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Parent to Parent
Letter from Parent to Parent

Dear Kansas family,
Welcome! We are so glad this packet found its way to you. We know personally that
sensory loss comes with lots of questions and that answers aren’t always easy to find. Lisa
and I both have children with CHARGE syndrome. Juggling all the things that life brings in
addition to parenting a child with a disability is hard work. We both found that we had to
navigate much of the system on our own and do most of the research ourselves; our goal is
to make sure you have a better start. We have compiled a list of resources, therapy options,
and locations throughout the state we hope you find helpful.
This road can feel daunting and scary but we are here to help, and we hope to make
it a little bit less intimidating as you begin this journey.
Please keep our contact information on hand and reach out if you have any
questions or if we can help support you in any other way. Always remember, you are not
alone – we are in this together!
Sincerely,
Kim Freeman
CHARGE Syndrome Foundation Liaison for Kansas
kansaschargeliaison@gmail.com
Lisa Collette
Family Engagement Coordinator, Kansas Deaf-blind Project
Lcollette@kssdb.org
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Welcome to Holland by Emily Perl Kingsley

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......
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
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......
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.
c1987 by Emily Perl Kingsley. All rights reserved.
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Parent and Caregiver Bill of Rights

1.

I have the right to enjoy my life as intensely as possible.

2.	

I have the right to play and be silly without feeling guilty.

3.

I have the right to ask for help.

4.	

I have the right to grieve.

5.	

I have the right to laugh or cry, whichever I need at the moment.

6.	

I have the right to step away and just breathe.

7.

I have the right to have 5 minutes to myself.

8.

I have the right to just be in the moment.

9.	

I have the right to be gentle with myself and know that I don’t have to be
everything to everyone all the time.

10.	 I have the right to respectfully disagree.
11. I have the right to not be judged by myself or others.
12.	 I have the right to say “no.”
13.	 I have the right to take time away for myself.
14. I have the right to feel my feelings and to validate them within myself.
15.	 I have the right to share or not share my feelings all the time.
16.	 I have the right to say that today I did the best I could do.
17. I have the right to keep things in my life that are special and only for me.
18.	 I have the right to take care of myself.

Source: http://www.parentcompanion.org/article/parent-and-caregiver-bill-of-rights
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Deaf/Hard of Hearing
Deaf/Hard of Hearing Fact Sheet
What is hearing loss?
Hearing loss is a reduced ability to detect sounds. Many people try to describe hearing loss as a percentage. This
is not the most accurate way to describe it. It is better to describe it by the type and the degree of hearing loss.
Hearing loss can happen when any part of the ear or auditory (hearing) system is not working in the usual way.

What caused my child’s hearing loss?
Over 50% of infants born with hearing loss have no known risk factors for hearing loss. Do Not Blame Yourself!
Some of the risk factors for hearing loss are:
• Family history of hearing loss.
• A syndrome that is known to have hearing loss.
• Craniofacial abnormalities, such as a cleft lip, palate, ear pits, or ear tags.
• Certain infections in the mother during pregnancy such as CMV (cytomegalovirus), toxoplasmosis,
herpes, and rubella.
• Complications during birth such as prematurity or lack of oxygen.
• Admission to a neonatal intensive care unit for more than 5 days.
• Certain infections such as bacterial meningitis, mumps, measles, or whooping cough.
• Recurrent ear infections.
• Very loud noise such as fireworks, loud music, or gunfire.
• Trauma, such as head injury.
These are some of the most common risk factors of hearing loss. Your audiologist or doctor can give you more
information about other risk factors and causes of hearing loss. The cause of your child’s hearing loss may never
be known.

Types of hearing loss
• Conductive Hearing Loss - Hearing loss caused by something that blocks sounds from getting through the

•
•

•
•

outer or middle ear and being “conducted” to the inner ear. Some causes of conductive hearing loss
include impacted wax, perforation (hole) in the eardrum, or middle ear fluid and/or infection. This type of
hearing loss can sometimes be treated with medicine or surgery.
Conductive Permanent Hearing Loss - Hearing loss caused by malformation of the outer ear, ear canal, or
middle ear structures. This type of hearing loss can sometimes be corrected with surgery at appropriate
developmental ages.
Sensorineural Hearing Loss - Hearing loss that occurs when there is a problem in the way the inner ear or
hearing nerve works. Some causes of sensorineural hearing loss are hair cell damage or malformation of
the cochlea. Sensorineural losses are generally perceived as a loss of clarity of sound, but not necessarily
a decrease in loudness, and are more likely to be permanent.
Mixed Hearing Loss - Hearing loss that includes both a conductive and a sensorineural hearing loss. An
example of a mixed hearing loss is a child with permanent sensorineural loss and a temporary conductive
loss due to middle ear fluid.
Auditory Neuropathy Spectrum Disorder - Hearing loss that occurs when sound travels through the ear
normally up to the cochlea but doesn’t reach the brain as an understandable input.
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Hearing loss can also be described as:
• Unilateral or Bilateral - Hearing loss is in one ear (unilateral) or both ears (bilateral).
• Pre-lingual or Post-lingual - Hearing loss happened before a person learned to talk (pre-lingual) or after a
person learned to talk (post-lingual).

• Symmetrical or Asymmetrical - Hearing loss is the same in both ears (symmetrical) or is different in each
ear (asymmetrical).

• Progressive or Sudden - Hearing loss worsens over time (progressive) or happens quickly (sudden).
• Fluctuating or Stable - Hearing loss gets either better or worse over time (fluctuating) or stays the same
over time (stable).

• Congenital or Acquired/Delayed Onset - Hearing loss is present at birth (congenital) or appears sometime
later in life (acquired or delayed onset).

Terms used to describe people with hearing loss:
• hearing impaired is used for a child with any degree of hearing loss. (Many people don’t like this term and
•
•
•

prefer to use the term hard of hearing.)
hard of hearing is used if a child has a mild to severe degree of hearing loss.
deaf, when spelled with a little or lower case d, means “audiologically deaf.” This term is used to describe
a profound or severe to profound degree of hearing loss.
Deaf, spelled with a capital or uppercase D, is used by the Deaf Community to mean “culturally Deaf.”
A person can have any degree of hearing loss to be a member of the Deaf Community. Members of the
Deaf Community communicate using sign language and have a culture that they identify as their own.

Tips and Strategies for a Child with Hearing Loss

What Do We Do Today?
Love Your Baby and Enjoy Them!!!!
The first few weeks and months after you have learned about your child’s hearing loss can be a busy and
overwhelming time.

Here are some ideas to help you:
Interact and communicate with your child.
Some parents find that talking to their child feels “different” because they aren’t sure how much their child
is hearing. You don’t have to wait to start working on communication. Communicate with your baby as you
normally would.
Use a natural voice. Babies do respond to the special intonation patterns and facial expressions we reserve
just for them. Lots of eye contact, touch, hugs, and kisses help babies learn how to interact. Face-to-face
conversations are good for all babies, but especially for babies with hearing loss.
Your child needs to watch your mouth move, and watch your facial expressions.
Be sure to stay close and face-to-face when communicating with your child. Babies learn from routines you have
and the things you do and say in everyday life. Your child will benefit from your communication as you do tasks
such as change a diaper, give a bath, and play games like peek-a-boo.
Seek support from family and friends.
People who are close to you can be a great support. Your friends and family may share your feelings and
opinions about what is best for your child. They may also have differences. Invite the support people in your
child’s life to participate in visits to the audiologist, early intervention visits, and parent group meetings.
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Keep a journal.
A journal is a place where you can write down important things about your child.
Write down sounds that your child responds to or new vocalizations your child makes. As your child
changes and grows, you will be able to see how far she has come!
Write down questions to ask professionals when you meet them.
Write down the feelings and experiences you are having.
A notebook such as one that holds this guide is a great place for keeping copies of clinical reports and important
forms for your child. When you go to appointments, it will be easy to show others results or have them make
copies if needed.

PEOPLE YOU WILL MEET ALONG YOUR JOURNEY

You will meet many new people as a result of your child’s hearing loss.
These people could be audiologists, early intervention specialists, medical professionals, and parents and
caregivers of children with hearing loss. Here is a brief description of ways in which each of these groups may be
of help to you.
Audiologist
The audiologist may help by:
• Having the skills and equipment for infant hearing testing. Recommending amplification (hearing aids, FM
systems), or cochlear implants to meet the needs of your child.
• Providing audiological follow-up, monitoring, and maintaining your child’s amplification system including
well-fitting earmolds.
• Testing your child with and without amplification and discussing your child’s responses to sounds.
• Providing information about early intervention program options and working with you and early
intervention specialists.
Early Intervention Specialist (Maybe a Speech-Language Pathologist, Teacher of the Deaf, Audiologist, Early
Childhood Special Educator, Occupational Therapist, Physical Therapist, etc.). The Early Intervention Specialist
may help by:
• Describing the support and available services through early intervention programs and your family’s
participation.
• Discussing your observations and concerns about your child.
• Answering your questions about the effects of your child’s hearing loss on communication, and
participating in family activities and learning.
• Helping to assess both your child’s and family’s strengths and needs.
• Providing a comprehensive family-centered early intervention program that will help your child with
listening and communication skills.
• Working with you and the audiologist to help your child learn to use amplification and make sure it
functions properly.
• Documenting records of your child’s progress in communication and developmental areas.
• Working with you to plan your child’s educational needs when at age 3, your child is ready to transition
from the early intervention program.
• Providing opportunities for networking with adults and children with hearing loss.
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Pediatrician/Family Practitioner
Your child’s primary care physician may help by:
• Coordinating care as well as addressing other medical conditions that may be associated with hearing
problems.
• Working with an audiologist experienced in infant hearing testing.
• Providing information about medical and/or surgical treatment for the various types of hearing loss.
• Referring promptly for amplification and early intervention upon confirmation of a hearing loss.
• Referring to early intervention programs and specialist counseling (i.e. ENTs, Geneticist).
• Treating your child – or referring to an ear specialist – when your child has a middle ear infection that may
increase the degree of hearing loss.
• Referring to specialist counseling (i.e., ENTs, Geneticist).
Otolaryngologist or Ear, Nose, Throat (ENT) Physician
The ENT may help by:
• Confirming the nature of the hearing loss.
• Answering your questions about medical or surgical treatment for different types of hearing loss.
• Authorizing the use of hearing aids for your child.
• Evaluating your child’s need for ventilation tubes.
Genetics Team Consists of a clinical geneticist and a genetic counselor.
The Geneticist may help by:
• Performing a test or examination to find out the cause of your baby’s hearing loss.
• Determining if the hearing loss is genetic or inherited.
• Informing you of the chance of having another child with hearing loss.
• Working together to offer the best advice and care for you and your child.
Cochlear Implant Team/Surgeon
The cochlear implant team may help by:
• Determining if your baby is a candidate for an implant.
Parent of children who are deaf or hard of hearing (D/HH)
Parents (hearing/deaf) may help by:
• Sharing experiences they have had with professionals and early intervention programs.
• Telling you about the people and resources they have found useful.
• Listening to you.
• Sharing their initial feelings related to parenting a child with hearing loss and how feelings change over
time.
• Telling you about their child’s achievements.
• Getting your children together for playtimes.
Adults who are deaf or hard of hearing
Adults who are Deaf or Hard of Hearing may help by:
• Sharing life experiences.
• Serving as a role model.
• Serving as a language model.
Source: SoundBeginnings Newborn Hearing Screening Resource Guide
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Sound START
Birth to Three Services for Children
Who are Deaf/Hard of Hearing

A Program of the Kansas School for the Deaf
Sound START Mission:
To ensure that families of infants and toddlers who are deaf/hard of hearing receive comprehensive, unbiased
information and support.

A Program of the Kansas School for the Deaf
Sound START Mission:
To ensure that families of infants and toddlers who are deaf/hard of hearing receive comprehensive, unbiased
information and support.
Services we provide:
• Visits with primary service providers and families in the natural environment
• Consultations with service providers and families
• In-services and workshops on issues relating to servicing the deaf/hard of hearing
• Population
Who we serve:
• Sound START works directly with service providers servicing children who are deaf/hard of hearing,
regardless of level or type of hearing loss. This includes children who have mild hearing loss or unilateral
hearing loss.
• We service children regardless of communication mode
• Communication opportunities
• Early language development
• ASL development
• Auditory skill and speech sound development
• Information about a child’s hearing loss
• Technology available for children with hearing loss
• Deaf culture
• Transition to Part B
Contact Information:
Erin Schuweiler, MS Ed						
Sound START Coordinator 					
Phone: 913-210-8149
Email: eschuweiler@kssdb.org

Kansas School for the Deaf
450 E. Park, Olathe, KS 66061
Fax: 913-324-0601
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Deaf/Hard of Hearing
Resource List
SoundBeginnings (Kansas’ Newborn Hearing Screening Program):
http://www.soundbeginnings.org/
Kansas Hearing Aid Bank: Supports families in acquiring hearing aids for their children who are deaf/hard of
hearing ages birth-three. Please talk to your audiologist or email Liz Schardine, Elizabeth.Schardine@ks.gov.
Kansas School for the Deaf (statewide supports for children who are deaf/hard of hearing): www.ksdeaf.org
My Baby’s Hearing: https://www.babyhearing.org/
National Deaf Education Center: https://www3.gallaudet.edu/clerc-center.html
Parent Group
Kansas Chapter of AG Bell–Wichita Area
Contacts: Tina Stuchlik at tstuchlik33@gmail.com | Kristen Ivy at kristen.ksagbell@att.net
Alexander Graham Bell Association for the Deaf and Hard of Hearing helps families, health care providers
and education professionals understand childhood hearing loss and the importance of early diagnosis and
intervention. Members include parents of children with hearing loss, adults with hearing loss, and the professionals
who serve them.
PATHS: Kansas support group for families with children who are deaf/hard of hearing.
Contact Loralee Plummer, lplummer@kssdb.org
Parent to Parent Support:
• Hands & Voices: http://www.handsandvoices.org/
• American Society for Deaf Children: https://deafchildren.org/
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Visual Impairment
Visual Impairment Fact Sheet
What is visual impairment?
Not all visual impairments are the same, although the umbrella term “visual impairment” may be used to describe
generally the consequence of an eye condition or disorder. The eye has different parts that work together to
create our ability to see. When a part of the eye doesn’t work right or communicate well with the brain, vision is
impaired.

What are the different types of visual impairments?
Most of us are familiar with visual impairments such as near-sightedness and far-sightedness. Less familiar visual
impairments include:
• strabismus, where the eyes look in different directions and do not focus simultaneously on a single point;
• congenital cataracts, where the lens of the eye is cloudy;
• retinopathy of prematurity, which may occur in premature babies when the light-sensitive retina hasn’t
developed sufficiently before birth;
• retinitis pigmentosa, a rare inherited disease that slowly destroys the retina;
• coloboma, where a portion of the structure of the eye is missing;
• optic nerve hypoplasia, which is caused by underdeveloped fibers in the optic nerve and which affects
depth perception, sensitivity to light, and acuity of vision;
• cortical visual impairment (CVI), which is caused by damage to the part of the brain related to vision, not
to the eyes themselves.
• there are also numerous other eye conditions that can cause visual impairment.
Because there are many different causes of visual impairment, the degree of impairment a child experiences
can range from mild to severe (up to, and including, blindness). The degree of impairment will depend on:
• the particular eye condition a child has;
• what aspect of the visual system is affected (e.g., ability to detect light, shape, or color; ability to see
things at a distance, up close, or peripherally); and
• how much correction is possible through glasses, contacts, medicine, or surgery.
The term “blindness” does not necessarily mean that a child cannot see anything at all. A child who is considered
legally blind may very well be able to see light, shapes, colors, and objects (albeit indistinctly). Having such
residual vision can be a valuable asset for the child in learning, movement, and life.

Where to go next:
If you have a child with a visual impairment, there are special services available through the Individuals with
Disabilities Education Act (IDEA). Depending on the age of your child, the following may be available:
• Kansas Tiny K services | A system of services to support infants and toddlers with disabilities (before their
3rd birthday) and their families. A list of contacts for Tiny K services is included in this packet.
• Special education and related services | Services available through the public school system for schoolaged children, including preschoolers (ages 3-21).
Center for Parent Information and Resources. (2017, March 31). Visual Impairment, Including Blindness. http://www.parentcenterhub.org/wpcontent/uploads/repo_items/fs13.pdf
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Tips and Strategies for a Child
Who is Blind or Visually Impaired
• Learn as much as you can about your child’s specific visual impairment. The more you know, the more
you can help yourself and your child.

• Understand that your child is receiving small bits of information at a time, not all at once through vision.
Help your child explore new things with his or her senses and build up a concept of the “whole.” For
example, your child might need to be shown a banana, help you peel it, feel the banana without its skin,
have a bite of it, and then help you mash it in her bowl to understand the qualities of bananas and that
bananas can be eaten in different ways. (2)

• Encourage curiosity and explore new things and places often with your child. Give lots of opportunities to
touch and investigate objects, ask questions, and hear explanations of what something is, where it comes
from, and so on.

• Learn how to adapt your home, given the range and degree of your child’s visual impairment. Help your
son or daughter explore the house and learn to navigate it safely.

• Encourage your child’s independence by letting him or her do things, rather than you doing them. Teach
how to do a chore by using hands-on guidance, give lots of practice opportunities with feedback. Now,
your child knows the skill, too.

• Work with the early interventionists or school staff (depending on your child’s age) to build a solid
individualized plan of services and supports that address your child’s unique developmental and
educational needs.

• Talk to other parents of children who have visual impairments similar to your child’s. They can be a great
source of support and insight into the challenges and joys of raising a child with vision problems.

• Keep in touch with the professionals working with your child. Offer support. Demonstrate any assistive
technology your child uses and provide any information teachers will need.
Find out how you can augment your child’s learning at home.
1.	 Center for Parent Information and Resources. (2017, March 31). Visual Impairment, Including Blindness.
https://www.parentcenterhub.org/visualimpairment/#parents
2.	 American Foundation for the Blind. (2011). What’s different about the way visually impaired children
learn? Retrieved April 4, 2017, from the Family Connect website:
http://www.familyconnect.org/info/browse-by-age/infants-and-toddlers/education-iandt/whats-differentabout-the-way-visually-impaired-children-learn/1235
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Kansas Part C Referral Flow Chart
Who to contact when an infant is diagnosed with a visual impairment
STEP 1
Local tiny-k Program
Infant/toddlers diagnosed with a visual impairment not correctable with treatment,
surgery, glasses/contact lenses are automatically eligible to receive early intervention
services (IDEA Part C) at no cost to the family. Services are based on the needs of the
child and priorities identified by the family and delivered through a Primary Service
Provider Model.
Find your local tiny-k program:
http://www.ksits.org/download/network_brochure.pdf

STEP 2
Kansas State School for the Blind
Local programs that do not employ a teacher of students who are visually impaired may
contact KSSB for further support including functional vision assessment, consultation,
learning media assessment, pre-braille, orientation and mobility and/or vision services as
appropriate and identified jointly with the family as part of the Individual Family Service
Plan (IFSP).
Contact: Aundrayah Shermer
Phone: 913-305-3016 (Voice)
Email: ashermer@kssdb.org
Website: https://www.kssb.net/

STEP 3		
Kansas Deaf-Blind Project
Local programs may also access additional support from the Kansas Deaf-Blind Project in
cases of combined hearing and vision loss or deaf-blindness.
Contact: ksdeafblind@kssdb.org
Phone: 913-645-5645 (Voice)
Website: https://www.kansasdeafblind.org/

Part C of the Individual with Disabilities Education Act (IDEA) is a statewide program designed to enhance
parent’s ability to care for their children 0 through 2 years of age that experience disabilities
or developmental delays by providing special services to the child and family. Kansas InfantToddler Services agencies in the child’s natural environments (a place where a child normally
spends time) by highly qualified professionals.
KDHE-ITS Website: http://www.ksits.org/index.html
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Blind/Visual Impairment
Resource List
Organizations that will help or assist with getting eyeglasses.
Kansas Lions Sight Foundation and Lions Clubs
Local clubs offer help for vision services such as eye exams, glasses, vision screenings, and eyeglass recycling.
Clubs also provide health programs to control and prevent diabetes and diabetic retinopathy, the leading cause
of vision loss among working adults. For more information, visit: https://kansaslions.org/
Sight for Students-VSP Global
Have providers throughout the state who can provide free vision exams and eyeglasses to children in need.
https://vspglobal.com/cms/vspglobal-outreach/gift-certificates.html
New Eyes for the Needy
Provides glasses for people in need. An application must be applied for by a social service agency.
https://new-eyes.org/
Kansas City Free Eye Clinic
Helps low-income and homeless people in the metro area with access to preventive eye exams and glasses.
https://www.kcfreeeyeclinic.org/
Local Catholic Charities
Sometimes local Catholic Charities organizations will pay for eyeglasses. Contact your local Catholic Charities
organization.
Kansas City’s Medicine Cabinet
Provides help (including eyeglasses) to low income, underinsured, and uninsured metro-area residents.
https://kcmedicinecabinet.org/get-help/
One Sight
Provides assistance in getting eyeglasses to eligible patients who demonstrate a visual and financial need.
https://onesight.org/faqs
Success Vision-Topeka
Provides one free pair to a student in Topeka “low income” schools. They need a letter confirming enrollment of
the student in that school on school letterhead with the federal tax id number. https://successvision.com/
All About Vision
Provides free eye exams and glasses for individuals including infants, students, and adults as well as discussing eye
services available through Medicaid, the Child Health Insurance Program, and Medicare. For more information,
visit: https://www.allaboutvision.com/eye-exam/free-exam.htm
Vision USA
A program provided by doctors of optometry that provides basic eye health and vision care services free of
charge to uninsured, low-income people and to families that do not qualify for government aid or private health
care assistance. For more information, visit: http://www.aoafoundation.org/vision-usa/whoiseligible
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Deaf-Blindness
(Combined Hearing & Vision Loss)
Deaf-Blindness
Fact Sheet
What is deaf-blindness?
A child doesn’t have to be completely deaf and/or blind to be considered deafblind. Deaf-blindness is a
combination of hearing and vision loss to some degree. The degree of vision and hearing loss varies from one
child to another. Deaf-blindness impacts the way an individual accesses information.
Individuals with deaf-blindness cannot rely on vision or hearing to effectively compensate for the lack of the other
sense. It requires special modifications and support that go beyond what is typically necessary with a vision or
hearing loss or alone.
Four primary causes of vision and hearing loss:
1. Hereditary/chromosomal disorders
2. Prenatal viruses, diseases or harmful chemicals
3. Complications at birth
4. Postnatal injuries or illnesses
How deaf-blindness impacts and individual depends on three main factors:
• Type and degree of the vision and hearing loss
• The age of onset of the vision and hearing loss
• The presence of additional disabilities
Children who are deaf-blind share similar characteristics related to learning and interaction:
• They may be withdrawn, inwardly focused, or preoccupied with their bodies.
• They need to feel secure
• They have difficulty development concepts
• They have difficulty communicating and interacting with others
• They require specific modifications and supports to learn and interact with the world
• They can benefit from routine and systematic instruction
Source: http://www.sparkle.usu.edu/Topics/deafblindness/index.php

Tips and Strategies for a Child Who is Deaf-Blind
The senses of vision and hearing are often referred to as the “distance senses” – that is, they connect a child
with the world that extends beyond his or her personal body space. Children who are sighted and hearing
learn language and many important concepts without any specifically planned in structure. They learn simply
by being surrounded by language and by having ready access to environments that are safe, interesting, and
invite exploration. The senses of vision and hearing help the child organize information from the environment.
The young child who is deaf-blind, however, does not have access to opportunities for this “incidental learning”
and the information the child does obtain from contact with people and the environment is often fragmented or
distorted.
A sighted and hearing infant comes to anticipate daily routines because of the sights and sounds associated with
them and can prepare himself or herself for the activity in advance. A young child who is deaf-blind misses these
cues because of limited vision or hearing and may find the world unpredictable and confusing, possibly even
scary.
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The amount of information children are able to gather depends not only on the amount and type of vision and
hearing they have, but also on how they learn to use that vision and hearing. Each child learns to make use
of available sensory information in his or her own way. Some children interact with their world primarily through
touch, while others may rely more on vision or hearing. For many children, a combination will be most useful.
“Hello. It’s me. Let’s play”
Always greet your child with a special “hello” (touching her chest or shoulder, for example) to let her know
someone is there. Then let her know who it is with your own special “name sign” (by helping her feel Dad’s
scratchy chin or beard, or Mom’s hair, or a watch or ring you always wear). Tell her what you will do together
(touch her diaper to indicate diaper changing, for example, or introduce a favorite toy or movement game).
Remember to say “goodbye” before you leave, perhaps by waving “bye” with your hand under her hand.
Establish predictable routines with clear beginnings and ends
What routine activities happen during the day for you and your child? Consider activities such as eating, dressing,
bathing, and playing and think about how you can let your child know what will happen when it will start, and
when it will end. Perhaps you have a special blanket on which you play on the floor together. Getting this out
together and sitting down on it will signal the beginning of play. Putting it away together signals the end.
Involve your child in the whole activity
Your child will learn the sequence of the activity and develop many concepts through his active participation
in the whole activity. Remember that a young child who is deaf-blind must physically participate in the entire
sequence of an activity in order to gather the same information that another child gathers just by watching.
For example, at mealtime, you and your child go to the kitchen together, open the cabinet, take out a bowl,
take out the jar of food, open the drawer to get a spoon, and put the food into the bowl. Perhaps you heat it up
in a microwave oven and when the bell rings, you both bring the warm food to the table. At the beginning of a
meal, your child may touch his bib before you help him put it on, and when he is finished eating he can help take
off his bib. You bring the dirty dishes to the sink together and turn on the warm water to rinse them. Throughout
the activity, you offer your child simple signs (hungry, eat, drink, all done, wash).
Provide opportunities to make choices
Throughout the day, give your child choices: bounce or rock? cracker or juice? bells or slinky? pat your hands or
kick your feet? You could show her two toys (perhaps the giggle ball and a mylar balloon) from which to choose.
If she has some vision, you may hold the toys where she is best able to see them, alternately moving each one to
help get her visual attention and watching to see which one she looks at longer or reaches toward. If she is not
able to see the toys, you can help her touch each toy by gently bringing the toys to her hands (rather than taking
her hands and putting them on the toys) and watching to see which one she touches longer, keeps her hand on,
or tries to grasp. (Sometimes you may have to guess her choice.)
Remember to offer pauses
Some children take a little longer to process the information that they are receiving. It is important that they are
given enough time to respond. If we don’t allow the child this time, she may give up trying. Respect your child’s
pace and follow his or her lead. If she has chosen the giggle ball, you turn it on for her, then after brief playtime,
turn it off and pause, waiting expectantly, leaving both your hand and the giggle ball very close to her hand. She
can have some control over the game by telling you she wants “more. “ She may do this by vocalizing, or making
movements such as kicking her feet, waving her arms, touching the ball, or touching your hand. When you slow
down and offer plenty of pauses, you allow your child time to anticipate and respond. You also give yourself time
to recognize your child’s responses.
Watch for cues
Stay alert for signals your child may give you that he or she is “ready” to communicate and participate in turntaking games. Your child may signal that she wants to continue the game or, perhaps, she is “all done” or needs
a break from the communication/interaction. She may kick her feet, wave her arms, make sounds, reach to
touch your hand or the giggle ball or use another signal.
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Explore the world together (“hand under hand”)
Helping your child understand that others are sharing the same experiences with him is an important factor in
building relationships and self-esteem. The hands of a child who is deaf-blind become his ears, eyes, and voice. If
he is exploring a toy, join him by gently placing one of your fingers under part of his hands. Likewise, if you want to
show something to a child, encourage him to place his hands over your hands as you move toward the object.
This way you can explore together. Then you may gently remove your hand so he can play on his own.
Encourage use of all sensory information
Help your child who is deaf-blind learn to use vision and hearing for functional activities and to interpret the
limited sights and sounds that are available. Approach your child gently to let him know you’re available for
interaction; do not “surprise” him with unexpected or abrupt touches or sounds. Attend to and imitate any
actions and sounds; invite him to take another turn; let him know you share his interests. Offer consistent touch
and object cues to signal the beginning of an activity and use movement and body contact during your
interactions.
Use appropriate cues
Use simple, consistent, and respectful cues that will be understandable to your child.
Cues should be clearly related to the activity from your child’s perspective and presented just before the activity
starts. To let your child know it is bath time, for example, you might dip his foot in the water, sign “bath,” pause to
observe his response, then lower him into the tub. In this way your child will learn to anticipate familiar activities;
his world will be predictable and interesting, and he will develop a trusting relationship with the people who care
for him.
Expose your child to language
Children hear a great deal of verbal language long before they learn to talk themselves. Likewise, a young
child with deaf-blindness needs to be involved in an environment that is rich in all forms of communication.
This may include words, signs, gestures, touch cues, object cues, movement cues, contextual cues, visual and/
or auditory cues. Provide your child with language in any form he can understand. When you use object cues,
pair them with simple signs. As you respond to your child’s communications, offer him simple signs. As a parent,
you instinctively can discriminate between a cry of hunger and a cry of pain. Just as a mother would respond
to a baby’s cry by saying, “Oh, you’re hungry”, we must provide the same response using signs so the child will
gradually learn that “every time I’m hungry and I cry, mom does this; maybe if I do the same thing I won’t need
to cry.”
Help your child interact with others
As she begins to interact with other children, you can be a facilitator. Help other children learn effective ways to
understand and respond. Help them learn how to use their hands to provide cues and how to use their hands to
play together in a respectful way that encourages active participation and exploration by both children.
Through play, your child can learn a great deal:
• Trust and anticipation that certain things will always occur
• How to make things happen
• Ways to ask for help, ask for more, ask to be done
• The power of making choices
• Better understanding of the world
• Communication in its many different forms
Source: Early Interactions With Children Who Are Deaf-Blind by Debora Gleason
https://www.nationaldb.org/info-center/early-interactions-factsheet
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Concept Development:
For children with deafblindness, one of the most critical areas related to learning is concept development.
Concept development is sometimes confused with skill development.
• A concept is a mental representation, image, or idea of tangible and concrete objects (e.g., a chair, a
dog) and intangible ideas and feelings (e.g., colors, emotions).
• A skill is the ability to do something (e.g., tying a shoe, using vision to find an object).
Concepts can be divided into three groups:
• Concrete concepts: relate to objects or things that are tangible (e.g., a car, a chair).
• Semi-concrete concepts: relate to an action, color, position, or something that can be demonstrated but
not held in one’s hand (e.g., jumping, behind, red).
• Abstract concepts: include feelings (e.g., love, nervousness).
Sighted and hearing children receive a constant flow of visual and auditory information which facilitates
the development of concepts. For children with combined hearing and vision loss, the flow of information is
incomplete. Concepts don’t develop naturally or easily. Alternate strategies must be useful to teach these
children concept development.
The six areas of concept development are affected by deafblindness:
1. Objects exist: children with deafblindness have difficulty learning about the existence of objects because
they can not see or hear objects clearly.
2. Objects have permanence: children with combined vision and hearing loss can’t observe objects and
people at a distance and know that things exist beyond their fingertips.
3. Objects differ: children with deafblindness won’t know that one object is different from another unless
they can touch and explore them.
4. Objects have names or labels: children with both a hearing and vision loss need to use touch to support
language learning.
5. Objects have characteristics: children with deafblindness will have difficulty identifying the different
characteristics of objects because of the lack of access to information about those objects.
6. Objects have functions or use: children with combined vision and hearing loss can’t observe how objects
are used or hear the sounds associated with the functions of objects.
General Strategies that can be helpful in assisting children who are deafblind to develop concepts:
• Use activities that are meaningful to the child
• Use activities that the child enjoys
• Attach language to all experiences
• Build on language that is already known to the child
• Use a total communication approach that is appropriate for the child
• Remove variables that may cause confusion for the child
• Generalize the concepts to a variety of situations.
Source: http://www.sparkle.usu.edu/Topics/concept_development/index.php

The KS Deaf-Blind Project offers free SPARKLE training
and materials from the Ski-Hi Institute for parents
to help support young children with deaf-blindness
(combined hearing and vision loss).
Please contact: ksdeafblind@kssdb.org
Project SPARKLE is a program of individualized learning that enhances the ability of parents of children who are
deaf-blind to fulfill their roles in the development and education of their children. The training program focuses on
deaf-blindness, vision, hearing, touch, concept development, intervention and communication.
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Deaf-Blindness
Resource List (Kansas)
Students who are identified as Deaf-Blind in Kansas are eligible for different services through a variety of groups
and programs� Here is a brief look at some of the services available�
The Kansas State School for the Blind
The Kansas State School for the Blind’s vision is “The right help, at the right time, in the right
location”� KSSB is the home of the Kansas Deaf-Blind Project, a key component of our Field
Services Department that provides statewide outreach to students in Kansas ages 0-21 who
are Blind, Visually Impaired, or Deaf-Blind� Website: www�kssb�net� Phone: 913-305-3015 (voice)

Kansas School for the Deaf
Every student who is Deaf or Hard of Hearing in Kansas will achieve personal success and
become a responsible citizen—this is KSD’s vision� Individuals throughout the state of Kansas,
ages birth to 21, who are Deaf or Hard of Hearing deserve quality outreach services, resources,
and support� For information, go to www�ksdeaf�org� Phone: 913-210-8111 (voice)

Kansas Deaf-Blind Project
Provides free consultation and distance mentorship, professional development
training, person-centered planning, transition support and resources, limited
scholarships for workshops/conferences, scholarships for certified paraprofessionals
(interveners), family engagement, and parent networking opportunities. Serves families
and educators with a student, birth to 21 years of age, and on the Kansas Deaf-Blind Project registry and census.
To register a student, obtain the application from our website, www.kansasdeafblind.org
For more information, email: ksdeafblind@kssdb.org or call 913-645-5645 (voice).
KSDE/Kansas Deaf-Blind Fund
Kansas is the only state that has a special fund appropriated by the legislature to support students
(birth through 21) who are deaf-blind in their educational programs� This fund is administered by
the Kansas State Department of Education and provides up to $3,000 per student until the fund is
depleted� The funds are used to offset costs associated with educating students who are deafblind and who have current certification on the Kansas Deaf-Blind Census. Funds can be used in
the following areas: Assistive technology (including adaptive equipment), Consultation,
Evaluation as described in the Deaf-Blind Fund application�
.

Helen Keller National Center, Great Plains Regional Office
Advocates for individuals with combined vision and hearing loss
serves students age 14—senior citizens. Serves as a life-long point of
contact to services and resources. Connects individuals, families,
and agencies to resources Identifies individuals for the National Registry of Persons Who are Deaf-Blind (https://
www.helenkeller.org/hknc/national-registry). Offers access to an array of training programs for youth and adults
at our training center on Long Island, New York (https://www.helenkeller.org/hknc/youth-programs). Provides
consultation, technical assistance, and learning opportunities (professional/consumer) to support successful
outcomes for consumers to work and thrive in the community of their choice.
For more information, call 913-677-4562 (voice) / 913-227-4282 (videophone)
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iCanConnect in Kansas
Free technology and training for people of all ages with combined vision and
hearing loss. Applicants must be able to perform a “distance communication”
function including sending texts, making phone calls, receiving email messages, using social media, and making
video calls. Technology assessments can determine what equipment is provided including smartphones,
computers, tablets, keyboards/skins, screen reader and magnification software, braille displays and notetakers,
alerting devices, neck loops, and amplifiers. Eligibility includes verification of vision and hearing loss and
household income. The program is administered through Assistive Technology for Kansans: 620-421-8367 (voice).
Application and contact information are available at http://www.icanconnect.org/how-to-apply/kansas
Kansas Instructional Resource Center
The purpose of the Kansas Instructional Resource Center (KIRC) is to work with local, state, and
federal entities to identify and acquire educational resources needed for the success of all Kansas
learners with vision impairments, including deaf-blindness, birth to 21 years of age.
KIRC maintains an up-to-date collection of braille and large print textbooks, specialized equipment, and
professional resources in support of parents, Teachers of Students with Visual Impairments (TSVIs), and education
facilities working with qualified students in obtaining educational goals. Through annual APH Quota funds, and a
repository textbook and equipment library, available items are loaned at no cost to those working with eligible
learners. Materials are loaned on a “school year” basis but may be renewed as needed. When items are no
longer needed, those materials and locally purchased textbooks are returned to KIRC and made available to
others. Material requests may be submitted by phone to 913-305-3071 or online at http://webopac.klas.com/ksirc.
APH Registration and Quota Funds
Each January, in cooperation with The American Printing House (APH), under the Act to Promote the Education
of the blind, notification regarding the registration of eligible students is sent to directors of infant toddler services
and superintendents of public and private pre-kindergarten through 12 programs throughout Kansas. The number
of registered students is used to determine the Annual QPH Quota allocation for each state. Annual Quota funds
may then be applied toward the acquisition of qualified APH products https://www.aph.org/federal-quota/

Deaf-Blindness
Resource List (National)
National Family Association for Deaf-Blind
The National Family Association for Deaf- Blind (NFADB) is a nonprofit, 501(c)(3)
organization that has served families with individuals who are deaf-blind since 1994.
Originally started by and for families, NFADB has expanded to include any interested
individuals, professionals, organizations, and agencies that wish to empower the
voices of families with individuals who are deaf-blind. The term “deaf-blind” means any combination of hearing
and vision loss, occurring at any age, for any number of reasons.
Website: https://nfadb.org/
National Center on Deaf-Blindness
There are approximately 10,000 children and youth in the United States who have been
identified as deaf-blind. Deaf-blindness is a low-incidence disability and within this population
there is great variability in terms of age, race/ethnicity, cause of deaf-blindness, and severity
and type of hearing and vision loss. Ninety percent have additional physical, medical, or
cognitive disabilities.
As a national technical assistance center, NCDB works with state deaf-blind projects and other partners to
improve educational results and quality of life for children who are deaf-blind and their families.
Website: https://www.nationaldb.org/
The Usher Syndrome Coalition
The Usher Syndrome Coalition’s mission is to raise awareness and accelerate
research for the most common genetic cause of combined deafness and
blindness. The Coalition also provides information and support to individuals and
families affected by Usher Syndrome. For information, please email info@usher-syndrome.org.
Toll-free 1-855-998-7437 (1-855-99-USHER) Option 0. https://www.usher-syndrome.org/
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CHARGE SYNDROME
CHARGE SYNDROME
Fact Sheet
CHARGE syndrome refers to a specific set of birth defects, medical problems, and developmental issues. The
most distinctive birth defects are coloboma, choanal atresia, and characteristic ears (external ears and small/
absent semicircular canals).
Diagnosis should be made by a medical geneticist. Diagnosis is based on key features, ideally with DNA testing
for CHD7 mutations.
Key features:
• Coloboma
• Cranial nerve abnormalities
• Choanal atresia
• Heart defects
• Characteristic external ears
• Esophageal defects
• Small/absent semicircular canals
• Genitourinary abnormalities
• CHD7 gene mutations
Incidence: One in every 8,000-10,000 births. Every person with CHARGE has a unique set of features. There is a
wide variation in physical features and cognitive ability.
Cause: Mutations in the CHD7 gene on chromosome 8 are found in 80-90% of cases. There is no relationship to
sex, race, nationality, religion, socio-economic status, or prenatal exposure. Recurrence: It does not usually run
in families. Recurrence risk to unaffected parents is 1-2%. If a parent has CHARGE Syndrome, the risk to a baby is
50/50. Sensory deficits: Most individuals with CHARGE have difficulty with hearing, vision, and balance. This results
in delayed motor development and communication. The educational term for combined vision and hearing
deficits is “deafblind.”
Cognitive ability & testing: Many have decreased cognitive abilities, but 30-50% have normal intelligence. The
intelligence of children with CHARGE is often underestimated due to the effects of combined hearing, vision,
and balance issues. Testing, therapies, and educational intervention MUST take into account hearing, vision, and
balance status.
Lifespan: There is increased mortality, especially in the first two years. Although individuals with CHARGE remain
medically fragile, lifespan can be normal.
Outcome: Individuals with CHARGE need medical care appropriate to their particular features. In addition, early
intervention and appropriate and challenging educational and vocational programs specific to their sensory
needs are imperative. Although there are many problems, children with CHARGE can survive and become
healthy, happy citizens.
Why do they think my child has CHARGE?
Your child likely has several birth defects and may already have had some genetic testing, such as chromosomes
or a microarray. If those tests have not provided the answer and the baby has coloboma, choanal atresia, or
distinctive ear findings, CHARGE syndrome should be considered. Most babies with CHARGE also have other
problems (heart, trachea, esophagus, etc.). Your medical geneticist should be able to tell you why the diagnosis
of CHARGE is being considered.
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What is CHARGE syndrome?
CHARGE is a recognizable genetic syndrome most often caused by mutations in the CHD7 gene. It occurs in
about 1 in every 10,000 births. Most individuals with CHARGE have distinctive features, including coloboma,
choanal atresia, and/or ear abnormalities, along with other birth defects.
Why is a diagnosis important?
A diagnosis provides an explanation for why your child has multiple issues. It tells the doctors what other potential
problems to look for in your baby and gives you information about what caused your baby’s problems and
whether it could happen again.
How do they make a diagnosis?
Confirming a diagnosis of CHARGE requires exams by various specialists (genetics, ophthalmology, cardiology,
ENT, audiology), imaging (kidney ultrasound, brain & inner ear MRI), and tests (CHD7 DNA testing). A medical
geneticist should put together all of the information to determine if CHARGE is the best diagnosis for your child.
Is there a test to confirm CHARGE?
Yes and no. CHARGE is still diagnosed by a medical geneticist primarily based on clinical features. CHD7 gene
testing is very helpful and should be ordered if CHARGE is being considered. This test takes several weeks to be
completed and does not always provide answers. If a mutation in CHD7 is identified in a child with CHARGE
features, the diagnosis is confirmed. But negative CHD7 testing does not rule out CHARGE. A significant number
(~20%) of individuals with CHARGE do not have identifiable mutations in CHD7. Testing may become better in the
future.
Why are so many different specialists seeing my child?
Who is in charge? Most children with CHARGE have complex medical issues. Many different specialists will be
following your child. Communication between all these specialists and with the parents is often less than ideal. If
you can identify one specialist who is in charge of coordinating your child’s overall care, that may help. It may
be a cardiologist, a geneticist, or someone else. Some hospitals have care coordinators to help. Sometimes it is
possible to have a “team meeting” to bring together all of the specialists to explain (to you and one another)
the plan of care for your child. The Management Manual for Parents can help you understand the role of each
specialist. Don’t forget your pediatrician. Children with CHARGE are children first. A pediatrician is important for all
of the regular things like immunizations, weight checks, ear infections, and so on. Your pediatrician may also be
an advocate for you and your child in the complex medical system.
How does CHARGE syndrome happen?
Most cases of CHARGE are caused by a mutation, or change, in the gene CHD7. This mutation usually happens
for the first time in the person with CHARGE – it is usually not inherited from either parent. Not all people with
CHARGE have a change in the CHD7 gene – other genes for CHARGE may be discovered in the future. CHARGE
is NOT caused by any known exposures during pregnancy nor is it related to sex, race, nationality, religion, or
socioeconomic status.
Will it happen again?
Probably not. Most of the time, the CHD7 mutation happened only in the sperm or egg that formed your child
with CHARGE. In rare cases, the mutation happened in the gonads – the organs that make sperm or eggs. In
those rare cases of gonadal mosaicism, there is a recurrence risk. Overall, if we look at all couples who have
one child with CHARGE and look at what happens in the next pregnancy, 98% of the time, the next baby is fine.
About 1-2% of the time (1/50-1/100), there is another baby with the same CHD7 mutation as the first child with
CHARGE.
What about my child’s children?
A person with CHARGE has one gene for CHARGE and one normal gene. The chance of passing on the CHARGE
gene is 50-50 for an individual with CHARGE. People in the family with the same CHD7 mutation may or may not
have similar features.
Can it be diagnosed before birth?
If a CHD7 mutation is identified in a person with CHARGE, it is possible to test other people (or pregnancies or preimplantation embryos) for that same gene. One reason to do CHD7 testing in a child with CHARGE is to make it
possible to look for it in other family members.
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Will my child see and hear? Most children with CHARGE have limited vision and/or hearing. Many parents
are told their child will be “blind” or “deaf.” Legal blindness does not mean the inability to see anything. Even
significant hearing loss can often be helped with aids of various sorts. In the early stages of a newborn’s life, it is
difficult to predict eventual vision and hearing abilities. The early predictions you are given may not turn out to be
accurate. Routine visits to pediatric ophthalmology, ENT, and audiology will help uncover your child’s abilities.
You as parents or caregivers know your child best. Doctors see your child for short periods outside of the home.
Keep doctors and therapists informed of the progress you see at home. Take comfort in knowing that these kids
learn to naturally compensate by using whatever vision or hearing they have. For them is it not a loss – it is all they
know.
How does CHARGE affect cognitive abilities?
The sensory losses (hearing, vision, balance), time lost to surgeries, and frequent illness have a huge effect on
the child’s exposure to the stimulation that shapes cognitive abilities and other skills. We expect children with
complex medical issues to be delayed. But catch-up often happens. Because of the sensory deficits, especially
vision and hearing, communication is a big concern. A communication system must be established before the
cognitive ability can be determined. Intelligence is routinely underestimated due to vision, hearing, learning,
motor, and/or speech disabilities. Take advantage of all services available to help your child reach full potential,
whatever that may be.
What does the future look like for my child?
Although children with CHARGE have many challenges, they can survive and become healthy, happy citizens.
Doctor visits and medical problems taper off and/or change as your child grows. Accept that you can’t predict
what will happen and enjoy today while doing what you can to prepare for the future. NEVER underestimate
your child’s abilities. Be involved, interact, and enjoy. As hard as it may be at times, they grow up fast, overcome
many obstacles, and will make you proud.
What services are available?
Most states have Early Intervention (EI) programs for children from birth to three and school-based programs
starting at age three. Most EI programs include services such as physical therapy (gross motor skills such as
crawling and walking), occupational therapy (fine motor skills such as pinching and grasping), speech therapy,
education, and possibly vision and hearing services.
In the US, every state has a DeafBlind program. Your child does not have to be deaf or blind to qualify. Most
children with some vision loss and some hearing loss qualify for services through the DeafBlind program starting in
the newborn period.
If you have not heard of these programs yet, ask to speak with a hospital social worker and ask her to help you
find out more about what is available in your area.
Source: © The CHARGE Syndrome Foundation 318 Half Day Road #305, Buffalo Grove, IL 60089 • www.chargesyndrome.org • info@
chargesyndrome.org

Tips and Strategies for a Child with
CHARGE Syndrome
Educational Needs of Children with CHARGE Syndrome
By Martha M. Majors and Sharon Stelzer

Educating a child with CHARGE is very complex. When developing an educational program many components
should be considered. These include the following topics:
Communication
Most children with CHARGE have both vision loss and hearing loss (dual sensory impairment: deafblindness).
Most benefit from a total communication approach. Total communication means incorporating anything
and everything: gestures, simple signs, print/Braille, facial expression, symbols, and PECS (Picture Exchange
Communication System) in addition to speech and sign language. The modes for each child are highly
individualized and the entire team (including the family) needs to participate in developing and consistently
instituting the plans.
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Sensory losses and the impact of vision and hearing loss
It is important for the team to take careful notice of the functional vision of the child as well as the hearing loss,
the impact of hearing loss on communication, and the total effects on day-to- day functioning. Determine the
communication bubble! [The communication bubble includes how far out and how well a child sees and how
far out and how well a child hears. It also needs to take into account things like lighting, ambient noise and other
factors.] Many types of accommodations will likely be necessary in the educational setting and these should
be written into the child’s IEP. Consultation with vision and hearing specialists can be helpful in determining
appropriate accommodations.
Curriculum
Curriculum should be challenging and both age and content appropriate. Children with CHARGE are very
capable. Due to communication challenges and delays in using expressive language, their overall cognitive
ability is often, if not usually, underestimated. In fact, many children with CHARGE are very clever, have an
impressive capacity to learn information, to retain ideas and to do well in academic subjects. They have specific
learning needs, can benefit from specific teaching strategies and must be challenged through access to a highly
motivating and flexible curriculum. They benefit from a curriculum that incorporates a variety of skills across a
variety of settings. As goals are achieved other skills can be added to enhance knowledge and growth.
Environments
Children with CHARGE often require frequent sensory “breaks.” Some types of break examples might include:
bean bag chair soft cushion on the floor magazines and books in a comfortable space quieter room with low
lighting; small space with three walls and comfortable seating swings of different types, weighted blanket or vest.
There should be adequate space within classrooms or nearby to ensure access for the child who needs time to
relax, to do something that calms and allows time to be quiet (see article by David Brown). Fatigue can quickly
overcome a child. The ability to take a quick “break” is critical for the child to be able to maintain a calm
demeanor. A flexible schedule that allows for “breaks” is important; staff should be aware of “signals of behavior”
and how to respond to the child; anticipation of the need for a break is a key to minimizing the behavioral
outbursts and creating a successful educational environment for a child with CHARGE.
Physical environments can be arranged to motivate and intrigue the child with CHARGE. By having a flexible
environment that can change and grow, optimal learning can take place.
For example:
• Having a space that reflects the likes of the student, such as hanging pictures of their favorite people
including characters can make the work or relaxing space inviting.
• Having some environments or spaces created with intriguing materials that peek the interest of the
student can make learning fun. Rotate materials to keep the child interested and motivated.
• Using creative imaginative ideas can change an ordinary space into anywhere in the world. For example,
the science area can become a spaceship to our solar system.
As much as possible, these ideas should be integrated into all educational settings and across all environments.
Strategies for structuring activities:
• Organizational skills – work in an organized manner (left to right, top to bottom) using Checklist
• Negotiation – allow the child to feel as if he/she is in control. Give a variety of choices as well as use
first, then, strategies.
• Sharing – foster peer-to-peer interactions. Encourage turn taking as a precursor for conversational
communication.
• Motivation – select activities that are interesting to the student. Use materials that are interesting and
rewarding.
• People preferences – give choices of WHO should do tasks/lessons with the student whenever
possible.
• Partial vs. full participation – have the child do as much of a task or activity as possible to feel
successful. Avoid setting up for failure by having an activity that has too many steps or is too long.
• Functional activity – in all activities, ask yourself “will this skill or activity be useful in the future?”
• Modeling – engage the child by modeling the steps in an activity
• Choice making – allow for choices across settings. Let the child feel in control. Choices may be
limited or guided, but must be offered.
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•

•
•
•
•
•
•

Age appropriate content/curriculum – all content and curriculum should be based on age and
cognitive abilities. Don’t underestimate the cognitive abilities of these children! Both factors should
be considered when planning.
Active vs. Passive learning – alternating activities between quiet (sitting-desk work) and movement
oriented (delivery jobs, getting things, physical education class, recess, etc.)
Clear expectations/Limit setting – set clear, firm limits that remain consistent. Give the child time and
opportunities to learn these expectations.
Follow Student’s Lead – allow students to be leaders, watch and see what interests them.
Incorporate these ideas into lessons.
Natural routines environment – teach in environments in which activities naturally occur.
Variety of exciting content – although routines and structure are important, keeping the content
dynamic is critical for the student with CHARGE.
Task analysis – break tasks into smaller steps that allow the child to feel successful.

Sensory Techniques
• Awareness of hands/touch – allowing others to touch for signaling, (tapping) tactile signing, etc.
• Signals: Verbal/Auditory/Visual – gesturing to gain attention, using voice or sound cue to gain
attention.
• Prompt levels hand-under-hand – use an adults’ hand as guides under the child’s as a less invasive
technique.
• Sensory breaks – allow pause time during activities and in between activities.
Timing

• Beginning-middle-end – make sure all activities have a clear beginning, middle, and end that are at
the student’s level of understanding.

• Structure and routine – having predictable schedules and routines play to the strength of the child
with CHARGE.

• Pause time for response – WAIT, WAIT, WAIT, allow the child with CHARGE to respond in a manner
they are most comfortable.
Curriculum
• Child centered curriculum – the child should drive the curriculum, the curriculum should not drive the
child.
• Expanding environments – some children with CHARGE need to start activities in “smaller”
environments (less physical space or less cluttered). As they mature and grow environments can
become bigger (physically) and more challenging.
What Every Student with CHARGE Needs to Know:
Social Skills (how to be an effective communicator)
• How to be a part of a group – as member that is accepted by the group
• How to negotiate – how to get their point across and know when to surrender
• How to take turns & share – to take the appropriate amount of turns in conversations. BE a listener as
well as a speaker/signer.
• How to help out – be part of a family by doing chores. In school, have school jobs.
Cognitive Skills
• How to be organized – work, think & execute in an organized manner
• How to anticipate activities (calendar system) – know exactly when the order things will happen
• How to cope with behaviors – know when & what to do when on “sensory” overload or stressed.
• How to make choices – know that here are choices & the choices may be from a “set” group. Know
that all choices are not possible at all times.
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CHARGE Syndrome
Resource List
CHARGE Syndrome Foundation Parent to Parent Resources
If you are interested in finding someone in your area please contact the foundation at 800-442-7604 or by
sending an email to info@chargesyndrome.org for a list of families.
The CHARGE Syndrome Foundation website:
https://www.chargesyndrome.org/
CHARGE Family Support Groups
CHARGE Syndrome Foundation Facebook Group
http://www.facebook.com/groups/chargesyndrome
CHARGE Syndrome Foundation Facebook Page
https://www.facebook.com/chargesyndromefoundation/
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CHARGE'SYNDROME'CHECKLIST:'HEALTH'SUPERVISION'ACROSS'THE'LIFESPAN'
''''''''''''''''''''''''''''''''''''''''(FROM'HEAD'TO'TOE)'
-

*Shaded-boxes-indicate-key-assessment-points'

INFANCY'
(0:2'years)'
!
!
!

!
!
!
!

ADULTHOOD'
(18+'years)'
!
!
!
!

Clinical!diagnosis!(Blake!et!al.!or!Verloes!or!Hale!et!al.!criteria)!
Genetic!testing!–!Genetics!consult!(CHD7!analysis,!array!CGH)!
Genetic!counselling!
CNS!malformations/hypoplasia!olfactory!bulb/temporal!bone!(semiEcircular!
canal)!malformations!–!requires!MRI/CT!
Seizures!–!more!common!at!older!ages!–!consider!EEG!
Cranial!nerve!problems!–!monitor!for!absent!sense!of!smell,!facial!nerve!
palsy,!sensorineural!hearing!loss,!vertigo,!swallowing!problems!

!
!

!
!

!
!

!
!

Coloboma,!risk!of!retinal!detachment!E!Ophthalmology!consult!!(dilated!eye!
exam!in!infancy,!vision!assessments)!!
Corneal!exposure!–!lubricating!eye!drops!
Photophobia!–!tinted!glasses,!sunhat!
Choanal!atresia/cleft!palate/tracheoesophageal!fistula!E!ENT/Plastics!consult!
Audiometry!and!tympanometry,!monitor!for!recurrent!ear!infections!
Adaptive!services!for!individuals!with!deafness/blindness!
Cochlear!implant!assessment!if!applicable!
Obstructive!sleep!apnea!–!monitor!for!tonsil/adenoid!hypertrophy!
Excessive!secretions!–!consider!Botox,!medication!
Dental!issues!–!consider!cleaning!under!anaesthetic!

!

!

!

!

!
!
!
!
!
!
!
!
!

!
!
!
!
!
!
!
!
!
!

!
!
!
!
!
!
!
!
!
!

!
!
!
!
!
!
!
!
!
!

!
!

!
!

!

GENETICS'

ADOLESCENCE'
(12:17'years)'

NEUROLOGY'

CHILDHOOD'
(3:11'years)'
!
!
!
!

EYES,'EARS,'NOSE'AND'THROAT'

!

-

!
!

!
!

Gastroesophageal!reflux!–!Gastroenterology!consult!–!consider!motility!
agents!with!proton!pump!inhibitor!
Poor!suck/chew/swallow!E!feeding!team!assessment/intervention!
Aspiration!risk,!tracheoesophageal!fistula!–!swallowing!studies!
May!need!supplemental!feeds!–!frequently!requires!gastrostomy!tube!or!
gastrojejunostomy!tube!
Constipation!–!consider!Senna!glycoside!with!polyethylene!glycol!
Renal!anomalies!–!abdominal!u/s!+/E!VCUG,!blood!pressure!monitoring!

!

!

!

!

!
!

!
!
!

!
!
!

!
!
!

!
!
!
!
!
!
!
!
!
!
!
!
!!
!
!
!
!
!
!
!
!

!
!
!
!
!
!
!
!
!
!
!
!
!!
!
!
!
!
!
!
!
!

!
!
!
!
!
!
!
!
!
!
!
!
!!
!
!
!
!
!
!
!
!

!

'

RESPIROLOGY'

CARDIOLOGY'

Cardiac!malformations!common!–!major/minor!defects,!vascular!ring!or!
arrhythmias!possible!(echocardiogram,!chest!xEray,!ECG)!E!Cardiology!consult!
Sinusitis,!pneumonia,!asthma!E!monitor!
Anesthesia!risk!(difficult!intubations/postEop!airway!obstruction/aspiration)!
–!extensive!preEoperative!assessment,!combine!surgical!procedures!

GASTROENTEROLOGY'
GENITOURINARY'

'

'

!

!

Hypogonadotropic!hypogonadism!–!LH,!FSH!by!3!months!
Genital!hypoplasia!(if!undescended!testes!E!consider!orchidoplexy)!
Delayed!puberty!–!Endocrinology!consult!E!gonadotropin!levels,!HRT!
Osteoporosis!–!DEXA!scan!
Poor!growth!–!Endocrinology!consult!–!GH!stimulation!test,!GH!therapy!
Obesity!E!monitor!
Fertility!and!contraception!E!discuss!
Note!presence!of!thymus!at!open!heart!surgery!
Routine!immunizations/antibody!titres!to!immunizations!in!adolescence!
Recurrent!infections!–!Immunology!consult!
!

SYSTEM'

IMMUNE'

'

ENDOCRINOLOGY'

'

!
!
!
!
!
!
!
!
!
!
!
!
!!

Scoliosis/kyphosisE!monitor!
Mobility!(affected!by!ataxia,!hypotonia)!E!evaluate!

!

Assess!gross!and!fine!motor!skills!–!Occupational!Therapy,!Physiotherapy!
Communication,!language,!writing!abilities!–!Speech!Language!Therapy!
Consider!deafEblind!consultant!
Prepare!for!transitions!to!school,!situations,!places,!systems!
Psychoeducational!assessment,!Individualized!Education!Plan!
Sleep!disturbances!–!consider!melatonin!
Behavior!management!–!selfEregulation,!impulse!control,!anxiety,!
obsessions,!compulsions,!anger!!
Toileting!skills!E!support!
Life!skills/adaptive!behaviour/social!skills/social!play!
Address!sexuality!
Family!stress!–!offer!supports!and!resources!
Medical!selfEmanagement!–!work!on!managing!medications,!understanding!
conditions,!seeing!healthcare!provider!independently!

!
!
!
!
!
!
!
!
!
!
!

!

!
!
!
!
!

!
!
!
!
!

!
!
!
!
!

!

!

!

'

PSYCHOLOGY'
DEVELOPMENTAL'

'

MSK'

!

!
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CHARGE'SYNDROME'CHECKLIST:'HEALTH'SUPERVISION'ACROSS'THE'LIFESPAN'
''''''''''''''''''''''''''''''''''''''''(FROM'HEAD'TO'TOE)'
'
Abbreviations'Used'in'Checklist'
CGH!E!comparative!genomic!
hybridization!
CNS!E!central!nervous!system!
CT!E!computed!tomography!
DEXA!scan!E!dual!energy!XEray!
absorptiometry!
EEG!E!electroencephalogram!
ENT!E!ear,!nose!and!throat!
!

FSH!E!follicle!stimulating!hormone!
GH!E!growth!hormone!
HRT!E!hormone!replacement!therapy!
LH!E!luteinizing!hormone!
MRI!E!magnetic!resonance!imaging!
MSK!E!musculoskeletal!
U/S!!E!ultrasound!
VCUG!E!voiding!cystourethrogram

Resources'

! The!CHARGE!Syndrome!Foundation!(http://chargesyndrome.org/aboutE
charge.asp)!

! The!CHARGE!Informational!Pack!for!Practitioners!(SENSE!UK)!

(https://www.sense.org.uk/content/chargeEinformationEpackEpractitioners)!

! Book!E!CHARGE!Syndrome!(Genetics!and!Communication!Disorders),!1st!ed.!
Hartshorne!TS,!Hefner!M,!Davenport!S,!Thelin!J.!2011!

! OMIM!Entry!#214800!CHARGE!Syndrome!
(http://www.omim.org/entry/214800)!

! CHARGE!Syndrome!International!Conference!
! CHARGE!Syndrome!Listserv!
! CHARGE!Syndrome!Facebook!Group!
! Perkins!School!for!the!Blind!eElearning!
(http://www.perkinselearning.org/videos)!

! Deafblind!International!(http://www.deafblindinternational.org/index.htm)!
! Open!hands,!open!access:!deafEblind!intervener!learning!modules!
(http://moodle.nationaldb.org)!

!

Key'General'References'
1. Blake!K,!Prasad!C.!2006.!CHARGE!syndrome.!Orphanet!J!Rare!Dis!1:!34!
2. Brown!D.!2005.!CHARGE!syndrome!“behaviors”:!challenges!or!adaptations?!Am!J!
Med!Genet!Part!A!133A:!268E272!
3. Hsu!P,!Ma!A,!Wilson!M,!Williams!G,!Curotta!J,!Munns!CF,!Mehr!S.!2014.!CHARGE!
syndrome:!a!review.!J!Pediatr!Child!Health!50:!504E511!
Page-2-

!
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Other Resources
CARE PLANS
For Children with Special Needs
A care plan is a way to share information about your child with others. The plan is written information about how
to best care for your child’s health needs. You and your child’s doctor can develop the care plan together.
A care plan may include:
• What medicines your child takes and when
• What foods your child should avoid
• How often your child gets physical therapy
• What to do for your child in an emergency
How can a care plan help me?
Having written care plans can help you share important information with others who take care of your child. This
may include doctors, nurses, therapists, emergency medics, teachers, child care providers, respite providers,
grandparents, friends, and neighbors.
Families use care plans in different ways:
• A parent who has a child with developmental and health issues gives a two-page description of her child
to doctors, therapists, dentists, teachers, childcare providers, and even visiting family members as a way
of “getting everyone on the same page.” She also likes to include a photo of her child.
• One father of a child with ongoing health issues finds it helpful to write down his questions and concerns
before his child’s appointments. This helps him get organized, remember important questions to ask, and
have a place during the appointment to write out what the “next steps” will be.
• Another parent of a child who has had several health emergencies, keeps her child’s written care plan
with her at all times. It contains important information that doctors or emergency personnel will need to
know. She keeps a copy in her purse, in the car, at her child’s school, and in the home.
• In this booklet are three forms designed to help you create your child’s care plan. You may choose to use
one form or all three. You may use or change the forms to best fit the needs of your child
Source: https://cshcn.org/planning-record-keeping/create-your-own-care-plans-for-parents/
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CARE NOTEBOOK
For more copies, visit www.cshcn.org
2/15

Center for Children with Special Needs, Seattle Children's
Washington State Department of Health, Children with Special Health Care Needs Program
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CARE NOTEBOOK
For more copies, visit www.cshcn.org
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Clear Form Entries
CARE NOTEBOOK
For more copies, visit www.cshcn.org
2/15

Center for Children with Special Needs, Seattle Children's
Washington State Department of Health, Children with Special Health Care Needs Program
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DISCOVER CVI
Online Parent Group
Mission Statement:
Committed to providing a safe place for parents to connect, share ideas, information, and resources about
Cortical Visual Impairment.
Vision:
To foster a community of support for families who have a child with Cortical Visual Impairment.
To JOIN the group, register here: https://form.jotform.com/81925819584168
Discover CVI is a parent-led support group for parents of children with Cortical Visual Impairment (CVI). As
parents of children with CVI, we recognize that finding other parents who understand your journey and support
you along the way can be difficult. We’ve been there ourselves which is why we are excited about the
opportunity to participate in this local support group.
Discover CVI meetings occur on the 4th Tuesday of every month. The primary goal of the group is for
participating parents to provide ongoing support to one another. Our hope is that this will be fulfilled through
monthly meetings, periodic in-person gatherings and at times guest speakers based on parents’ interest.
We recognize people view “support” in many ways, so whatever your comfort level is in regards to participation,
it is welcome! This may mean you are a parent who just likes to listen, go ahead! Or, one that may not be able
to attend every meeting, not a problem! Most importantly we want you to know we are here and we want to
connect with you! Also, this is a judgment-free zone. As parents of children with special needs, it can sometimes
feel that others are critiquing or judging how you parent your child. We’ve been there too.
If you have questions or want to learn more, please feel free to reach out to us. We welcome the dialogue.
Thank you,
Jessica Cartwright,
Discover CVI Parent Lead
every.tribe78@gmail.com

Angela Degnan			
Discover CVI Parent Lead					
ardegnan@hotmail.com		

The group is sponsored by the Kansas Deaf-Blind Project (KSDB). Sponsorship by KS State School for the Blind (KSSB)/KSDB Project does not
imply endorsement of a particular philosophy, product or procedure. Discussions or materials presented at this meeting reflect the views of
participants for educational and informational purposes only and not as professional advice for specific cases or circumstances by KSSB/KSDB
Project.
The contents of presentations/meetings are developed under a grant from the U.S. Department of Education #H326T180051. However,
those contents do not necessarily represent the policy of the U.S. Department of Education, and you should not assume endorsement by the
Federal Government. Project Officer, Susan Weigert, Ph.D.
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Kansas School for the Deaf
Outreach Department

Deaf Mentor Program
Families with D/HH children aged birth - 5
WHAT the Deaf Mentor will provide:
• Ongoing home visits with an individual deaf mentor
• Use of National SKI-HI Deaf Mentor Curriculum
• Service based on family’s individual needs and goals
• A bridge between the family and Deaf Culture through events
and activities
What you will LEARN:
• What it is like to be deaf in a hearing world
• How to create a bilingual environment for your child
• American Sign Language (ASL)
• How to interact with your child
• Deaf Culture
WHO can sign up:
• Parents of children who are deaf or hard of hearing (birth – 5)
• Residents of the following towns/counties and surrounding areas:
- Johnson County
- Lawrence
- Leavenworth
- Wyandotte Country
- Topeka
- Wichita

For more information, or to sign up for the Deaf Mentor Program,
please CONTACT:
Twila Latini, Deaf Mentor Coordinator
tlatini@kssdb.org or 913.324.5811

42

43

KS29. Prairie Band Potawatomi Nation
15380 K Road
Mayetta KS 66509
Justine Wakole E-mail: justinewakole@pbpnation.org
(785) 966-2707 Fax: (785) 966-2514
www.pbpindiantribe.com
Area Served: Prairie Band Potawatomi Reservation

Area Served: Part of Pottawatomie and part of
Wabaunsee (USD 320, 321, 323, 329, 330)

pwits-tinyk.org

KS28. Pottawatomie Wabaunsee Infant-Toddler Services
1010 8th Street
Wamego KS 66547
Teran Frick
E-mail: frickt@usd320.com
(785) 456-7366 Fax: (785) 456-6292

KS26. Ottawa-Wellsville Infant Toddler
1404 S. Ash Street
Ottawa, KS 66067
Jaci Sterling Email: sterlingj@usd290.org
(785) 229-8095 Fax: (785) 229-8019
Area Served: Part of Franklin (boundaries of
USD289 and USD290)

AREAS SERVED
are counties unless otherwise noted
***********
Number sequence is not concurrent
As some numbers have been retired

Area Served: Allen, Anderson, Bourbon, Chautauqua, Cherokee,
Crawford, Elk, Labette, Linn, Miami, Montgomery, Neosho, Wilson,
Woodson, and Central Heights School District in Franklin County

KS34. Southeast KS Birth to Three Program
947 W. 47 Hwy (PO Box 189)
Girard KS 66743
Liz Stone E-mail: liz.stone@greenbush.org
(800) 531-3685 or (620) 724-6281 Fax: (620) 724-7243
www.greenbush.org
About us/special education/tiny-k

KS33. TARC tiny-k
2701 SW Randolph Avenue
Topeka, Kansas 66611
Kelly Frantz-Langford E-mail: kfrantz@tarcinc.org
(785)506-8661
Referrals: Lori Eigenman E-mail: leigenma@tarcinc.org
(785)233-7374 or (785) 506-8621 Fax: (785) 232-2097
www.tarcinc.org
Area Served: Shawnee

KS32. Infant-Toddler Services of Sedgwick County
2258 N Lakeway Circle
Wichita KS 67205
Lee ‘Paco’ Price E-mail: lprice@rui.org
(316) 945-7117 Fax: (316) 945-7447
Debbie Mai
E-mail: dmai@rui.org
(316) 267-5437 Fax: (316) 267-5444
3223 N. Oliver Avenue, Wichita KS 67220
www.RainbowsUnited.org
Area Served: Sedgwick

KS31. Reno County Infant Toddler Program
Early Education Center
303 East Bigger Street
Hutchinson KS 67501
Valerie Shober E-mail: shoberv@usd308.com
(620) 615-5868 Fax: (620) 615-5871
Area Served: Reno

KS23. MCKIDS
1106 Hospital Drive
McPherson KS 67460
Peggy Stucky
E-mail: pstucky@mcphersoncountyks.us
(620) 241-9595 Fax: (620) 241-1760
http://www.mcphersoncountyks.us/
Area Served: McPherson

KS25. Three Lakes Educational Cooperative
Infant-Toddler Services
1318 N Topeka Avenue
Lyndon KS 66451
Ruth Jones
E-mail: rjones@three-lakes.org
(785) 828-3113 Fax: (785) 828-3671
www.three-lakes.org
Area Served: Osage, west-half of Franklin

KS30. REACH tiny-k Infant-Toddler Services
1407 Wheat Road
Winfield KS 67156
Emilee Wilke E-mail: emilee.wilke@greenbush.org
(620) 229-8304 Fax: (620) 221-2977
www.greenbush.org
Area Served: Cowley

KS22. Marion County Infant-Toddler Services
Marion County Special Education Coop
1500 E Lawrence Street
Marion KS 66861
Lori Soo Hoo
E-mail: lsoohoo@mcsec.org
(620) 382-2858 Fax: (620) 382-2063
Area Served: Marion

**************
KANSAS INFANT-TODDLER SERVICES
KANSAS DEPT HEALTH & ENVIRONMENT
1000 SW JACKSON, SUITE 220
TOPEKA, KS 66612-1274
(785) 296-6135
FAX: (785) 296-8626
www.ksits.org
9/2019

KS38. Pony Express Infant Toddler Services
405 N 4th Street
Marysville KS 66508
Mary Caffrey & Michelle Luppen
(785) 562-5502 Fax: (785) 629-8388
E-mail: mcits1@yahoo.com
michelleluppen@yahoo.com
Area Served: Marshall Co., USD 379 in Clay Co.,
USD223 in Washington Co

KS37. Wyandotte County Infant-Toddler Services
2220 N. 59th St., Suite 114
Kansas City KS 66104
Debbie Lair E-mail: debbie.lair@kckps.org
(913) 627-5510 Fax: (913) 627-5501
Area Served: Wyandotte
www.kckps.org/index.php/wyandotte-county-infanttoddler-services

KS36. Sunflower Early Education Center
1312 Patton Road
Great Bend KS 67530
Heather Quillin E-mail: hquillin@sunflowerdiv.com
(620) 792-4087 Fax: (620) 792-4685
www.sunflowerdiv.com/early-education
Area Served: Barton, Pawnee, Rice, part of Rush,
Stafford

KS35. Sumner County ICC
2410 North A Street
Wellington KS 67152
Desiree Vega E-mail: desireev@futures-unlimited.org
(620) 326-8906 Fax: (620) 326-6676
www.futures-unlimited.org
Area Served: Sumner

LOCAL
tiny-k
PROGRAMS

KANSAS
INFANT-TODDLER
SERVICES
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Area Served: Finney, Grant, Greeley, Hamilton, Haskell, Kearny,
Lane, Morton, Seward, Scott, Stanton, Stevens, and Wichita

KS03. Russell Child Development Center
714 Ballinger
Garden City KS 67846
Scott Kedrowski E-mail: skedrowski@rcdc4kids.org
(620) 275-0291 Fax: (620) 275-0364
www.rcdc4kids.org

KS02. Bright Beginnings of Butler County
409 N Main Street
El Dorado KS 67042
Susan Harsh
E-mail: sharsh@rui.org
(316) 320-1342 Fax: (316) 320-1216
Debbie Mai
E-mail: dmai@rui.org
(316) 267-5437 Fax: (316) 267-5444
3223 N. Oliver Avenue, Wichita KS 67220
www.RainbowsUnited.org
Area Served: Butler

Area Served: Barber, Clark, Comanche, Edwards, Ford, Gray,
Harper, Hodgeman, Kingman, Kiowa, Meade, Ness and Pratt

KS01. Arrowhead West, Inc., Infant-Toddler Services
401 Edgemore
Dodge City KS 67801
Erica DeAnda-Soltero
E-mail: esoltero@arrowheadwest.org
(620) 225-5177 x1301
Fax: (620) 227-8812
www.arrowheadwest.org

Note: some KS numbers have been retired

KS07. tiny-k Early Intervention— Douglas County
1430 Haskell Avenue
Lawrence KS 66044
Suzy Green: E-mail: sgreen@usd497.org
(785) 330-2323 Fax: (785) 330-2386
Www.usd497.org
Area Served: Douglas

KS06. OCCK Infant-Toddler Services —Dickinson County
300 N Cedar, Suite 221
Abilene KS 67410
Jean Gobber
E-mail: jgobber@occk.com
(785) 263-2208 Fax: 7(85) 263-3795
www.occk.com
Area Served: Dickinson

KS05. OCCK Infant Toddler Services —Cloud Republic
1502 Lincoln Street
Concordia KS 66901
Nancy Jefferson
E-mail: nancyj@occk.com
(785) 243-1977
Fax: (785) 243-4524
www.occk.com
Area Served: Cloud, Republic, USD 108 &
224 in Washington and Clay

Kansas Infant-Toddler Services - Local tiny-k Programs

KS14. Hays Interagency Coordinating Council
94 Lewis Drive
Hays KS 67601
Jennifer Oborny E-mail: jennifero@hacc.info
(785) 625-3257 Fax: (785) 625-8557
www.hacc.info
Area Served: Ellis and part of Rush

KS13. Harvey County Infant Toddler Program
816 Oak
Newton KS 67114
Jonni Brown
E-mail: jonni.brown@usd373.org
(316) 284-6510 Fax: (316) 284-6513
Area Served: Harvey

KS12. Geary County Infant Toddler Services
123 N. Eisenhower
Junction City KS 66441
Teri Dohrman
E-mail: teridohrman@usd475.org
(785) 717-4130 Fax: (785) 717-4217
www.usd475.org/programs/infant-toddler-services
Area Served: Geary and Fort Riley

KS11. Flint Hills tiny-k Program
19 Constitution
Emporia KS 66801
Keva Scheib E-mail: keva.scheib@usd253.net
(620) 341-2260 Fax: (620) 341-2261
Area Served: Chase, Coffey, Lyon, Morris,
Greenwood; USD417 in Wabaunsee Co

KS10. Northeast Kansas Infant-Toddler Services
500 E Sunflower Blvd.
Ozawkie KS 66070
Rachel Raydo
E-mail: tinyk-rachel@keystonelearning.org
Staci Hendrickson
E-mail: tinyk-staci@keystonelearning.org
(785) 876-2214 Fax: (785) 380-5010
Area Served: Atchison, Brown, Doniphan, Jackson,
Jefferson, Nemaha, USD 322 in Pottawatomie Co; USD
343 in Douglas Co

KS09. Northwest KS Educational Service Center EC3
703 W. 2nd Street
Oakley KS 67748
Katherine Kersenbrock-Ostmeyer
E-mail: kko@nkesc.org
(785) 672-3125 x111 Fax: (785) 672-3175
www.nkesc.org
Area Served: Cheyenne, Decatur, Graham, Gove,
Logan, Rawlins, Sheridan, Sherman, Thomas,
Trego, Wallace, part of Lane

1500 E Lawrence Street

KS22.
Marion
County
Infant-ToddlerServices
Services
KS22
Marion
County
Infant-Toddler

KS21. Leavenworth County Infant Toddler Services
210 E Mary
Lansing KS 66043
Maureen Hernandez
E-mail: maureen.hernandez@greenbush.org
(913) 250-1111 Fax: (913) 250-1115
Area Served: Leavenworth

KS19. Kid-Link/DSNWK
PO Box 310
Hays KS 67601
Tammy Dreiling
E-mail: tammy_dreiling@mydsnwk.org
(785) 621-5332 Fax: (785) 625-8204
www.dsnwk.org
Area Served: Norton, Osborne, Phillips, Rooks,
Russell, Smith

KS18. Jewell/Lincoln/Mitchell Counties ICC
1714 N Hersey Avenue (PO Box 506)
Beloit KS 67420
Cassie Kopsa E-mail: caskopsa@usd273.org
(785) 738-5275 Fax: (785) 738-9967
Area Served: Jewell, Lincoln, Mitchell, Downs in
Osborne Co

KS17. Infant-Toddler Services Network of Riley County
300 Griffith Drive, Annex-East (PO Box 471, 66505)
Manhattan KS 66502
Micah Karl E-mail: micahk@usd383.org
(785) 776-6363 Fax: (785) 776-6363
www.infant-toddler.org
Area Served: Riley, excluding the military base;
USD 383 and 384 in Pottawatomie Co

KS16. Infant Toddler Services of Johnson County
6405 Metcalf Avenue Suite 120
Overland Park KS 66202
Monica Ross E-mail: monica.ross@itsjc.org
(913) 432-2900 Fax: (913) 432-2901
www.itsjc.org
Area Served: Johnson

Area Served: Ellsworth, Ottawa, Saline

www.srhc.com/services/infant-child-development.php

KS15. Salina Infant Child Development
Salina Regional Health Center
Donna Vanier Children's Center
155 N Oakdale Suite 300
Salina KS 67401
Joyce Trower E-mail: jtrower@srhc.com
(785) 452-6050 Fax: (785) 452-6056

Marion County Early Childhood Agencies

...................

“Building a healthy future, one family at a time.”
Parents As Teachers
Info: Free parenting information,
personal home-visits, group
connections, developmental screenings, and
resource networking for families with children
prenatal to three years.
Contact: 620-947-4041 or
www.marioncountyparentsasteachers.com

Marion County Health Department
Info: Provides services including: health and
nutrition, immunizations, maternal child health,
childcare surveyor, public health emergency
preparedness, car seat program/installation, and
breastfeeding support.

Families and Communities
Together (FACT)
Info: Provides family financial assistance.
Must have children 18 or younger in the home.
Contact: 620-947-3184 opt. 5 or 620-877-0197
factmarioncounty.org

Healthy Families (KCSL)
Info: Provides free reliable support to
strengthen ones family and assist
parents who are overburdened by
stress factors.
Contact: 316-833-1988 or
www.kcsl.org/HealthyFamilies.aspx

Contact: 620-382-2550

Mid-Cap
Info: Assists low-income families as
they move to self-reliance, improved
income, and personal independence.
In addition, we provide opportunities
for housing, education and training,
employment support services, rent
and utility assistance and basic needs
through case management.
Contact: 316-775-3000 ext.100 or
mid-capinc.org

Marion County Early
Intervention
Info: Free developmental screenings for
children ages 0-5 years. Services for children
with a delay or exceptionality.
Contact:
Infant-Toddler Services (0-3)
620-382-2858 ext. 8 or
www.tiny-k.org
Early Intervention Services (3-5 years)
620-382-2858 ext. 7
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Child Care Aware

K-State Research and Extension

Info: Provides information about new
and veteran childcare providers within the
State of Kansas.

Info: Provides free information and services
related to aging, nutrition, community
development, youth and family development,
and agriculture related services.

Contact: 1-800-424-2246 or
www.childcareaware.org

Contact: 620-382-2325 or marion.k-state.edu

Circles of Marion County
Info: Guides personal goal setting, skills
training, and social connection towards a
permanent shift out of poverty.
Contact: 620-877-0899

Prairie View

Preschools and Head Start
Info: Marion County offers both private and public
Preschool available for children ranging from 3 to 5
years of age.
Contacts:

Info: Provides services to children,
adolescents, adults and older adults
for a complete range of behavioral
and mental health conditions.

USD 408 Marion Head Start: 620-755-4351
Stepping Stones Preschool (Marion): 620-382-3142
Sunshine County Preschool (Marion): 620-382-2821

Contact: 620-947-3200 or
prairieview.org

USD 410 Hillsboro Head Start: 620-755-4259

Harvey-Marion County CDDO

USD 397 Centre Preschool: 785-983-4321

Info: Supports for individuals with
developmental delays or disabilities,
and their families.

USD 398 Peabody Preschool: 620-983-2188

Kids Connection (Hillsboro): 620-947-3004

USD 411 Kinder Haus Preschool: 620-367-8118

Contact: 316-283-7997 or
www.harveymarioncddo.com

Early Childhood Task Force of Marion County

...................

The Early Childhood Task Force is a partnership of agencies, individuals and organizations
that provide support, training and services for pregnant women as well as children from birth through age 5 and their
families in Marion County. It is our goal to provide a continuum of targeted services for children and their families.
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Who can help?

Families Make a Difference

You are not alone!
Families Together, Inc. is here to assist you whether you are just starting out or
experiencing a challenge along the way. We provide assistance regarding early
intervention, education, health care, transitions, and community resources to support
the academic, behavioral, social, emotional, and mental well being of children, youth,
and families.
My child has a disability.
We understand and are here
to listen.

Are there resources to
help at home?

She is struggling in
school.

We can connect you with
resources in your
community.

We can help you understand
the special education
process.

He is being bullied.
What will he do after
high school?

We can provide tips and
tools on dealing with
bullying.

We are here to help you
and your youth navigate
the transition to adulthood.

No one understands.
She was suspended.

We can connect you with
another parent who has
similar experiences.

We can help you learn
about positive behavioral
supports.

Topeka
Wichita

(800) 264-6343 or (785) 233-4777
(888) 815-6364 or (316) 945-7747

Garden City
Spanish

(888) 820-6343 or (620) 276-6364
(800) 499-9443

This resource was developed through a grant from the U.S. Department of Education, #H323A170006, and administered by the
Kansas Department of Education. However, content does not necessarily represent the policy of the U.S. Department of Education, and
endorsement by the Office of Special Education Programs should not be assumed.
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Encouraging

Educating

Empowering

Programs and Services for Families


Services are free to families that include a
child/youth with learning, behavioral,
physical, emotional, and/or health
challenges.



Individualized assistance and support to
families throughout their child’s journey birth through age 26.
Training and resources for transition age youth (14-21) related to
college, employment and independent living.
Safe and confidential support that will help families brainstorm and
problem solve.
Assist families and professionals to understand the complex systems of
early intervention, special education, community service and health
care systems.

About Us
Families Together is Kansas’ federally
designated Parent Training &
Information Center (PTI) and Family-toFamily Health Information Center
(F2F). We provide support for families
and their children who have
disabilities, and/or special health care
needs.
Our Parent-to-Parent program
matches parents who have experience
raising a child with a disability with
parents who need someone to listen,
encourage and support them.










Workshops and training to increase advocacy skills and strengthen
family-school partnerships.
Connect families and youth to agencies, organizations, and community
resources.
Match parents who have experience raising a child with a disability with
a parent who needs someone to listen, encourage and support them.

Organizational Notebooks
Families Together provides many resources and services at
no cost, in both English and Spanish, on these topics and
much more:
 Special Education Services
 Multi-Tier System of Supports (MTSS)
 The Individualized Education Program (IEP)
 Advocacy
 Family-School Partnerships
 Infant-Toddler and Early Childhood
 Transition to Adulthood

How do I start?
Contact one of our centers
Topeka - (800) 264-6343
Garden City - (888) 820-6343
Wichita - (888) 815-6364
Spanish - (800) 499-9443
contactus@familiestogetherinc.org
www.familiestogetherinc.org
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How can Families Together help
me?
Families Together staff provides
families with training, resources,
and tools in order to become
empowered advocates with and
for their sons and daughters.

What can I expect?
By contacting Families Together,
you’re taking a step toward
finding more support for your
family.
Our staff are parents and/or
family members of individuals
who have disabilities themselves;
we understand what you are
experiencing and are ready to
help.

Special Health Care Needs

The Kansas Special Health Care Needs (SHCN) Program promotes the functional skills of persons, who have or are at risk for
a disability or chronic disease. The program is responsible for the planning, development, and promotion of the
parameters and quality of specialty health care in Kansas in accordance with state and federal funding and direction.
SHCN provides specialized medical services to infants, children, and youth up to age 21 who have eligible medical
conditions. Additionally, the program provides services to persons of all ages with metabolic or genetic conditions
screened through Newborn Screening.
Services may include diagnostic evaluations, treatment services, or care coordination and must be prior authorized. For
more information:  https://www.kdheks.gov/shcn/index.htm#services.

Kansas State Plan on Systems of Care for Children and Youth with Special Health
Care Needs:  https://www.kdheks.gov/shcn/state_plan.htm
SERVICES AVAILABLE:
Diagnostic Services are limited to a one-time evaluation without regard to family income, for Kansas youth under the age
of 21 years. Prior authorization is required and may be obtained by phone or letter from the program staff. Consultations
must be scheduled with SHCN contracted specialty providers. Second opinions are not covered. The application process
must be completed if medically eligible before additional services will be authorized.
Holistic Care Coordination Service is a partnership with clients and their families to assist them in navigating the systems of
care to achieve their optimal health. Care Coordinators partner with clients and their families in finding, understanding,
and accessing the services and resources on a medical, educational, community, and personal level to make sure they
are receiving the services needed. Everyone has individual needs and requires services and supports tailored to meet
those needs, so in partnership with clients, we work to identify their individual needs and wants. We develop an Action
Plan to help achieve their goals while providing the level of support they would like. Our goal at the KS-SHCN program is to
empower clients to feel confident in navigating services and supports while having a consistent person available for
assistance, support, and understanding. This program is offered FREE to any individual and their family who have a special
health care need or disability who qualifies for the KS-SHCN program. This is a voluntary program and all individuals have
the option of opting in or out at any time.
Direct Assistance Programs (DAPs) are available for eligible clients to choose from to meet their individual needs. Clients
can choose up to two DAP's per qualifying year. Care Coordinators explain the different DAPs to clients and will assist
them with their selections if needed. There are currently nine DAP options to chose from. DAP overview chart is available
in English and Spanish.
What part of the cost does SHCN pay?
Services must be prior approved before any cost-sharing can be determined. SHCN is the payer after insurance and
Medicaid.
Special Bequest
The Special Bequest Fund allows for specific requests for financial support of medical equipment, specialized care,
education, or other needed items that can improve health status, function, or quality of life for those with special health
care needs who meet SHCN eligibility requirements. All requests are subject to Special Bequest Commissioner approval.
The Special Bequest request form can be submitted online https://www.kdheks.gov/shcn/download/Spec_Beq_Req_Form.doc
System Navigation Training For Families is provided at locations across the state to help individuals and families learn how
to navigate the systems of care. This is a FREE one-day training offered to all families who have a loved one with a special
health care need. Training is limited to a maximum of 25 participants and conducted by individuals who also have
children with special needs. Topics covered during this these trainings include Insurance, medical services, self-care,
communicating with providers, Shared Plans of Care, transition, education, waivers, resources, etc. If you would like to
participate in a training or request one be conducted in your area, please call 785-296-1312.
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KS State School for the Blind
Is pleased to announce our

Preschool Enrichment Program
OUR VISION: To provide enrichment opportunities for children ages 3 to 5
who are blind or visually impaired.

•
•
•
•
•
•
•

Wednesdays and/or Fridays 8:45a-11:45a
Three hours each day
Follows KSSB School Calendar
NO COST
KS and MO accepted
Transportation provided by parents
1:1 student supports are not available

OUR FOCUS: Emphasize the Expanded

Core Curriculum (ECC) domains which are unique to students with a visual
impairment. These include age-appropriate braille readiness, communication,
orientation and mobility readiness, social skills, independent living skills, selfdetermination, technology, and
much more!!!

OUR GOAL: To Increase

concepts and skills through
intentional instruction and
experienced-based learning.
Speciﬁc IEP goals will not be
addressed. Play-based therapies
(SLP/OT/PT) are available.
Our new, accessible playground

Jennifer Klingele, KSSB Lead Teacher;TSVI/ECSE
jklingele@kssdb.org

Jon Harding, Ed.S.
jharding@kssdb.org
For more information: 913.645.5456
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Kansas Organizations & Agencies
Assistive Technology for Kansans
The statewide program serves Kansans in all 105 counties. Customers include seniors, infants and toddlers,
students, working-age adults, farmers with disabilities, active duty soldiers and veterans with disabilities, individuals
with vision and hearing loss, and other persons with disabilities and chronic health conditions. ATK provides
technology solutions in the areas of vision, hearing, speech communications, learning, cognition, mobility,
seating, daily living, environmental adaptations, vehicle modifications, computer and related technology,
recreation, and sports adaptations. Comprehensive AT services include product information, equipment loan,
device demonstration, device reuse/recycle, assessment, funding assistance, and training.
For more information, visit: http://atk.ku.edu/
B.E. Smith Family Center – Britain Development
913-676-2253
7415 Grandview St
Shawnee Mission, KS 66204
https://besmithfamily.org/
Providing therapy and education for children with special needs
Children’s Mercy Hospital
Please note: *Children’s Mercy has multiple locations and clinics to help meet your needs*
816-234-3000
Adele Hall Campus
2401 Gillham Rd,
Kansas City, MO 64108
https://www.childrensmercy.org/
Envision Child Development Center
610 N Main St, Wichita, KS 67203
https://www.envisionus.com
Provides programs and services to Kansans across the lifespan: The Early Childhood Development Center (ECDC)
is a daycare center for children who are blind or visually impaired from two weeks to age 5 years. ECDC also
provides home-based services to children who have a vision impairment and other health issues that prevent
them from attending daycare. Envision also offers services to school-aged children and adults.
Hartley Family Center for Childhood Hearing
The Hartley Family Center for Childhood Hearing serves families with children of all ages who are deaf or hard of
hearing, as well as children of parents with deafness. The center provides hearing assessment and intervention
services. Children and their families may also seek assistance with the purchase of advanced-technology hearing
aids.
http://www.kumc.edu/school-of-health-professions/hearing-and-speech/hartley-family-center.html
Hartley Family Center,
3901 Rainbow Boulevard/MS 3039
Kansas City, KS 66160
KanLovKids
The KanLovKids Project offers Low Vision Collaborative Clinics for children able to read an eye chart with
letters, numbers, or pictures and tell the doctor what they see, and Low Vision Collaborative Clinic+ for infants,
toddlers, &amp; school-aged children with alternative communication and complex learning needs. All services
are supplementary to the child/student’s primary eye care provided by their local ophthalmologist and/or
optometrist.
For more information, visit: http://kanlovkids.kssdb.org
Kansas Association of the Blind and Visually Impaired
KABVI strives to increase the independence, opportunity, and quality of life for all blind and visually impaired
Kansans, and to assist us in taking our rightful place as equals among our sighted peers.
For more information, visit: http://www.kabvi.com/index.html
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Kansas Department of Children and Families
Provides a variety of services and programs for people who are blind or visually impaired. The Kansas Advisory
Committee for the Blind or Visually Impaired, which is formed under the Department for Children and Families
(DCF), has two major priorities: 1) To provide advice and counsel to the Secretary of DCF on issues that improve
opportunities for employment and independent living for Kansans who are blind or visually impaired. 2) To serve
as an advisory body for DCF and, as such, advise the Secretary and staff of DCF in matters affecting policies,
programs, priorities and long-term, strategic direction for the state’s services to Kansans who are blind or visually
impaired.
For more information, visit: http://www.dcf.ks.gov/services/RS/Pages/Blind.aspx
Kansas Optometric Association
KOA Low Vision Committee members are available to assist with questions from members at any time. In addition,
the Low Vision Committee has a presentation on Low Vision Care available for use by any KOA member. The
Committee also has a speakers’ bureau that can be called upon for events across the state. For a listing of
optometrists who specialize in low vision, visit the website and click on Resources for the Low Vision
Resource Guide.
For more information, visit: http://www.kansasoptometric.org/
Kansas State Department of Education
The purpose of the Early Childhood, Special Education, and Title Services (ECSET) is to provide effective,
evidence-based technical assistance to districts and schools across the state. Educational Service Centers
provide support and services for an appropriate education for exceptional students in specific regions within
Kansas. Special education programs serve students whose unique learning needs cannot be met without
additional intervention. These students require specially designed instruction to enable them to progress within
the general education environment and/or receive an educational benefit from instruction. Click here for Service
Center listings.
For more information, visit:
http://www.ksde.org/Agency/Division-of-Learning-Services/Early-Childhood-Special-Education-and-Title-Services
KDPOK, Disability Planning Organization of Kansas
https://dpok.com/dpok/
Medicaid
Medicaid provides health care coverage to certain individuals with limited income. In Kansas, a person is
entitled to free or low-cost (KanCare) Medicaid health care coverage if they meet specific income and eligibility
requirements.
For more information, visit: http://www.kancare.ks.gov/
http://www.kancare.ks.gov/consumers/apply-for-kancare
Medical Service Bureau
Refers Sedgwick county clients to local optometrists for low-cost eye exams after determining the co-pay amount
for the client. Clients then pay the optometrist for the exam. If the optometrist writes a prescription for glasses, the
Medical Service Bureau can provide a voucher for the glasses through one of the optical shops working with the
agency. If a client already has a current prescription, vouchers are available for glasses. Children 18 years and
younger and adults diagnosed with diabetes, hypertension, or a medical eye conditions can receive help with
an exam and glasses once a year. Otherwise, adults may have exams and/or glasses every 2 years.
For more information, visit: https://msbmedlinks.org/
Preschool Enrichment Program for Children who are Blind/Visually Impaired
Kansas State School for the Blind
1100 State Ave., Kansas City, KS 66102
https://kssb.net/
Our Focus: Emphasize the Expanded Core Curriculum (ECC) domains which are unique to students with a visual
impairment. These include age-appropriate braille readiness, communication, orientation and mobility readiness,
social skills, independent living skills, self-determination, technology, and much more!!!
Resources in and around Ellis County:
http://elliscountykshelp.com/resources-and-services/disabilitydevelopmental-services/
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Resources in Hays:
https://www.usd489.com/o/wcksec/page/wcksec
www.linkinc.org
www.dsnwk.org
SKICC FB page
https://www.facebook.com/servingkidsinsouthwestks/?modal=admin_todo_tour
SKICC (Southwest Kansas Interagency Coordinating Council)
Serves: Children with Special Needs and their Families in Clark, Edwards, Ford, Gray, Hodgeman, Meade and Ness
Counties.
Usher Syndrome Coalition
Connect with the USH Community
The Coalition hosts the USH Blue Book Online Forum. The USH Blue Book Online Forum is a private email group
created to provide a way for individuals with Usher syndrome and/or their families to communicate with each
other about topics related to Usher syndrome. This forum saves all email conversations so that members can
read archived discussions and topics. Some topics already in the archives include information on genetic testing,
cochlear implants, parenting issues, and more. The group’s posts are saved for future reference, creating a
growing body of information from YOU - The Experts!
https://www.usher-registry.org/en/network_members/new
Facebook groups for parents
• Usher Syndrome Parents
• Moms of Adult Children with Usher Syndrome Unite
• USH 1B Families
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