Hi my name is Deborah Wertalik and I am President of PTPT and Special Angels Recreation which my daughter and I started going on 7 years ago affecting over 200 families.  I am a grandmother and 3rd parent of a child with autism Tyler age 10.

Tyler and his generation are the baby boomers of autism. Our adults with autism 21 and older were the pioneers.  In the 1970’s the numbers were 1 in 10,000 in the 1990’s the numbers were 1 in 1,000 when we hit the 2000’s the numbers started drastically climbing. My grandson was born in 2001 and the statistics were 1 in 250 the start of the baby boomers now we are 1 in 94 according to the CDC. As a grandparent of a child with autism my focus is on the children and adults that are already here the children and adults that are lacking so much to help them prepare for a life without their caregivers.  More research should be done on effective treatment, interventions and therapies for the children and adults already here. Something needs to be done to ensure that our children have a chance to lead an independent and productive life. 

School is the next step. There are many schools out there that I refer to as glorified babysitting at best and abuse runs rampant because they either can’t tell you if someone is abusing them or no one believes them they are the perfect target. We should have more supervision and monitoring of schools to ensure teaching not babysitting and to ensure safety in the classroom I believe that special needs teachers should be held accountable for their actions. They are not being held accountable now and they hold our children’s future in their hands! Schools should have a State wide standard to uphold or be shut down. There should be a committee that researches and compiles a standard of excellence in teaching our children and make sure it’s implemented. Our children’s education is an investment in them and should be taken more seriously.  No longer should a parent peek into a class and see their child lying on the floor in a corner by themselves. No longer should a parent be told why teach them math let them use a calculator or get them Velcro shoes because it’s easier that way when that child can be taught. They are there to teach and each day they babysit rather than teach is a day lost for our children and when they hit 21 its goodbye and the parent has a 21 year old baby with no skills to raise forever. If the teachers don’t do their job they dump the financial responsibility on the State to support them forever. This is penny wise and dollar foolish!

The children should have safe transportation with competent aids and drivers on the bus. I can go on and on about abuse and deaths that have occurred on the school bus and most parents need that school bus in order to transport their child to and from school a bus that the child may be on for anywhere from a half hour if they are lucky to 2 or 3 hours if the school they are in is a distance which is the case in more rather than less of our population. Cameras on the school buses and video monitoring of classrooms should be a must! 

Questions like the right school, IEP’s, therapies, taking on a second mortgage to pay for those therapies because of their cost, bullying, abuse, puberty, adult day programs, guardianship and of course the big question what will happen to our children when we are gone plague us in the middle of the night while we try to sleep. Trying to figure out how we can outlive our child or live forever is not an option. There will come a day when our children are left to the world and we are gone. Did we ALL do our part to ensure that our adults can take care of themselves and support themselves when we are gone so they are not living off the system at the mercy of someone that will miss treat them and deprive them of a happy life at the very least or abuse them and have unspeakable things happen to them when we die after we have loved and cared for them all their lives or finally end up in a State facility because the waiting lists are just too long for any mediocre facility that is out there all this paid for by the State because autism has drained us of all savings.  I do not want a law named after my grandchild because he died at the hands of an incompetent employee at the facility. I think we should look into modeling a community for our 21 and older adults based on the 55 and older communities.  I have a outline for a plan and if anyone is interested I would be more than happy to share that plan. This would satisfy the COAH requirements for some areas and alleviate the problem of children from these new communities being built crowding the school districts this would be a 21 and older community. This is a win win for all!



 The 2 person salary in a household was not an option for our parents. I see moms that went to school to be Drs., Lawyers professionals of all walks of life turning into stay at home moms because our children weren’t accepted at a day care or after care facility or because they needed to run their children to different therapies after school so working isn’t an option.  Yet the cost to raise a child with autism is a million times higher than raising a typical child so how does this work.

Communities need to be educated. With the statistics we are facing ignorance is not an option. There should be awareness programs in all public schools to teach the children that our children shouldn’t be feared or worse bullied, we need to educate them about autism and to teach them to live side by side with our children and adults because it’s a reality our children are here and the numbers are high. If this is not done I see our adults becoming victims of hate crimes and our children being bullied. Again the real stories I have heard about bullying are heartbreaking. This is a reality our children are the perfect target for abuse, bullying or hate crimes they cannot fight back and most could not tell you what happened to them. This is scary for any parent. We can’t close our eyes to this we have to educate it’s the only way our children and adults will have a safe future.  There should also be community awareness so police, fire depts., EMT’s, business owners and the families that live in the community understand autism.  This is a must! To many adults die at the hands of an uneducated professional that may take the adults nonverbal skills as non-compliant and been placed in handcuffs and arrested and the fear they have felt cause a heart attack and they died all because of ignorance. Training is a must. We are the baby boomers of autism. In the next few years you are going to see an increase of adults with autism as our baby boomers age up.

I think the biggest problem for adults with autism besides housing is that when they reach 21 the schools have not prepared them for life or independence. No real vocational training, no real life skills, no socialization skills so they are not prepared for the real world and that means when we are gone they have no way of living an independent life and will live on the system for ever. I am not talking about training in stocking shelves, pushing carts or other minimum wage jobs but real job training that with the right vocational training from an early age on they would be capable of doing. Vocational schools for geared for autistic children and teens should be available throughout NJ. Our children are perfectionists if they are also affected by OCD, which most are, so whatever they are trained in and if they get this training early on they will be some of the best employees but they need the training.  If we don’t address these issues our baby boomers will surely break the bank. NJ has one of the highest ratios of children being diagnosed with autism and NJ will never be able to support them. So what is the solution?


Therapies and Social programs that are so vital to our children’s success are so expensive but so needed. You must have out of network benefits to get most of the therapies covered and not everyone has out of network benefits but even if you do there is a cap on what the insurance companies will cover. These therapies as I have mentioned before have caused parents to put a second mortgage on their house.  So my question is why isn’t there a cap on what these service providers can charge. RDI, Listening Therapy, Social Skills Group, Floor Time, Brain Gym, holistic approaches and so many other therapies that parents have seen success rates with are so expensive and not covered. They are getting rich quick because of our children’s diagnoses and the parents are at their mercy because they want their child to succeed so badly no price is too high. This is not acceptable. There needs to be a cap on what these service providers can charge just like Doctors have caps on what they can charge for a surgery.  Too many people are profiting on our children and though autism has no boundaries and rich as well as poor families are blessed with our children it seems that only the wealthy children have the opportunity to have the best therapy money can buy. That doesn’t seem fair.  Again without these therapies adults with autism have a greater chance of needing financial assistance till the day they die and that is going to cost a lot. Recent studies have estimated that the lifetime cost to care for an individual with autism is $3.2 million

Day programs need to be started that are geared for the needs of an adult with autism because most programs are not trained to work with our adults and know their needs.  They need to be safe and well staffed. Abuse has to be none existent, vocational training has to take place, knowledge of autism a must and dignity and self-esteem should be a priority. Parents are searching in tears trying to figure out what to do with their adults when they reach 21. The State should give incentives to anyone interested in starting a day program geared towards an autistic adult. This Day Program could finish the job that the school NEVER started. Educate them in vocational skills to secure a job, provide them with real life skills and social skills and give them a feeling of purpose and self-worth.

I could go on all afternoon things that parents of a child with autism go through every day and remember Studies have shown that among identical twins, if one child has autism, then the other will be affected about 60-96% of the time. In non-identical twins, if one child has autism, then the other is affected about 24% of the time
Parents who have a child with autism have a 2%–8% chance of having a second child who is also affected and those siblings not affected seem to have learning disabilities, sensory issues or something that requires some sort of therapy or addressing. The cold hard facts are things need to change and if they don’t this State will bear the burden of our children/adults forever and that is a costly burden. There isn’t one parent I know that wants their child to live off the system collecting SSI, or die in a State facility. They want success for their child so the bottom line is we have to work together parents and Government Officials to make sure that all is being done to insure that our children grow up to be a functioning part of society with a real job, living an independent life in a safe environment and growing old happy just like any other parent wants for their child. These children did not ask to have autism but they have autism and they are here and we have to find a way to let them live their life with dignity and with some normalcy with their rights protected in a safe environment.
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