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Autism and aging: When kids grow up

by Lisa Chamoff, Staff Writer

Luisa Frasca has been advocating for her son Daniel, who has autism, his whole life.

It’s a job that doesn’t end, even now that Daniel, who lives with his parent in Old Greenwich, is 51.

In fact, the family’s challenges have become more pronounced in recent years, as they make plans for a future when Luisa, 71, and her husband Frank, 86, will not be around to care for Daniel.

It’s a system already hampered by budget cuts, that some say isn’t well equipped to support people with autism as they enter adulthood, and may not be able to handle the influx of the increasing number of children diagnosed with autism. 

“It’s always been stressful from the beginning,” Frasca said.  “We were lucky that he’s never been a wild child, never got in trouble.  You wonder in the future what will happen to him.”

Daniel was diagnosed at age 7, before autism was part of the cultural lexicon, and well before celebrities were speaking out to get support.  He was placed in special education classes in the Greenwich public school system, and after graduating from Greenwich High School in the late 1970s, he got job training from Easter Seals, an agency that helps people with disabilities.  At the time, Easter Seals was based in Stamford. Daniel was able to get a job with Cuisinart, and then had a few jobs labeling packages and packing boxes for some companies, but Frasca said employers didn’t understand his disability.

“He used to come home in rages,” Frasca said. “You need somebody that understands it.  He does his job well, and everything has to be perfection.”

A few years ago, Frasca said she contacted the state Department of Developmental Services, to see what kind of residential and other resources will be available to Daniel, and begin planning for the future.  Daniel had to be tested all over again, and Frasca said she hasn’t heard back from the state in a few months.

“We started a few years ago, but it takes so long when you deal with the state,” Frasca said.  “I wasn’t pressing either, because you don’t want to face all these things. He’s home a long as I take care of him.”

THE FARM

Greenwich resident Brita Darany knows too well the need for adults with autism to find meaningful work and a place in their communities.  As founder of Greenwich-based Friends of Autistic People, Darany - her daughter Vanessa, who is nonverbal, is now in her 30s - has been on a mission to create what she considers the ideal environment for adults with autism.  For the past several years, FAP has been raising money for The Farm, which Darany envisions as a place where adults with autism can grow vegetables, perhaps raise small animals, and learn other life skills under close supervision. It’s modeled on Bittersweet Farms, a similar program on a working farm in northwest Ohio.

“The lifestyle in a small village is conducive to people living with classic autism,”  Darany said.  “It offers steady employment because things need to be done.”

Fundraising has been difficult in the current economy, and the group is nowhere near its initial $500,000 goal.

Vanessa now lives in a group home in Trumbull, but it has been a long, difficult road, her mother says.

Though there is more attention being paid to the disorder, adults with autism are limited to jobs in which employers understand their needs, Darany said.  She believes the publicity surrounding the growing rates of children on the spectrum has been a good thing.

“Now people know about autism,”  Darany said.  “But boy, it would really help if they said, ‘Children grow up.’”

THE TRANSITION INTO ADULTHOOD

One of the key issues is finding the proper assistance for younger adults with autism, once they are no longer supported by the public school system.

Greenwich-based Abilis is hoping to bridge that gap with a new transition program launching this month.

While Abilis’s adult program focuses on job skills and placing people in either volunteer or paid positions, the LIFE program - which stands for life skills, independence, friendships and employment - is designed to look specifically at the skills that are unique to autism, that are also barriers to independent adult life, said. Dr. Susan Izeman, head of Abilis’s 11-year old autism program. 

The LIFE program was designed at the request of parents.

“A couple years ago, (we) started looking at students that we’ve been serving and realizing they’re growing up,” Izeman said.

In the program, adolescents may learn how to dress themselves, plan a mean and buy food.  One young man, who is able to deliver mail in his high school, wold likely learn how to deal with problems that may come up in that kind of job, which would be helpful if he were to get a similar job in a corporate environment.

“I think the families of people who are older adults ... they did not always find programs that had that expertise, and people were trying to learn as they went along,” Izeman said.  “Agencies like our have developed that expertise.”

While the effort that Abilis is making is commendable, many adolescents are not receiving appropriate transition services, and the system for adults is in “disarray,” said Dr. Peter Gerhardt, president of the Ariington, VA based Organization for Autism Research and who sits on FAP’s professional advisory board.

The challenge is securing the right funding for adult resources, and also finding qualified people who are willing to work with adults, and not the “cuter” kids, Gerhardt said.

He also feels much of the busines commnity is missing out on an untapped workforce.

“What are you going to do when you grow up?  We ask any kid that, but we don’t really think about that for kids with autism,” Gerhardt said. “The overall systems just aren’t ready for the level of the crisis that’s going to hit them.  Kids are aging out of the system. To be prepared to actually work with them is going to be a huge challenge.  “We’re already very much falling behind the eight-ball.”

A FIX

Alice Stuart’s son Sean will be 25 in September.  For the past three years, he has been receiving services from Abilis, living with three other young men in a group home run by the agency in Cos Cob, a short drive away from Stuart in Riverside.  Before that, he received services from the May Center for Child Development in Chatham, MA.  Stuart did not have access to that early intervention families do today.

Sean, who also is mentally disabled, requires a lot of attention.  It’s much more challenging, now.

“I’m much more frightened now than when he was younger,” Stuart said.  “I worry why there are not more opportunities for employment for people like my son.”

Abilis - which works with 155 adults, 95 of them in residential settings, along with 300 children and 600 babies and toddlers - is a valuable resource for people like Sean.  On a recent morning, a group Sean works with went to Town Hall for a “Java run,” taking orders from town employees and picking it up at a nearby Dunkin Donuts.

Still, agencies like Abilis are continually challenged by funding cuts from the state, and competent, dedicated caregivers who really understand autism - and can deal with adults who are bigger and stronger - are hard to find, and not properly compensated, Stuart said.

While STuart can appreciate parents’ desire for a fix or cure for autism, she believes there also must be a greater focus on ensuring fulfilling lives for the children when they inevitably get older.

“These young people are going to become adults, and services will have to be here,” Stuart said.  “The fixing is supporting an agency that can provide services.”  

~~~~~~~~~~~~

For more information on Friends of Autistic People and its efforts, visit www.autisticadults.com.  For more information on Abilis and its efforts, go to www.abilis.us. Staff writer Lisa Cahmoff can be reached at lisa.chamoff@scni.com or 203-625-4439.

AUTISM RESOURCES

Several organization and agencies provide information and/or support for parents of young children with autism, as well as for autistic adults:

· Friends of Autistic People - www.autisticadults.com
· Abilis - www.abilis.us
· Apraxia Reource Center of Connecticut Inc. - www. arcct.name/
· National Institute of Mental Health - www.nimh.nih.gov/health/publications/autism
· Cener for Disease Control and Prevention - www.ded.gov/ncbdd/autism
· The Autism Society - www. autism-society.org
· AUtism Speaks - www.autismspeaks.org
· The Kennedy Center Inc. - www.thekennedycenterinc.org

