
Your child has been diagnosed with
“Special Needs.” What does this mean?
Children with special needs are those who 
have – or who are at increased risk for – a 
persistent physical, developmental, behavioral
or emotional condition, and require specialized
services beyond that generally required by services beyond that generally required by 
healthy children.  

If you feel isolated, you are not alone! 
Nine million American children under 18, about 
13 percent, have a special health care need. Children
with Special-Needs are more like other children than 
unlike them.  All children need to be cared for, loved

and supported. 

There is no better resource than another parent who has 
already “been there, done that.” Family caregivers are treasures 
who are not always recognized for the incredible work that they 
do! This pamphlet has been designed to guide you to the 
information, resources and networking that you will 

need now and in the future.

dvocate for your child!

Is your child different from other children?
Your child has unique needs, but is no 
different than any other child except that he
or she needs the right tools to achieve a life
of quality and satisfaction, and to be fully
included in your community. 

rieve for your losses! 
It is too easy to place blame or feel guilty for this unexpected change in 
circumstances for your child, your family and yourself. Take the time to 
grieve for the loss of what may never be, the loss of a “perfect” child, or
the loss of a way of life. But just briefly... then allow yourself to dream new
dreams! A very wise parent told me at the beginning of my journey that “there
will be plenty of time for grieving later – don’t waste the precious time your do 
have doing it now.” Enjoy every minute of every day of every week of every year have doing it now.” Enjoy every minute of every day of every week of every year 
you have this blessing of a child in your life, and create a new dream.

Stand up for your rights! There are Federal, State. and local agencies that have
programs in place for disabled children, specifically to assist your family. Apply
for all of them!  And never take no for a final answer – be sure to utilize all 
reconsideration and appeal opportunities. You are your child’s best advocate!
So use your voice when you need to,  never settle for less than the best of care
for your child, don’t be afraid to question authorities, and always remember that
YOU are the expert when it comes to YOUR child, and his/her disorder and needs!YOU are the expert when it comes to YOUR child, and his/her disorder and needs!

Choosing a Primary Care Physician (PCP) for your child will be the most 
important thing to do right now. They will be ultimately responsible for 
coordinating all of the care and services that your child will need, now and
well into the future. So carefully interview all of your candidates, and base your
decision on who you feel will best serve the needs of both your child and your
family. You need a PCP that respects that you are the ultimate authority on your
child, that is open to your ideas, will make him/herself available to you if you needchild, that is open to your ideas, will make him/herself available to you if you need
help navigating resources, that is always willing to answer your questions without
judgement, and most importantly one who offers you options for care, but
always respects that your decision is final. 

Most of the time they will lead you in the right directions. No one knows your
child better than you do – let your gut be your guide. Doctors can and will offer
you educated and experienced advice, but only YOU can make the right decision
for your child.

A support network created just to support you will be invaluable – ask family
friends, and your church group to form a calling tree, so when there is an 
emergency you only have one phone call to make.

rimary Care Physician!
Learn everything you can about your child’s condition! The Internet will prove
to be the best resource for finding a support group for his/her specific diagnosis.
The more information you have, the better you will be able to effectively 
communicate with his/her doctors! 

Great strength comes from knowing that you are not alone.  Seek support from
other parents that “have been there, done that.” Regardless of what the actual
disease or disorder is, or how you got to this point– ALL parents of a medically
fragile child face the same types of emotions and challenges! 

When people offer to help, accept the offer! Your friend and family will be at
a loss as to what to say or do, but their support is critical to both your 
emotional and physical well being. Be sure to suggest specificc things that they
can do: transportation; house cleaning; errands; or even researching information.
They will follow your lead. 

Caregiving is a job and respite is and earned right. Reward yourself with breaks
often. Recognize your strengths and weaknesses, and have the confidence to 
know when to ask for help. Your own good health and emotional well being is 
the best gift you can give your child!

ero in on your own needs! 

riends and Family are important! 

reate your own support network!

earn all you can! 

rust your instinct! 

Where to Start...

Move out of your comfort zone!               Embrace the “New Normal”!

eek support!
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Don’t just assume that you won’t qualify! 
SSI and MEDICAID

EIP

P2P

The term Supplemental Security Income refers to monthly
payments to people with low income and limited resources
who are 65 or older, or blind or disabled. Your child younger
that age 18 may qualify if he/she meets Social Security’s
definition of disability for children, and if his/her income and
resources fall within the eligibility limits. Your local Social
Security office can tell you more about your state’s totalSecurity office can tell you more about your state’s total
SSI payment and eligibility qualifications.

The Medicaid Program is a powerful and vital health care 
program for children with disabilities aged 3 through 21.
Medicaid benefits for young people include home health care,
health screenings, transportation, various types of therapy, 
and psychological services. Because the program is jointly
funded by states and the federal government, eligibility funded by states and the federal government, eligibility 
requirements vary widely from state to state. 

The term Early Intervention Program refers to services given to
very young children with Special Needs, generally from birth
until the child turns three. For this reason, these programs are
sometimes called “Birth to 3” or “Zero to 3.” Services include
speech therapy, occupational therapy and physical therapy.

Parent to Parent Programs provide emotional and informational
support to families of children who have Special Needs by 

matching parents seeking support with and experienced, trained
“support parent.” 

You can find more information and search for
your local p2p contact online at:

http://www.p2pusa.org

This informational pamphlet has been made possible
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This pamphlet was created for you, a parent of a child with 
special health care needs, by other parents of children

with Special Needs. It is our intention to use
our own personal experiences to try to help you 
plan and coordinate care for your child. 

For additional information and resources,
please visit us online.
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Ask your primary care physician to refer you to
your community Early Intervention Specialist.
Or find this information online at:

www.nectac.org/contact/ptccoord.asp

You can find more information and eligibility
requirements online at:

http://www.benefits.gov/benefits/ browse-by-category/category/MED

You can find more information and and excellent
Child Disability Starter Kit online at:

http://www.ssa.gov/disability/disability_starter_kits_child_eng.htm

These “Top Tips”
should help you get 
started on your way!
Apply for all federal, state 
and local benefits NOW! Parenting a Child

with Special Needs

Where to Start...

...When You are Ready to 
begin your journey!
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