taken you to a horrible, disgusting, filthy place, full 

of pestilence, famine and disease. It’s just a different place.

	 So you must go out and buy new guide books. And you must learn a whole new language. 

And you will meet a whole new group of people you would never have met.

	 It’s just a different place. It’s slower-paced than Italy, less flashy than Italy. But after you’ve 

been there for a while and you catch your breath, you look around... and you begin to notice that 

Holland has windmills... and Holland has tulips. Holland even has Rembrandts.

	 But everyone you know is busy coming and going from Italy... and they’re all bragging about 

what a wonderful time they had there. And for the rest of your life, you will say “Yes, that’s 

where I was supposed to go. That’s what I had planned.” 

	 And the pain of that will never, ever, ever, ever go away... because the loss of that dream is a 

very very significant loss.

	 But... if you spend your life mourning the fact that you didn’t get to Italy, you may never be 

free to enjoy the very special, the very lovely things... about Holland.
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“Is my child really deafblind?”

As a parent, you may have trouble absorbing the term deafblind. 
  It may not seem to describe your child’s disability. You may be 

thinking, my child can’t hear, but she can still see—she is not “blind.” 
	 Very few children are totally deaf and totally blind. Some children 
who are called deafblind may have mild vision and hearing loss or 
have an impairment that only effects one eye or one ear. Of course, 
there are all types and degrees of vision and hearing loss among 
children who are deafblind. Children who are deafblind also may 
have additional physical, cognitive or medical needs. 
	 To help us all agree on what deafblind means, we use the 
state and federal definitions. You also may come across terms  
such as deaf-blind, dual sensory losses, and, combined or 
concomitant vision and hearing losses.

Why use the term “deafblind”?

You might feel uncomfortable using the term deafblind,
 especially when you first apply that label to your child.  

It can help to know that by saying “My child is deafblind”  
you’re giving other people the chance to understand that  
your child has some very unique needs. Educators, 
service providers, and others need to know that  
with a little extra effort they can make the world  
accessible to your child. Just like a child 
in a wheelchair needs a ramp to enter 
the school building, your child will need 
different ways to access information.
	 In education and rehabilitation 
settings, the term deafblind is used to talk 
about a specific disability. It describes any  
combined hearing and vision loss that is significant  
enough to require special modifications or supports— 
things that go beyond what would typically be needed 
if a child had just a hearing loss or just a vision loss. 
	 Children who are deaf rely on their vision to compensate  
for what they don’t hear. Children who have vision loss use their 
hearing to make up for what they can’t see. Children with combined 
hearing and vision losses (deafblind) must find other ways to receive 
information about the environment. A child who is deafblind requires 
a unique approach to learning. 

Coming to Terms
“In the beginning, I didn’t 

even know my child was 

considered ‘deafblind.’”

	

“The label that your child has been given 

does not define her. She is a child first.”
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“You learn the most 

from other parents 

who have been there.” 

“We parents have great 

dreams for our children, 

and we grieve the loss 

when the dreams don’t 

go as planned. From our 

kids’ viewpoint, though, 

they haven’t ‘lost’ anything 

—they were born with the 

vision/hearing/health they 

have. It’s normal for them. 

It may not be our ‘normal,’ 

but it is theirs.”

Deafblindness:  Greater than the sum of its parts.

Deafblindness sounds pretty dramatic, but it describes the reality 
 of combined hearing and vision losses. Think of a world where 

1+1 does not equal 2, but instead equals 10. Missing a little bit of 
what can be seen and a little bit of what can be heard often means 
missing a whole lot of what is going on in the world. Additionally, 
missing information causes misunderstanding, which causes big 
problems. It is important for us to realize that without the proper 
modifications and support, even a mild vision and hearing loss has a 
dramatic impact on a child’s ability to access information and learn.
 
Your child has a really low-incidence disability.

Keep in mind, deafblindness is not a topic covered in-depth in 
 most teacher training programs. Deafblindness is the LOWEST of 

“low-incidence disabilities.” In Wisconsin, only 7 students are listed 
with deafblindness as the primary disability on their IEP (education 
plan) compared to 1,581 students listed as deaf or hard of hearing. 
You can see why many teachers don’t understand the unique needs 
of our kids—there are relatively few children with combined losses.
 
You are your child’s best advocate. 

You play an important role in your child’s development. Early 
 interactions with you foster trust and form the foundation for 

your child’s understanding of the world. Professionals who work with 
your child will come in and out of your lives. You will be the constant 
presence. That gives you the opportunity to become the expert 
on your child — to truly understand her unique abilities as well as 
disabilities.   
	 You can start right 
now by watching how 
your baby reacts as you 
feed her, change her 
diapers, hold her and 
rock her. Look for signs 
of fear, pain, anger or 
contentment. Tune into 
how she reacts to your 
touch. 	 
	 When the typical 
avenues of communi-
cation (vision and 
hearing) don’t work 
effectively, alternative 
routes must be used. 
Touch often is the 
main avenue for 
communicating with a 
child who is deafblind.   
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	 Many of our children require frequent hospitalizations, which can 
mean very unpleasant experiences with touch. We need to show our 
children that touch can be pleasant; it not only identifies us, the most 
important people in their lives, but touch also will be their instrument 
for learning about the world. We want our children to reach out to us 
and to the world around them, not to turn away.  
	
You are not alone.

It might seem like you’ve been dropped into this new world without 
 a guidebook. You don’t know what to expect from your child or the 

professionals who will help him. You don’t know what questions to 
ask or where to turn for help. At this point, you might not even know 
what it is that you should know. 
	 Please be assured that you do not need to make this journey 
alone. Other families have gone through what you are experiencing. 
Medical and education professionals can help you along your way. Use 
these resources to begin your journey.
	 Every state has a federally-funded DeafBlind Project, which 
provides free assistance and training to families, service providers, 
Birth to 3 programs, and schools and agencies involved with children 
from birth through age 21. The Wisconsin Project staff is experienced, 
compassionate and knowledgeable.

WDBTAP (Wisconsin Deafblind Technical Assistance Project)
124 2nd St #11
Baraboo, WI 53913
608-356-2023
Email: heidi.hollenberger@wesp-dhh.wi.gov

WESPDHH (Wisconsin Educational Services Program for the Deaf 
and Hard of Hearing)
www.wesp-dhh.wi.gov

“Getting lots of 

information—from 

other parents, the 

Internet, and the 

DeafBlind Project—

helped me feel more 

confident as a parent.”

“It took me about 2 

years to realize that 

Sam was deafblind. 

We knew his hearing 

was impaired. We 

knew that his vision 

was poor. But, it 

took a while for us to 

realize that Sam was 

in fact DEAFBLIND.  

I didn’t think he 

would be classified 

as that because he 

still has a little of 

each sense. I don’t 

know if I was naive 

or in denial.”  

“When Andy was diagnosed 26 years ago, we 

were overwhelmed with grief.  But, we took 

one day at a time, taught ourselves about 

deafblindness, advocated on his behalf and, 

I’m proud to say all these years later, he has 

exceeded our expectations. He is happy, works 

full time, lives independently and thinks his vision 

and hearing losses are no big deal!”  
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		 “I knew before Marja left the neonatal intensive 
care unit that she would have some vision problems. 
Yet every time we saw the eye doctor over the next 
three years, and her vision became worse, it felt like 
a truck ramming into my stomach. I hated taking her 
to the eye doctor, but, going to the audiologist was 
no big deal. 	
		 That all changed when Marja was almost 3.  
A sedated ABR (hearing test) revealed the depth of 
her hearing loss. The test confirmed she was deaf. 
Suddenly, I was the mother of a modern-day Helen 
Keller. I could hardly take in the information. My 
insides felt like lead. I managed to walk out to my 
large truck that barely fit in the hospital parking 
ramp, carefully strapped Marja in her seat and 
numbly drove down the ramp. As I pulled up to 
pay, I crunched the side of the truck on a concrete 
post. Even though it was bright yellow, I didn’t see 
it. I didn’t care about the $2,000 damage to our 
new truck. All I could fit in my head was that my 
daughter was just diagnosed ‘deafblind.’ 
		 The darkest of the days since finding out Marja 
was deafblind are behind us. It’s not that we don’t 
ever feel sad thinking about what her life could 
have been like if she had perfect vision and perfect 
hearing. Marja is not sad about it though—this is 
her life. Honestly, we are aware of her deafblindness 
and we watch her in continual amazement of how 
she functions, gets around and does completely 
normal everyday kid things. Today, we forget more 
than we remember that she has any losses.”  



Taking Care
“These feelings are 

normal when you 

are faced with a new 

diagnosis for your child:  

anger, fear, sadness and 

feeling overwhelmed, 

inadequate or intimidated 

by the professionals. We 

have all been there!”

Medical concerns sometimes take center stage.

This new road you are traveling comes with its own language. 
 You will quickly become an expert on medical terms that 

describe your child’s diagnosis, etiology, therapies, and caregivers. 
The key to securing the appropriate health care for your child can 
be found through Medical Home, which is a partnership between 
physicians and families. A Medical Home can help you keep track 
of your child’s care and coordinate referrals to specialists such as an 
ophthalmologist (for care of the eyes and visual pathways), ENT (ear, 
nose and throat doctor), or audiologist (for diagnosis and treatment 
of hearing loss). Information about Medical Homes can be obtained 
through your regional Children and Youth with Special Health Care 
Needs (CYSHCN) center. (See Page 12 for details). 
	 At times your child’s medical issues might overtake your life. 
You may not have time to worry about education or other areas. 
It is okay to put things on the back burner while you are dealing 
with medical issues. Children with sensory impairments often have 
multiple therapies to address their challenges. While each therapy is 
important, remember to pace yourself. Give yourself permission to 
prioritize the therapies.
	 Each child is unique, despite the common 
link of deafblindness. You never know when 
you may be faced with a medical decision  
that leads you to choose a path you never  
thought you would. The choices you  
make for your child’s medical care can 
be different than other people’s choices, 
and still be the best decision for your 
child and your entire family.

It can be overwhelming to navigate
 the health care system on your own.  

There are emotional, physical and even  
spiritual stresses that result from going  
to doctors’ offices, absorbing what they 
tell you, and managing your child’s health. 
Hopefully, you’ll find guidance as you read 
the next few pages. We’ve noted tips from 
parents—things we have found to be helpful 
as we have dealt with our children’s medical needs. 

Let other parents guide you.
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Talk with other families to find 
the best doctors. Look for doctors, 
audiologists, and therapists that 
have experience working with 
children who are deafblind or 
children who have severe multiple 
disabilities.

The Internet can provide a wealth 
of information. But, be sure to 
check those sources for reliability. 

Take copies of articles you have 

“In the midst of all these 

doctor appointments, take 

time to just have fun. This 

journey is a marathon, 

not a sprint. Keep in mind 

that most decisions don’t 

have to be final. You can 

try a therapy and change 

it if it’s not working.”

“I seek out medical providers who understand that 

we are partners in our daughter’s care. We are 

fortunate to live in a city where we have choices 

for physicians and hospitals. I look for respect, a 

willingness to communicate, good follow through 

and great clinical skills. If I find  that a doctor 

doesn’t meet these criteria, then I look elsewhere. 

It can be uncomfortable to switch physicians, but 

it’s worth a bit of discomfort. A good resource for 

this topic is www.familycenteredcare.org.”    

Sound advice from other parents:

found on the Internet, in 
publications, or other sources to 
your child’s doctor appointments 
to discuss. You are the expert 
on your child and may have 
information specific to your 
child’s diagnosis.

Take another person with you to 
appointments to be another set 
of ears to hear and write down 
the information the doctor will 
be giving you.

Find a great doctor to help with medical issues—do not settle  
for average!



“Samuel spent several 
weeks in the NICU. 
I owe Sam coming 
home early to one of 
our nurses. She was 
so positive and was 
determined to help us 
get him home as soon 
as possible. Samuel 
was having difficulties 
with the bottle and the 
other nurses would 
just give up and feed 
him through a tube. 
But Nancy worked with 
him and the bottle. She 
helped me learn how to 
feed Sam, too. She often 
said, ‘Let’s get this baby 
home.’ Soon, the tube 
was out. He was eating 
on his own and bound 
for home.”  

“Shortly after our daughter came home from 

the NICU, we quickly became exhausted trying 

to do each exercise the various therapists 

had assigned PLUS feeding, diapering, and 

suctioning her, not to mention trying to devote 

time to our two older daughters. On one 

especially trying afternoon, I stopped and added 

up all the various ‘instructions’ and ‘therapies’ 

we had been given on discharge from the 

hospital. They added up to more than 24 hours!  

 

It was at that point we decided to take one day 

at a time, prioritized our daughter’s needs and 

adjusted her therapy schedules to a manageable 

level. Over the course of a year we were able to 

address each area of need and took comfort in 

the fact that she had made progress across all 

areas of her development.”   

“Our son’s 

medical needs felt 

overwhelming. 

Finding the best 

health care providers 

helped us so much.”

If possible bring a professional (i.e. vision teacher) along to 
doctor visits to help formulate appropriate questions.

Being prepared for doctors appointments is crucial to getting 
the most out of your time with the doctor. Organization is the 
key. It is important that you have an organizational system that 
makes sense to you. There are various medical information forms 
available. A good place to start is by using “Build Your Own 
Care Notebook” at www.medicalhomeinfo.org/carenotebook. 
 
When you meet with doctors, ask questions and expect answers.
Get over feeling that you are taking up too much of their time. 

Solutions are often found from a combination of sources.

Identifying hearing and vision losses as early as possible will help 
your child move forward with development.
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“We have a one-
page spreadsheet 
that we update 
listing all surgeries 
and hospitalizations 
along with the date, 
facility, and names 
of the surgeon or 
attending doctor. 
We take copies to 
doctor appointments 
and to the hospital 
to share with the 
anesthesiologist. This 
reduces the amount 
of time we spend at 
various offices filling 
out forms, and it 
provides doctors with 
a snapshot of our 
daughter’s complex 
medical history.”  

“To keep track of our son’s medical care, we 

used a 3-ring binder divided with tabs for 

each medical specialty. Before going to an 

appointment, we completed a simple form with 

the date, who we were to see and questions 

that we needed answered.  It is helpful to 

have another person with you as secretary 

to take notes. It is difficult to manage your 

child, ask questions, listen to the answers, and 

take notes—not to mention managing all the 

emotions associated with the situation.  Ask for 

a report at the end of each appointment. One 

is sent to your primary doctor, so it is not extra 

work to send one to you, too.  Keep the reports 

in the 3-ring binder to refer to in the future. The 

binder (or a divided file) maintains all medical 

records in one spot that you can grab as you 

walk out the door for your next appointment.”   
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As we’ve said before, you are not alone in this journey. There are 
  many resources available through the state and your county to 

help you. Some of these social services provide funds for medical 
care and other items for your child. Some provide help in the form 
of a specialist such as a physical therapist who might visit your child 
in your home to work on improving motor skills. We are fortunate 
that Wisconsin offers such a range of social services. 
	 There are specific criteria that the state has developed to decide 
which child is eligible for services. Most of the programs are based on 
the needs of the child, not on the family’s income level. There may be 
co-pays for some services. But, don’t let this stop you from seeking 
services—you may be surprised at what is available to you.
	 To learn more about services offered by the state and county, 
see dhs.wisconsin.gov/health/children or contact CYSHCN at 608-
266-8718. We know how overwhelming it can be at this stage even 
to think of completing more paperwork or learning about new 
programs and systems. But, we also know how much we—and our 
kids—have benefitted from these services.

Getting Help
There’s help out there.

Take the first step with a phone call.

Start by calling CYSHCN for your region (see map next page). 
 They can explain the services available and help you figure 

out which would work for your child. Don’t assume that your 
child will not qualify or let pride get in  
the way of obtaining services.  
Some families never get the  
help that they need because  
they are ashamed or afraid to  
take the first steps. Remember,  
you are doing this for your 
child who has extraordinary  
needs—it may well take 
a team to provide for  
those needs. But,  
if you don’t  
ask for help,  
you won’t get it.

“Taking care of a child 

with special needs is a 

huge job—accept help. 

You really don’t have 

to do everything.”

“I learned so much from 

watching the therapist 

work with my child.”



Medicaid (www.emhandbooks.wi.gov/meh-ebd)
Wisconsin Medicaid is public insurance coverage for health services 
available to children and families who meet the financial eligibility 
criteria and to children who meet disability eligibility criteria. 
Medicaid is billed secondary to private insurance. 

Medicaid can be accessed through these programs:

BadgerCare Plus (www.badgercareplus.org)
BadgerCare Plus (BC+) provides health coverage for Wisconsin 
families. BC+ has two major health care benefit plans:  Standard 
and Benchmark. The Standard Plan is for families with income at 
or below 200% of the Federal Poverty Level (FPL). The Benchmark 
Plan, which provides more limited services than the Standard 
Plan, is for families with income above 200% of the FPL, and for 
self-employed parents and caretakers. BC+ serves children under 
19 years of age and their parents, pregnant women, young adults 
who are leaving ‘out of home’ care (such as foster care) and their 
parents. BC+ replaces the former AFDC-Medicaid, Healthy Start 
and BadgerCare.

“Don’t be afraid to ask if 

you qualify for services—

maybe you won’t, but, 

most likely you will. 

And, if there’s a waiting 

list for a service, make 

sure your name is on 

it. You can decide if 

you still need it when it 

becomes available.”

Funding sources:

Services that help families:
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Centers for Children and Youth with Special Health Care Needs 
(CYSHCN): Wisconsin has five regional centers dedicated to 
supporting families that have children and youth with special 
health care needs and the providers who serve them. The Centers 
are staffed by specialists who can help get answers, find services 
and connect you to community resources. Their services are free 
and private. 

Northern Regional Center • 866-640-4106
www.co.marathon.wi.us/cyshcn.asp

Northeast Regional Center • 877-568-5205
www.northeastregionalcenter.org

Southeast Regional Center • 600-234-KIDS (5437)
www.southeastregionalcenter.org

Southern Regional Center • 800-532-3321
www.waisman.wisc.edu/cyshcn

Western Regional Center • 800-400-3678
www.co.chippewa.wi.us.ccdph/cyshcn



Katie Beckett (www.katiebeckett.com)
The Katie Beckett Program is a special eligibility process that 
allows certain children with long term disabilities or complex 
medical needs, living at home with their families, to obtain a 
Wisconsin Medicaid card. Children who are not eligible for other 
Medicaid programs because the income or assets of their parents 
are too high may be eligible for Medicaid through the Katie 
Beckett Program. To qualify for Katie Beckett, a child must be 
considered to have a disability as determined by the Disability 
Determination Bureau (DDB) and require an institutional level of 
care as determined by the Bureau of Long Term Support.

Children’s Long Term Support (CLTS) Waivers  
(dhs.wisconsin.gov/bdds/clts/index.htm)
CLTS Waivers serve children with mental health, physical or 
developmental disabilities, and are designed specifically to 
meet the needs of children and their families. 
The waivers offer greater flexibility in the use 
of Medicaid funds than that offered by card 
services, only as long as costs do not exceed 
those for institutional care. CLTS Waivers 
cover a broad range of services, depending 
on a child’s and family’s identified needs. 
Possible services include:  adaptive aids, service 
coordination, communication aids, in-home 
therapy, daily living skills training, respite care, 
home modifications, and supportive home 
care.
	 Waivered Services for persons with mental 
retardation and related conditions (MR/RC) 
are available to children and youth under 
the age of 22 who have a developmental 
disability, physical disability or severe emotional 
disturbance. They are available in all counties 
across Wisconsin.

Community Options Program (COP)  
and COP Waiver
(dhs.wisconsin.gov/LTC_COP/cop.htm)
Community Options helps people who need long term care 
to stay in their own homes and communities. Its purpose 
is to provide cost-effective alternatives to expensive care in 
institutions and nursing homes. Elderly people and people with 
serious long-term disabilities receive funds and assistance to find 
services they are not able to get through other programs.

“You are in this for the 

long haul—pace yourself. 

Give yourself a break.”
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“Getting a Personal 

Care Attendant and 

respite care to help do 

all the things that need 

to get done for your 

child is an important 

piece of keeping 

your whole family 

emotionally healthy.”
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Supplemental Security Income (SSI)
(www.ssa.gov/applyfordisability)
Children from birth up to age 18 may get Supplemental Security 
Income (SSI) benefits. They must be disabled and they must 
have little or no income and resources. In Wisconsin, children 
who get SSI benefits also get Medicaid.

Personal Care Services 
Medicaid approves agencies to employ personal care workers. 
The agencies contract with personal care workers. Registered 
nurses train and supervise personal care workers. Your family 
may use a personal care worker who is an employee of a home 
health-care agency. You also may request that someone become 
an employee of an agency so that they can work as a personal 
care worker for your child. In addition, a parent may become a 
personal care worker for his or her child once the child reaches 
the age of 18 years. For more information, contact your regional 
CYSHCN. (See Page 12 for the list of regional centers.)

Family Support Program (dhs.wisconsin.gov/bdds/fsp/index.htm) 
The Bureau of Developmental Disabilities Services runs this 
program to provides individual services and supports to families 
that include a child with severe disabilities. recognizing that 
meeting the needs of these children may place hardships on a 
family’s emotional, physical and financial resources.

“We are a middle-class family. It was difficult to complete an application for 
Medical Assistance. But, it is what we needed to do to ensure that our daughter 
would be eligible for other services that we felt she would need as the result of 
her disabilities. When we heard that she could get a pair of prescription glasses 
each year through MA, we thought, ‘We certainly won’t need to do that.’ But the 
reality of plunking down another $300 for a pair of back-up glasses each time  
a lens popped out of the first pair or a bow was broken, changed our minds. So 
yes, we do often, but not always get a pair of MA glasses. They have saved our 
daughter’s day more than once.”   

“Don’t let pride get in the 

way when your child or 

your family needs help.”

As you start navigating around the social services that may be available to your child, remember that 
  once you take the first step, there are people out here to help you find the services that would benefit 

your child and family. Talk to other parents. They can help you as you walk this road. Don’t give up even if 
you feel overwhelmed. Remember that there are others out here that have felt the same way. They survived 
and are thriving—you will too. 



Many people associate the term “education” with “school,”
 but your child’s education really begins at birth—at home 

with you. You are the expert on your child, and will be his or 
her first teacher. Forming an attachment to you and developing 
communication lay the foundation for your child’s learning. Because 
of your child’s dual sensory impairments, this foundation will require 
unique strategies to fully develop. This section is intended to serve as 
a guide in identifying strategies that are specific to deafblindness and 
explain the basics of the special education process. 

Teaching Basics
You are your child’s first teacher.

Give your child the gift of communication.

The degree of hearing and vision losses, as well as additional 
disabilities, will impact the way your child communicates. The 

first step in developing communication is to provide your child with 
a feeling of security. For children with combined vision and hearing 
losses, it‘s important that their environment be governed by routines 
and repetitive activities so that they can anticipate what is about  
to happen. The ability to anticipate and predict what is coming  
next, combined with feeling safe and secure, will lead to a  
positive learning environment. 
	 Because of your child’s vision and  
hearing losses, his communication  
may look different than other  
children’s. You can build up his  
ability to communicate by sup-  
plementing your normal  
communication with cues to  
let him know what is about to  
happen. For example,  
flash the lights in your  
child’s bedroom to let him  
know you have entered the room,  
then gently shake the crib to let  
him know you are there. Finally,  
put your hands under his back,  
lifting him a bit off the mattress,  
pause, and then lift him completely  
off the bed. All these steps allow your  
child to anticipate being picked up. After  
many repetitions, he will learn that this  
means it is time to get out of bed. 

“Know that your child 

will learn—perhaps just 

at a different pace and 

with more supports.”



You can create many cues so your child can begin to understand
 the world and to anticipate what will happen next:

Touch Cues:  A gentle pat on the bottom may signal time to sit or 
a tap on the arm may signal putting an arm inside a shirt sleeve.

Sensory Cues:  The smell of soap or sound and feel of water 
signals it is time for a bath.

Object Cues:  A bottle means it’s time to eat. A diaper means it’s 
time to change diapers. 

	 Books and other resources 
can give you more thorough 
descriptions of communication 
cues. To find a resource, contact 
DBLINK at www.nationaldb.org  
or 1-800-438-9376. As your child 
begins to understand these basic 
communications, you might 
want to try the calendar system 
explained at www.tsbvi.edu. 
	 You can also encourage your 
child’s efforts to communicate 
by letting him know that you 
appreciate even the small things 
he does. This can be as simple as 
breathing along with him when 
you are holding him or imitating 
sounds he makes, your cheek 
against his. This will build his 
confidence as a communicator.
	 Depending on your child’s use 
of hearing, you may consider using 
sign language to communicate.  
You don’t have to learn it all at 
once. There are books that show 
signs for words. But, since signing 
involves movement, it is easier 
to learn by watching someone 
sign. The outreach office of the 
Wisconsin Educational Services 
Program for the Deaf & Hard of 
Hearing (www.wesp-dhh.wi.gov)
can help you find resources to 
develop sign language skills. 

Cues help your child learn.
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“Be an advocate for your 

child.  No one knows him or 

her as well as you do.”



“Be an advocate for your 

child.  No one knows him or 

her as well as you do.”

IDEA is the foundation for educational services.

The Individuals with Disabilities Education Act (IDEA) is a federal 
law providing guidance in educating children with disabilities. 

In Wisconsin, infants and toddlers (birth to 3) are provided early 
intervention services within natural environment settings (home, 
child care, etc.). Services also may be provided in special settings or 
settings that do not fall into the “natural” setting definition, if the 
child’s Individual Family Service Plan (IFSP) team determines this 
setting is needed for a child to meet their IFSP outcomes. The IFSP 
acts as a contract between a family and the Birth to 3 Program, in 
which family priorities for their child and family are addressed in the 
form of “outcomes.” Participation in a county’s Birth to 3 Program is 
voluntary for families.
	 Referral to the county Birth to 3 Program can be made by 
anyone, not just by a medical or social service provider. After a 
referral, children are determined eligible for services after a process 
of evaluation. Once a child is determined eligible, assessment 
information is gathered to determine the need for services, which 
will assist in guiding identified outcomes for both the child and 
family. For a child with combined vision and hearing loss, best 
practices recommends that a vision teacher and a teacher of the  
deaf and hard of hearing are involved in the evaluation and 
assessment process.
	 In Wisconsin, services from the Birth to 3 Program can continue 
until a child’s third birthday. On or after a child turns 3 years old, 
services are then provided through the local school districts and are 
called Early Childhood Services. Similar to Birth to 3, children are 
first deemed eligible for services, then a determination for the need 
for services is decided, which then guides the educational goals for 
the child. This process is referred to as the Individual Education Plan 
(IEP) process. Types of services, accommodations, and educational 
environments in which a child participates are based upon the goals 
written in the IEP. In Wisconsin, they can take the form of an early 
childhood classroom, preschool setting, community playgroup, and 
sometimes within the child’s home environment.
	 The school assigns one staff member to be your child’s “case 
manager.” That person is responsible for compiling all the details 
discussed in the IEP meeting into the IEP document. You will be 
given a copy of the final IEP. Keep that along with results of hearing 
and vision tests, plus any other information that relates to your 
child’s education, in a format that works well for you. Some parents 
keep these documents in an accordion file, while some prefer a 
3-ring binder. Whatever filing system you choose for these records, 
set it up as soon as possible. Then you will have the information you 
need at your fingertips for annual IEP meetings or when an issue 
arises. You can request an IEP meeting if new information or issues 
arise. If team members agree, the IEP can be changed at any time.
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“It really helped 

me understand the 

services my child 

was getting when  

I spent some time  

in the classroom.  

It also helped me 

see some things that 

weren’t working.  

I felt better 

prepared for the 

next IEP meeting.”



Deafblindness is a disability of access—access to information. It is 
 commonly estimated that 85% of what a child learns comes to 

him via his vision and hearing, which are the most important avenues 
for receiving information about the world around him. If there is a 
loss in either of these senses, the impact on learning can be huge. 
A child who is deafblind has losses in both of these senses. He can 
misunderstand, misinterpret or totally miss what’s being presented.
	 Because deafblindness is a disability of access to information, our 
children receive only pieces of the total information presented. Many 
of us have found it helpful to describe our children as deafblind to 
educators to highlight their unique educational needs. And, in the 
case of a child who has multiple disabilities, the impact of a combined 
vision and hearing loss might be overlooked in the mix. 
	 Some children who are deafblind may need to use sign language. 
When these kids are in school, they may need an educational sign 
language interpreter. An interpreter is fluent in sign language and 
interprets what is spoken for someone who utilizes sign language to 
communicate. This could include both expressive language and/or 
receptive language.  
	 Sometimes a child who is deafblind may need someone else to 
be his eyes and ears. That person is an intervener, a paraprofessional 
who has training in specialized skills related to deafblindness and who 
works consistently with one child or student. Other children with 
combined vision and hearing losses may benefit from working with a 
combination interpreter/intervener. The state of Wisconsin recognizes 
the support an intervener can provide. However, Wisconsin currently 
does not recognize the label of “intervener” due to lack of state 
licensing at the Department of Public Instruction.

Deafblindness raises extra educational concerns.“If you have high 

expectations for your 

child, others will, too.”

“During our daughter’s transition meeting for kindergarten, the 

teacher of the deaf objected to adding OT and PT services to her IEP, 

stating that she ‘is already receiving more services than our other deaf 

students.’ Team members pointed out our daughter’s documented 

needs and the uniqueness of a child with combined hearing and vision 

losses, as well as additional challenges. The needed services were 

included in the final IEP thanks to true team collaboration.”  

18



“My biggest realization 

when Andy was young 

was that I didn’t know 

what I didn’t know!   

I used to wonder, why 

don’t ‘they’ just tell me 

and provide what he 

needs educationally?  He 

was diagnosed deafblind 

as an infant. I slowly 

discovered, most teachers 

don’t know.... They may 

think they know, but 

deafblindness is unique.”

For help, turn here.

The information provided in this Education section is just the tip 
 of the iceberg. You know your child best. (Have you heard that 

before?)  So, if you feel that your child’s education is not progressing 
as smoothly as you had hoped, you can get help.  
	 The Wisconsin DeafBlind Project can offer assistance, locate 
information and resources, and provide in-service training to your 
child’s IEP team (including YOU) at no cost. They are the “experts”  
on deafblindness in our state and  
can provide you with a wealth of  
information. The staff consists of  
parents and educators. You can  
find contact information on the  
back of this Road Map.
	 Your child’s education begins  
the day of his birth. With your  
guidance, your child will travel  
along the path of lifelong learning. 

“Develop a positive 

relationship with the 

people who work with your 

child at school. You are on 

the same team.”



“Success may have different definitions for each 

child. For some of our kids, success may mean 

going to college. Others may find success in being 

able to assist with their own self care.”

“It’s one thing to demand services, but 

another thing to be respectful about it. When 

you give respect, you get respect. Because 

deafblindness is the lowest of the low-

incidence disabilities, most teachers don’t 

get the necessary training they need to work 

with our kids. I’ve had to fight for teachers 

trained in deafblindness for all the years 

my child was in school. Being ‘respectfully 

demanding’ can help your child receive the 

services he or she needs.”  



“There may be times you 

need to fight for what 

your child needs. Pick 

your battles so that you 

will be more effective 

when you need to fight 

the big fights.”

“The intervener our son 
has had this year has 
made a huge impact on 
his growth in school. 
For example, on Friday 
after a field trip to the 
Horse Expo, our child’s 
experience book had 
hay, grain and many 
descriptions of the horses 
so we could discuss this 
outing with our son even 
though he has limited 
communication. His 
intervener does all this 
extra work to benefit 
Matthew, because her 
salary does not start to 
compensate her for all her 
efforts with him!”   

“Our daughter’s third birthday brought the 

transition from home-based services to early 

childhood school-based services. Since she was non-

verbal, she was not able to share with us anything 

about her school day. Wanting to reinforce the 

skills the classroom teacher was working on, as 

well as simply know how her school day had gone, 

we sent a spiral notebook with her to school each 

day for everyone who worked with her to jot down 

a few lines about the day’s activities. My husband 

and I also used the communication book to share 

any news from home with the staff. This flow of 

information also helped us track the services our 

daughter was receiving, as well as helped the team 

members be on the same page while implementing 

her IEP goals.”   
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“Be firm in ensuring 

that any services or 

adaptations the IEP team 

agrees on are written 

into your child’s IEP 

document. Remind the 

team that team members 

may change during the 

year, and having the 

necessary services or 

adaptations in writing 

will provide continuity 

for your child, as well as 

a roadmap for any new 

service providers.” 

“What I have found 

that helps most in these 

settings is to be prepared, 

respectful and to look 

everyone in the eye.”

“I had heard about families who had done it — 

moved to get their kids better services or 

education. I NEVER thought it would be us.  

Never say ‘never.’ We decided it wasn’t worth 

the fight where we were living, and another 

community next door impressed us greatly with 

their schools. So we took a deep breath, made  

the decision and didn’t look back. It was  

daunting at the time and tiring. But, it has 

brought benefits to everyone in our family.”
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Reaching Out
Build friendships with other families.

By the time you read this, you probably have experienced the 
 gamut of emotions surrounding your child’s diagnosis of deaf- 

blindness. You can find support as you ride this emotional roller 
coaster by connecting with other families that have children with 
similar needs. Becoming involved in this community of families can 
help your child—and you—make life-long friends. Sharing your 
joys as well as your challenges with families on a similar path can 
build strong bonds, providing your child and family with a sense of 
belonging and acceptance. 
	 You might find that having this supportive community can 
cushion you and your family from some of the bumps on this 
journey. As we all know, the road isn’t always smooth. Sometimes 
when you and your child are out in public, people might stare.  
They might ask unkind questions. They might not make you feel 
welcome. We have all had these experiences. It helps to realize  
these people probably don’t mean to be hurtful. They might  
just be curious or simply have no experience interacting with  
a child who is deafblind. When you belong to a supportive 
community, you can share these “bump” stories and  
laugh or learn from each other.

In this section, we have highlighted some 
 organizations that serve families that have  

children with special needs. These groups  
often organize activities that give families  
the chance to get to know each other.  
The community where you live might  
have its own resources. Your county  
social services staff will know what’s  
available in your area.
	 As you look for ways to build a 
community for your family, you  
don’t have to be limited to groups  
that include children with special  
needs. There will be times when  
you want your child to be involved  
in an activity in your area, and he or  
she is the only child who is deafblind.  
 
 

“Joining in activities for 

families with kids who 

have vision and hearing 

losses has helped everyone 

in our family find support 

and make friends.”

Find support in a wider community.

“Be encouraged—you 

are not on this road alone!”



Join in at school, church, community centers.

While you might think of school only as the place where your 
 child is educated, school also can be a place for community 

gatherings. Your child can experience local culture by attending or 
participating in choir and band concerts, plays, demonstrations, and 
school carnivals. 
	 Church groups can provide spiritual support as well as peer 
activities such as Vacation Bible School. Many churches offer Youth 
Group programs for teens that provide opportunities for service 
and volunteer activities where your child can help others in the 
community. Many families have found that their church communities 
gladly provide the supports their children might require, such as an 
interpreter or a one-on-one support person, to enable the children to 
be full participants in activities. Work with the youth ministry in your 
church to help them understand your child’s needs. 
	 Many families have had good experiences with local community 
centers such as a YMCA. Talk with member services about programs 
that would be appropriate for your child and any accommodations 
(such as an interpreter) that your child requires to participate.  
	 Having strong community ties will make it easier for you when the 
time comes to let your little one spread his or her wings and go out 
into the community without Mom or Dad. You will know that others 
care about your son or daughter and will look out for his or her safety. 
Your child is never too young to begin this community integration. 
There is a place for every individual! 

“One way I encourage 

friendships is to invite 

kids to our house. 

That way I can keep 

an eye on them and 

explain things like why 

Sam needs to bring 

things close to his eyes 

to see.”

24

“Therapeutic horseback riding has been such a blessing for our  
daughter. Having begun walking independently at age four,  
she was still wobbly on her feet at age six when she began her  
first lesson. Within weeks we noticed her improved balance  
and posture. With each passing year she has gained skills,  
the most important being her ability to converse with her  
side walkers and leader as she confidently rides and guides  
her horse around the ring. Horseback riding is a favorite topic  
of many of her classmates and her knowledge and skills on this  
topic enable her to relate to her peers.”
 
To find a riding stable near you, see www.narha.org.



Organizations serving special needs:

Wisconsin Deafblind Technical Assistance Project 
(WDBTAP) is part of the Wisconsin Department 
of Public Instruction. WDBTAP offers resources 
and support to families with children who are 
deafblind and the school districts that serve them. 
These services are free and only require the child 
to be added to the Federal Deafblind Registry. 
Call 608-356-2023 for information about the 
services offered and how to access them.

Wisconsin Educational Services Program for 
the Deaf and Hard of Hearing (WESP-DHH) 
Outreach provides a variety of programs and 
services to students who are deaf, hard of hearing, 
or deafblind, as well as their families and the 
educational teams and school districts that serve 
them, regardless of the student’s educational 
placement or communication modality.    
The highly specialized and experienced 
consultants on the WESP-DHH Outreach staff 
provide school districts and Birth to 3 programs 
with in-depth information, free of charge, 
regarding the array of educational needs and 
supports for children with hearing loss. Your 
child’s IEP team can access the Outreach staff for 
guidance during the evaluation process, for ideas 
to enhance his or her educational programming, 
or to get a “neutral” perspective for decision making. Outreach 
staff also provide technical assistance to school districts and Birth 
to 3 programs regarding service delivery options, best practice 
models, curricula and application of Least Restrictive Environment 
in a Free and Appropriate Public Education, specific to children with 
hearing loss. For more information, visit www.wesp-dhh.wi.gov. 
	
Wisconsin‘s Guide-By-Your-Side Program (GBYS) Program provides 
an opportunity for a family who has just learned of their child’s 
hearing loss to meet with a parent of another deaf or hard-of-  
hearing child who understands what the new family may be 
experiencing and can answer their questions and link them 
to other resources. The program serves families with children 
from birth to 6 years of age. Contact Laurie Nelson, Program 
Coordinator, at 888-656-8556 (toll-free), 608-822-3756 (v/tty), or 
email Laurie.nelson@wesp-dhh.wi.gov.

“This isn’t an easy 

road. It helps to 

have the support of 

friends, especially 

other families that 

have children who are 

deafblind. We share 

common experiences.”
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“One of the most heartbreaking aspects of raising 
a child who is deafblind is seeing her not have the 
friends that her ‘typical’ sister has. It hurts to see 
the birthday party invitations stop coming as she 
is getting older and the differences between her 
and her ‘typical’ peers are so much more apparent. 
Many times, my daughter who is deafblind seems 
very content to play on her own. She rarely 
expresses any signs of sadness or envy that her 
sister has so many invitations from friends. When 
she refers to her classmates, she always calls them 
her friends. Do they come over to play? Rarely, but 
she says they are her friends. I guess that should be 
good enough for me, too.”

“Despite ongoing 
physical therapy, 
our son’s physical 
development was slow. 
Rolling and sitting 
late, he finally walked 
independently when 
he was 4. He wanted 
to participate in sports 
like his older brother, 
so we enrolled him in 
a karate class at our 
community center. 
The center provided 
an interpreter who 
happened to have 
karate skills herself. 
Those three years of 
karate turned out to 
be the best physical 
therapy for him!”

Wisconsin Center for the Blind and Visually Impaired (WCBVI)
has a statewide Outreach Services Team offering evaluations, 
consultations, and material supports for students with visual 
disabilities regardless of their educational placement. Evaluation 
and consultation services are provided at no cost to the local 
school district. See www.wcbvi.k12.wi.us or call 1-800-832-9784.    

Wisconsin Families for Hands & Voices is dedicated to supporting 
families with children who are deaf or hard of hearing without 
a bias around communication modes or methodology. This is 
a parent-driven, nonprofit organization providing families with 
the resources, networks, and information they need to improve 
communication access and educational outcomes for their 
children. You can learn more at www.handsandvoiceswi.org. 

Children and Youth with Special Health Care Needs (CYSHCN) 
collaborates with national, state and community-based partners 
to link children to appropriate services, close service gaps, reduce 
duplication and develop policies to better serve families. Their 
services are free and private. Wisconsin has five Regional Centers 
staffed by specialists who can help you find answers, services and 
community resources. See Page 12 for contact information.

Disability Rights Wisconsin is a private, nonprofit organization 
providing advocacy and legal expertise to create positive change 
and improve the lives of people with disabilities in Wisconsin. For 
more information, call 608-267-0214.

Special Olympics Wisconsin provides sports training and 
competition for nearly 10,000 athletes with cognitive 
disabilities in 18 different sports year-round. You can learn 
more about Special Olympics by visiting their website at www.
specialolympicswisconsin.org or calling 1-800-552-1324.
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Caring for Family
You can manage life on this new road.

Your baby or child has received a diagnosis of deafblindness. You 
 are learning more about this new reality every day. It’s true there 

is a lot to learn about your child’s condition and the services available 
to help with it. But, you don’t need to learn everything at once. 
Looking too far down the road at this point can be overwhelming. It 
can leave you feeling “out of gas” to deal with everyday life at home.
	 Throughout this Road Map we’ve given you insights from parents 
and families who have traveled this road before you. We hope to do 
the same here. We all have seen and felt the stress on family life when 
there is a child with special needs involved. We also have found ways 
to manage that stress.
	 Just as your child’s situation is unique within the deafblind world, 
the ways you manage stress will be unique to you and your family. 
This is a situation where one size does not fit all. As you read this 
advice from experienced families, you may find ideas that fit your 
current needs and glean ideas to support you as you move 
forward on your journey.

“When your child is first 

diagnosed deafblind, give 

yourself time to grieve. 

You are grieving the loss 

of dreams. One day, life 

will seem manageable 

and okay again.”
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As we’ve traveled this road, we’ve come to recognize the
 importance of taking care of ourselves—the primary caregivers—

even while we take care of those we love. We must take time to care 
for our own physical and emotional needs in order to be able to care 
for others’ needs.
	 One of the most important ways you can take care of yourself is  
to seek others’ support. This support can come in many forms, 
including support groups that focus on your child’s specific etiology, 
professional counseling, and support from families that also have a 
child who is deafblind.  
	 Many parents find that their friends who have typically 
developing children cannot relate to the unique development of a 
child who has combined vision and hearing losses. Connecting with 
parents who are on this same path provides an outlet for celebrating 
successes as well as frustrations. Plus, you can pick up knowledge 
from other parents that reduces your learning curve on many 
deafblind issues.
	 There may be points along this road where you or another 
family member could benefit from professional counseling. A trained 
professional can help with personal, sibling, or marriage issues. Your 
physician or your child’s doctor can refer you to appropriate service 
providers.

Don’t travel alone.

“When Andy was young, I wished for a crystal ball 
so I could look into his future. Now that he’s older, 
I realize how rewarding it has been having him in 
our lives. He has helped us realize what is really 
important in life:  a loving family. We have learned 
not to impose our concept of success on him. Andy 
is happy with his independent life. We know he will 
face challenges and frustrations in the future. But, 
we hope the foundation of love, self-confidence, 
and support he has will help him continue to 
experience a productive, rewarding life.”

“It is important to take 

time out to go on dates 

with your spouse if you 

are married. Taking 

care of a child with 

special needs can strain 

a marriage. It’s also 

important to give yourself 

time, even just five to ten 

minutes a day—you need 

to take a breather.”

“I sometimes look 
back wistfully at the 
time in my life when I 
was inconspicuous—
before we used sign 
language, before 
there was a guide dog 
in the family. It was 
nice to just blend in. 
This is not an option 
any longer when we 
go places as a family. 
There are times when 
I just want to stare 
right back at those 
who stare at us. 
Thankfully, I usually 
am able to either 
ignore them or look 
back with a smile.”

“In the beginning, we were overwhelmed by 
information, especially while caring for our baby. 
We asked my sister to sort through the volumes of 
information and share the condensed version with us. 
We filed away the ‘volumes’ for reference when we 
need specific information.”



This is a marathon, not a sprint; a journey, not a destination. In
 other words, don’t wear yourself out. Learn to say “yes” when help 

is offered. A ready-made meal or an offer to take a sibling on a play 
date can provide the break you need to make it through the day.
	 Keep a list where you jot down things you run across in your 
day that you could use help with. That way you will have specific 
jobs ready when someone offers to help with “whatever you need.” 
Remember that most people who offer to help truly want to make 
your life easier. They know they cannot change your child’s disability, 
but they can help relieve some of the demands on your time. When 
you accept their help, you are giving them a chance to feel valued. 
Your acceptance is a gift to them, just as their offer is a gift to you.
	 If you don’t have family and friends offering to help (or even if 
you do), consider respite care. It can be a lifeboat to keep 
your family afloat. Children who are deafblind require 
an enormous amount of hands-on instruction since they 
miss incidental learning due to their sensory deficits. 
For caregivers, this constant state of being “on” is both 
emotionally and physically draining. Respite care for a few 
hours or an entire weekend can recharge your batteries. 
To find respite care in your area, contact your regional 
CYSHCN center. See Page 12 for details.  
	 You can also feel energized when you take time every 
day to do something for yourself. A walk outdoors, a few 
minutes of quiet time with a cup of tea and a good book, 
or a few extra minutes in bed can do wonders to clear 
your head and help you find joy in each day. Also, schedule 
regular check-ups for yourself, just as you do for your child. 
Prolonged stress is a threat to your well-being. Addressing it 
with your physician is the first step in learning to relieve or 
minimize the stress in your busy life.

Pace yourself for the long haul.

Holidays and family get-togethers can be challenging
 for a family with a deafblind child. Since many of our 

children require daily routines to allow them to anticipate 
what is to happen next, anything out of the ordinary can 
set off fears and unwanted behaviors. Besides the change in 
scenery, the child may be surrounded by others who cannot 
communicate with him or her. We have had to adjust our 
expectations for these times. That might mean going to 
events for just a short time, hosting events at our homes so 
that our kids feel comfortable, or having a sitter stay with the 
child while the rest of the family attends an event.

“For me, the key to 

achieving balance in life 

is to break things down 

into manageable pieces—

and then have someone 

else take care of some of 

those pieces!”

A note about holidays:
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Your other children might feel their world has turned on end with
 the arrival of a sibling who is deafblind. They might feel that 

the disability is their fault and/or simply miss time spent with you. 
Some families set up a regularly scheduled “date” with each sibling, 
providing individual attention for each child. Dates can range from 
an afternoon or evening out somewhere, or simply ten or fifteen 
minutes of story or game time. If your deafblind child’s medical needs 
prevent you from leaving home, “date time” can be arranged when 
your medically involved child is napping.
	 Siblings of children who have special needs bear their own type 
of “battle scars.” It can help them understand what they are living 
through if they have the chance to connect with other children who 
are traveling the same road. Sibling support groups can provide these 
connections. Contact your local ARC of Wisconsin chapter (www.
arc-wisconsin.org ) or your regional CYSHCN office (see Page 12) to 
find a nearby sibling support group. If you’re pressed for time (a real 
possibility!) add this to your list of things others can take care of for 
you. Then someone who’s offered to help can make the call. 

Siblings need special care, too.“It is an eye-opener to 

realize that, as much 

of an impact as we 

parents believe we have 

on our children who are 

deafblind, the reality is 

that in most cases their 

brothers and sisters will 

live longer with them 

than we will. We cannot 

control what will happen 

to these relationships 

after we are gone. But, 

we can do our best 

now to foster strong 

relationships between 

everyone in the family.”

“We have always wondered about the effects 
our special needs child has on his siblings and 
will it drive them to therapy or make them more 
accepting of society. 
		
Last year there was another boy in our son’s 
school who had Down Syndrome and vision 

problems. One of my daughters 
pointed out how our son 
looked so much like the boy.    
I launched into what I thought 
was a very detailed explanation 
of the characteristics of Down 
Syndrome. At the end of my 
‘speech’ my daughter looked 
at me bewildered and said, ‘I 
meant they both have blond 
hair and glasses.’” 



“My son gets more 

attention because he 

has more needs than my 

daughter. She was so 

patient and good, but I 

could tell that her spirit 

was deflating. Now, I 

make it a point to do 

something just with her. 

This one-on-one time 

recharges her.”

	 “Having a sister who is deafblind has been an eye-opening 
experience for me. I was just nine years old when she was born, 
so I didn’t fully understand the implications of her disabilities 
at the time, but as I grew older I was able to see how my life 
changed when Emily entered it. For me, having a deafblind 
sister meant taking sign language classes, attending deafblind 
family retreats, and being exposed to many other people with 
disabilities. It was overwhelming, but I’m thankful for these 
experiences because they changed the way I look at the world. 
	 Many big sisters might excitedly relate tales of their sibling’s 
first word; I, however, will always remember my sister’s first sign: 
‘more.’ Because of her, I now have rudimentary signing skills, 
I know how to use a TTY, and I’ve even become acclimated to 
having captions on the television. One thing I love about having 
a sister who is deafblind—it’s never a boring day at our house!”

“As we all know, having a child who is deafblind 
changes life for everyone in the family, especially 
for sisters and brothers. I have worried about 
how our ‘typical’ daughter is impacted. Will she 
need years of therapy to deal with these issues? 
Will she go running from our home as soon as 
she has her high school diploma in hand? 

Now that our daughter is old enough, I signed her 
up for a sib shop—a support group for siblings 
of kids who have special needs. I wasn’t sure 
how she would like it. After the first meeting, I 
peppered her with questions about what it was 
like. I received mostly monosyllabic responses. I 
felt a little frustrated and not sure if it was going 
to be a worthwhile effort. Later, I saw that my 
daughter had written in big letters ‘SIBSHOP’ on 
the calendar for all the upcoming meetings. That 
was all I needed to know.”

One sibling’s view:
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“When our son was 5,  

he got glasses to see 

better and tubes to 

facilitate better 

hearing—hopefully 

speech would follow. 

Neither happened, and 

we had to accept that 

quick fixes would not be 

a part of our lives. But 

after six years of trying 

our little guy can finally 

put on his own socks, 

which shows sometimes 

success comes to those 

who take the hard road 

and just keep trying.”

“I think my breaking point was when Samuel was 
in his first week in the NICU (neonatal intensive 
care unit) and undergoing his first major surgery. 
I was nervous and trying to heal from surgery 
myself. When I saw Samuel being rolled down the 
hall by his doctor, my heart felt like it was going 
to come out of my chest. As I watched him roll by, 
I knew that I could not look at him, not this way. 
My sweet baby had bars on his face called a jaw 
distraction. My friend noticed the expression on 
my face as I made my husband go see Sam first. 
She said the most profound words, ‘It’s okay to 
not be okay.’ I let go and began to weep. I had 
been trying with all my might to hold it together 
and be the strong one. With her help, I realized I 
don’t have to—it’s okay to not be okay.”

“When your child has a terminal condition, there may 
come a time when you must come to the realization 
that there is nothing more that you can do. You 
need to keep in mind quality of life issues for your 
child—not for yourself, but for your child. This could 
mean letting the inevitable happen. There may be 
some medical procedures that could extend your 
child’s life, but at what cost? If the side effects of the 
procedure would decrease your child’s quality of life, 
you, as the parent, may need to make the decision 
that the procedure may not be in your child’s best 
interest. This is hard to write, but that is the place  
we are at now.”

Sometimes it seems as though the road you’re traveling is off the
 map. How can you know where to turn when the road becomes  

really rough? At difficult times, such as when caring for a medically 
fragile child, seeking the support of families that share this deafblind  
connection can be invaluable. In sharing time with these families, 
you will find a safe haven to talk about your child’s diagnosis, work 
through the loss of abilities as your child’s health declines, or find 
support for your other children. The people you choose to surround 
yourself with should be those who acknowledge and accept your 
feelings as valid—even those mixed feelings of grief and relief for both 
your child and you if your child’s life comes to an end. We’re on this 
road together. We can help each other along the way.

Take care in difficult times.
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