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m People who have some level of
disability

m People with a severe disability

m Children ages 6 to 14 who have a
disability.

m People with limitations in
cognitive functioning or a mental
or emotional illness that
interferes with their daily
activities.
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My son, Max, was a year and a half the first time I was told he was Autistic. It was not an official diagnosis but he was showing most warning signs.  He had stopped looking at us and the few words he knew, and used, only a few moths ago seemed to have never existed.  

No parent ever wants to hear their child has a disability.  After receiving the news, my wife cried for two days.  All parents go though a grieving process once they find out.  You will grieve; it will be something you do often.  All of the dreams you had for this child have now changed.  We had dreams of reliving our lives through him; slumber parties with friends, science projects, first dates. Now, in place of those dreams, we felt fear. It took a long time before we could really educate ourselves on the programs available because the research was void of hope.  Anything we read seemed to say, “Prepare for the worst” or “give up, he will never be who you dreamed he would be”.  It is true; he is delayed and may end up years behind his peers, but we have decided Max will be who he is, and we will support and cheer him on regardless of what his peers are doing.
One of our biggest concerns is making sure we are doing all we can for him.  This requires us to stay in the loop of programs available to children with disabilities.  Our pediatrician started us out on the right foot; he connected us to the states Early Childhood Intervention program.  This program is available to all special needs/disabled children.  To give you an idea of how important this program is, UNICEF listed taking the program global in its top five priorities for 2003. This program is available to children who have development delays along with children who are disabled.
Disability is defined in the Convention on the Rights of Persons with Disabilities (2007) as including persons “who have long-term physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their full and effective participation in society on an equal basis with others.”  


Before Max was branded as Autistic, I really had no idea how many people were affected by disabilities.  The 1990’s census report offers a few statistics:
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Sadly, the number of children with disabilities has increased since the time these statistics were gathered. Currently, The Utah Autism Foundation shows 1 out of every 150 children have autism. It is obvious there is a high demand for programs to help these children.  Does Utah meet those demands?

Disabilities come in many forms; one program may be fitted for one child but would be unnecessary for another.  The state of Utah has created several programs to aid those with disabilities in our state. Here is a list and a short description of several Utah Programs offered through the state government:

Autism Council of Utah
An independent council working to foster collaboration, communication, and learning among families and agencies. The aim is to promote access to resources and responsible information for individuals of all ages who have, or are affected by autism, or related conditions. 

Baby Watch Early Intervention
Provides early intervention services statewide for children with developmental delays and disabilities from birth to age 3. Services are provided in the home and build on family strengths and the child’s potential. This program is now part of the Bureau of Child Development. 

Emergency Health Information System for Children with Special Health Care Needs (EMS-C)
Provides key emergency health information to pre-hospital providers responding to emergencies involving a child with a special health care need.

Help Me Grow
Help Me Grow is an infoline that can connect parents with children from birth to age 8 years to community services. 

Medical Home Portal
Reliable information and resources to help physicians and parents care for children and youth with special health care needs (CYSHCN). 

Utah Parent Center
A resource to help parents help their children with disabilities to live included, productive lives as members of the community. 

Neurobehavior H.O.M.E. Program
A coordinated health care model for meeting the medical and mental health needs of people with developmental disabilities, including autism spectrum disorders. Services are provided to children and adults qualifying for Medicaid.

Rett Syndrome
General information and links, along with local Utah area contacts and event information for families of Rett Syndrome children.

Utah Family-To-Family Health Information Center
Provides information, training and support regarding health care and community services to families. Encourages essential partnerships with professionals.

Utah Registry of Autism and Developmental Disabilities
Monitors the prevalence of autism and other related disabilities in Utah and provides information to parents and health care providers


There are several other programs available in our state, but I have found that state programs are often the most affordable programs available.  The State will also offers grants if you do find a program that is not state run and your child wants to participate.  

We have been able to participate in a few focus groups for children with Autism.  A year ago Linigin was offering free genetic testing.  The testing would have been over four thousand dollars, but this group covered the cost as long as we would commit to an interview and answer a few questions.

If you were to Google programs for special needs, you may find there are several programs available.  If you try to get into those programs, regardless to if they are state funded or private, you will soon find there is a long road of paperwork for you and “testing” for your child.  This can be extremely uncomfortable as a parent.  We have made copies or have a carbon copy of every form we have had to fill out to provide Max with the help he needs.

Another great program is Child Disability.  This is offered through social security.  The benefits include insurance and possible funding for your child.  Any child who has an obvious disability, such as total blindness or total hearing loss, is immediately granted the benefits.  However, a woman I met last week has a daughter with Aspurgers and has been declined twice.

To our benefit, Utah holds several Universities who offer programs to disabled youth.  Some of these programs are on going.  Other programs are offered as focus groups to test a student’s thesis.  Both Utah State University and the University of Utah offer special schools for special needs children.


As parents, we are the biggest activist for our children.  We need to do for them what they can’t do for themselves, it is our responsibility.  The People First movement states it as, “We speak for them,” meaning parents speaking for their children. By staying current with the programs available to special needs children, we can offer the best for our child.  
Works Cited
“About Autism Autism Defined”, Utah Autism Foundation. Utah Autism Foundation, n.d. Web. 13 Sept. 2011. < http://xmission.com/~uaf/autism_defined.html>  

People First Utah. People First of Utah, Word Press. n.d. Web. 13 Sept. 2011. <People First Utah http://utahgap.org/peoplefirst/.>  

“UNICEF & Disabled Children and Youths”, Disability World, n.p., June-August 2003, Issue no. 19, 11 Sept 2011 <http://www.disabilityworld.org/06-08_03/children/unicef.shtml>

United States. US Census Bureau. Disablitiy Census: 1990. Web.  13 Sept. 2011  

Utah Department of Health. Utah.gov, 8 Aug. 2011. Web. 13 Sept. 2011 <http://www.health.utah.gov/cshcn/AddRelSrvProg.html>
Photo by Kari Turley 





Photo provided by Umbrella








1 | Page

_1379875651.xls
Chart1

		1990 Census Report		1990 Census Report		1990 Census Report		1990 Census Report



People who have some level of disability

People with a severe disability

Children ages 6 to 14 who have a disability.

People with limitations in cognitive functioning or a mental or emotional illness that interferes with their daily activities.

18

12

11

6



Sheet1

				People who have some level of disability		People with a severe disability		Children ages 6 to 14 who have a disability.		People with limitations in cognitive functioning or a mental or emotional illness that interferes with their daily activities.

		1990 Census Report		18		12		11		6		90

		Category 2				2.5		4.4		2

		Category 3				3.5		1.8		3

		Category 4				4.5		2.8		5

						To resize chart data range, drag lower right corner of range.






