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Kentucky Autism Training Center (KATC)

The mission of the Kentucky Autism Training Center is to enhance supports for persons
with autism by providing information and technical assistance to families and service
providers across Kentucky. The serves as a statewide clearinghouse for information
about ASD; maintains a collection of resources, including books, CDs and DVDs for
loan at no cost to parents and professionals. It provides professional development
opportunities on ASD and; maintains a service and supports database that is
searchable online. For more information, contact KATC at 502-852-4631 or check the
website: http://louisville.edu/education/kyautismtraining

Federal Assistance Programs

Supplemental Security Income (SSI)

Based on parents’ income, some children with disabilities are eligible to receive a cash
benefit through Supplemental Security Income (SSI). Eligibility requirements are related
to family income, including income from salary or wages, as well as savings and
property. In other words, the amount of money or property a family has determines how
much SSI a child can receive each month. Children may become eligible to receive
benefits themselves when they reach the age of 18 if they cannot work.

To be eligible under the disability rules, a child must have a “marked and severe”
functional limitation from a physical or mental condition. Children who are eligible for
SSI benefits are also eligible for medical care under Medicaid.

Apply for SSI for your child by contacting your local Social Security Administration office
or by calling the following toll free number (800) 772-1213. Have your social security
number available when you call.

Social Security Disability Insurance (SSDI)

Social Security Disability Insurance (SSDI) is a program that provides for a worker who
becomes disabled and who has paid into social security. Sometimes SSDI also pays for
the worker’'s dependents. When a worker retires, becomes disabled, or dies, any
dependent children will get monthly cash benefit. How much the child receives depends
on the size of the benefit the worker received. There is a cap or a maximum amount one
family can receive, when both the worker and dependent children get benefits.

Apply by contacting your local Social Security Administration office or by calling the
following toll free number (800) 772-1213.
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Internal Revenue Service: Tax Deductions and Tax Credits for Families

According to IRS rules, a federal tax credit is available for eligible low- and moderate-
income individuals and families who work. The Earned Income Tax Credit (EITC)
reduces the amount of tax you owe. In 2001, workers with one eligible child could apply
if their income was less that $27,413. You can complete an assessment online to
determine if you are eligible at:
http://apps.irs.gov/app/eitc2005/SetLanguage.do?lang=en

Tax Deductions for Medical Expenses

Eligible medical expenses may be used as a tax deduction under IRS rules. The
deduction can be taken only for unreimbursed medical expenses that amount to more
than 7.5% of the adjusted gross income. To be eligible, parents must itemize deductions
and not take the standard deductions.

Eligible expenses include health insurance payments, dental payments, transportation
and hotel costs associated with getting medical care, and costs for assistive technology
and durable medical equipment. You can combine the costs of medical care for
yourself, your child with a disability, and any other family member to reach the 7.5%
limit required.

For more information, contact the IRS at (800) 829-3676 or visit the IRS website at
www.irs.gov/taxtopics/tc502.html

Non-Profit Organizations

Lions Club International

Since 1917, Lions Clubs have offered people the opportunity to give something back to
their communities. Lions tackle problems like blindness, drug abuse prevention, and
diabetes awareness. The organization has a rich history of helping low-income
individuals with disabilities, mostly with vision and hearing disorders, by providing grants
for medical equipment, surgeries, glasses, hearing aids, and so on.

To find the club closest to you, visit www.lionsclubs.org/EN/index.shtml

You may also contact the Lions Club headquarters at (630) 571-5466.

Rotary International

Rotary is a worldwide organization of business and professional leaders that provides
humanitarian service, encourages high ethical standards in all vocations, and helps
build goodwill and peace in the world. Rotarians worldwide provide individuals with
disabilities with education, employment, accessibility, and equal participation
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opportunities. Each club develops its individual service program from nine areas — one
of which is helping people with disabilities. Several clubs have donated medical
equipment and helped fund surgeries to low-income individuals with disabilities.
Rotarians also work with children with disabilities in community programs like sporting
events.

To find the club nearest you, contact the headquarters at (847) 866-3000 or visit
http://www.rotary.org/en/Members/RunningACIlub/Pages/ridefault.aspx

Kiwanis Club

Founded in 1915, Kiwanis International is an organization of service- and community-
minded individuals who support children and young adults around the world. Service
projects also address other needs within the community, such as working to stop
substance abuse, helping the elderly, promoting literacy, supporting youth sports and
recreation, responding to disasters, and supporting specific persons in need.

Aktion Clubs are community service groups made up of adults with mental and physical
disabilities who perform service to help others. It is a sponsored organization of the
Kiwanis Club. The purpose of the clubs is to provide a way for adults with disabilities to
develop leadership skills, to serve their communities, to be integrated into society and to
demonstrate the value and dignity of citizens living with disabilities.

Contact the Kiwanis headquarters for more information, (317) 875-8755 or visit the
website to find a Kiwanis Club or Aktion chapter near you: www.kiwanis.org/clubloc/.

Parent and Family Support Programs

Regional and Local Autism Groups
Several regional and local autism organizations and parent support groups exist around
the state. Contact the KATC at (502) 852-4631 for a list of local groups.

KY-Spin

The mission of KY-SPIN, Inc. is to empower and support individuals with disabilities
and their families to effectively advocate for and access needed information, resources
and support networks in order to enhance the quality of their lives.
http://www.kyspin.com/

United Partners in Kentucky (UP in KY)
UP in KY members are committed to work together , and share information and
expertise in order to enhance and improve the quality of life of persons with disabilities
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and their families. We are dedicated to providing accurate, timely, and pertinent
information to children, youth, and young adults with disabilities and their families so
they can make informed decisions.  http://www.up-in-Ky.com/

The Arc

The Arc of the United States advocates for the rights and full participation of all children
and adults with intellectual and developmental disabilities. Together with our network of
members and affiliated chapters, we improve systems of supports and services;
connect families; inspire communities and influence public policy. http://www.thearc.org

Partnership for Families and Children

The Kentucky Partnership for Families and Children (KPFC) has a 30-member board
that consists of agency-affiliated professionals and caregivers of children with
emotional, behavioral, and/or mental health challenges. http://www.kypartnership.org

http://louisville.edu/education/kyautismtraining/resources/Services%20for%20Y outh%20
and%20Childern.pdf A Kentucky Autism Training Center’s link to the guide to
“Kentucky Services for Children and Youth”, a Directory of Services for Children and
Youth with Special Health Care, Educational, and Vocational Rehabilitation Needs
through the Kentucky Commission for Children with Special Health Care Needs.

http://louisville.edu/education/kyautismtraining/resources/flowchart.pdf The Kentucky
Autism Training Center’s link to a PDF “Flowchart on Access to Mental Health Services
for Children Birth to Age 5” by Kentucky Child Now.
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CHAPTER 6

Advocacy: Raising Awareness and Influencing Service
Delivery

Definition of Advocate:

To ad-vo-cate: 1. to speak or plead the cause of another
2. to support or promote the interests of another

The above definition of advocacy is plain, simple, and easy to understand.
However, the “process” of advocating is not that simple unless you are well
educated about your child’s disability, knowledgeable about your child’s rights
especially within the educational system, and firmly believe that that you are your
child’s natural advocate. No one can be a better advocate for your child than
you.

We all have heard the saying, “I had no choice in the matter.” Well, this is
certainly the case with respect to advocacy. As parents, we have no choice but
to advocate for our children. We cannot sit and wait for someone else to do it for
us. As parents, we need to develop a sense of urgency that will help set the
standards for our child’s future.

One choice you do have is the "level" of advocacy you want to take on. You can
advocate at the individual level (e.g., for your child only) or at a local or state-
wide level. Advocating at a local or state level takes more time and coordination
with other advocates for the same disability. You can take on a very important
role in your community by getting more actively involved in this manner and
create real change for all individuals affected with autism.

You will always receive advice from others around you....... family, doctors,
teachers, and other professionals who have your child’s best interest at heart.
While the advice of others is important, always remember, “You know your child
the best.” You are living and breathing your child’s disorder on a daily basis. As
a result, you should feel confident and competent about what you should be
advocating for--whether it's during structured meetings with professionals or
casual conversations with family members.

Believe not only in your child, but in your ability to advocate at all
times!
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"Parents are the true educators of their children. Teachers, psychologists,
and other support staff are consultants to those parents.”
-Nichols Hobbs

How Do | Become a Strong Advocate for My
Child?

Become informed —learn what resources exist to help your child

¢ Join groups who have meetings and newsletters- they have lots of
information to share

e Attend trainings-to find out about upcoming training opportunities, visit the
KATC website http://louisville.edu/education/kyautismtraining or contact
your local parent support group

e Visit websites

Know and understand your rights

Contact Protection & Advocacy for free information and assistance
www.kypa.net

Read books such as From Emotions to Advocacy by Wrightslaw
www.wrightslaw.com

Learn how to play the role of advocate

e Be prepared

Write down your thoughts: prepare an agenda and speaking points before
a meeting

Keep your files and records organized

Know what you want...and be specific

Build positive, respectful relationships with professionals
Ask questions about anything you don’t understand

Be a good listener

Write down details

Practice beforehand what you're going to say in meetings
Get professional opinions in writing
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e Don'’t personalize statements made by others...focus on your child and
not the personalities of others

e Offer help and support to professionals when you can
Pick your “battles” wisely

e Realize that sometimes advocacy fails. Know when to stop and try
something else

e Thank people for their time

/Par‘en‘rs go through many normal feelings when they have child with a\
disability. There may be anger, denial or depression. Becoming an
advocate can help with some of the feelings of powerlessness that you
may feel. Even after coming to acceptance we can find ourselves
experiencing negative feelings at different times in our child's life.

Know that this is normal and understand that your ability to be an
effective advocate can be challenging at these times. You may need to
reschedule meetings or make sure you have a strong, supportive

\ advocate to help you. /

Advocacy by parents and family members is essential to ensure that children
with ASD have an opportunity to achieve their fullest potential. As important as
professionals are in furthering our knowledge of individuals with ASD and how to
meet their needs, parents and family members have been critical in the role of
educating professionals and policy makers.

As parents, we evolve from the time we first encounter the diagnosis of our child-
-from needing information and support to becoming educated and providing
support and information to others. Because we communicate what is important to
us, we naturally become advocates as we talk with other parents about our
experiences.

Levels of Advocacy
Advocating for your child
The first step in becoming an advocate is learning to advocate for one’s own

child. Parents must learn about the diagnosis and what it means for their child’s
development. We must be aware of the services and supports available to
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address our child’s needs, and about how to work with professionals to ensure
that our child’s needs are met. These skills are learned by:

Learning to ask appropriate questions

Reading pertinent articles, books, and websites

Participating in IEP meetings and other service planning meetings
Talking with other parents who are willing to share what they know
Attending training and discussions offered by parent support groups
and parent organizations

Sharing information with other parents

The next level of advocacy is sharing information with another parent who needs
it. This can be done informally in the hallway at school, in a parent support group,
or over the phone. It can also be done more formally by leading a parent support
group discussion on a topic or by providing a training session to a group of
parents on a particular topic.

Supporting a parent in a service planning meeting

The third level of advocacy is when a parent chooses to attend an IEP meeting
with another parent. This support can help a parent who is unfamiliar with the
process or is feeling that concerns are not being fully addressed.

Participating in activities to influence how services are delivered

At this level parents advocate to change or influence the laws, regulations, and
policies that affect the provision of services needed by their child and other
children with ASD or other disabilities. At that point, child advocacy becomes
systems advocacy.

Encouraging your child to advocate for himself

It is important that parents of a child with autism work with their child to be his/her
own advocate. Individuals with autism need to be encouraged to share their
strengths and unique talents with others. One such venue for self-advocacy is
the IEP meeting. According to the provision under IDEA 1997, the student with a
disability should be a member of the IEP Team when the focus is on transition
services, which is required when the child reaches age 14. This will allow others
to better understand what individuals with ASD can contribute to their
communities.

We need advocates at all levels. Parent-to-parent support is critical for parents
when all they have is a diagnosis and a lot of questions. No one is more effective
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at answering those questions than another parent who has been in the same
place. The Individuals with Disabilities Education Act (IDEA) acknowledges the
importance of parents providing information to other parents by providing funding
to support at least one parent training and information center run by parents in
each state. Many parents have served in an advocacy role by helping to create
this document to provide information to other parents.

When parents are educated about their child and about the service system, they
are able to take an active role in supporting other parents. They are also able to
provide input to public agencies and policy makers about effective ways of
supporting individuals with ASD. By making their voices heard, parents can help
create the schools and communities where the people they love can live, work
and play.

Kentucky Protection and Advocacy
P&A provides information/technical assistance, education and training on legal
rights of person with disabilities and written material on a variety of disability
issues. They provide some legal counsel based on yearly priorities.
Website: www.kypa.net
Toll free: 800-372-2988
502-564-2967

The Arc of Kentucky
The Arc advocates for persons with intellectual and developmental disabilities.
They have a newsletter, HOT STUFF (an e-news letter), Family o Family (a
network for families that have children with special health care needs), and
Advocates in Action (training for people to become advocates)
Website: arcofky@aol.com
Toll free (800) 281-1272
(502) 875-5225

FIND of Louisville
Community Parent Resource Center (CPRC)
Funded by the Department of Education provides training and information related
to education laws.

Website: www.findoflouisville.org
502-594-6813
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Kentucky SPIN
Parent Training and Information Center (PTT)

Is the state agency supported by the Department of Education to assist families

with concerns related to educationWebsite: www.kyspin.com
502- 937-6894

Where to Advocate

There are many areas related to aspects of service delivery where parents’
voices need to be heard. At the local school district or at the state level, here are
some issues that parents have identified as important:

Education

Increasing the number of educators who understand the complexities of
ASD

Providing placements to students with ASD that best support their needs

Providing accommodations and/or modifications tailored to the student’s
needs and not according to the student’s label

Using research-based methods for instruction
Providing social skills training and development

Encouraging the full participation of children with ASD during the school
day as well as in after-school activities

Providing effective transition services to ensure jobs and community living
outcomes

Provide more opportunities for parental involvement in schools

Increasing partnerships with families

Medical

Increasing early screening and diagnosis opportunities

Educating medical personnel who may come in contact with children with
ASD

Increasing the availability of specialists knowledgeable about ASD
Encouraging medical personnel to work in partnership with families
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Social Services

¢ Increasing the number of providers who specialize in the unique needs of
children and adults with ASD

¢ Making providers more easily accessible
e Encouraging providers to work in partnership with families

e Providing government-funded programs that assist families in addressing
ASD needs

The Importance of Parent-to-Parent Support
In Advocacy

Parent-to-parent support offers not only emotional support, but also serves as a
step in learning to advocate effectively. Many organizations working to improve
supports for those with disabilities were originally created by concerned family
members. In any way you can, online or through parent support groups, stand
with other parents and family members. When you do that, you become involved
in systems advocacy.

We make countless decisions in the process of living with ASD. Since such
decisions are individualized, you may find yourself choosing different treatment
options than other parents. You may become involved with an organization that
is different from what other parents or family members prefer. Your child may be
significantly affected by autism and you may know families who have children
that are only mildly affected and, therefore, feel you do not have that much in
common.

It is unrealistic to expect everyone to agree on every choice and it is important to
respect each family’s decisions. However, there are probably many issues that
you agree on, even if at least partially. It is imperative that we seek commonality
that will enable us to stand together to support policy and legislative changes that
can make a difference in our communities, our state, and our nation. A strong,
united voice cannot be ignored. Here are some pointers for systemic advocacy.

e Get involved in efforts that impact the entire ASD community

¢ Be publicly supportive of programs and services that may help any person
affected by ASD, even if it does not affect your family directly

e Respect each individual’s level of commitment to advocacy, however
small or large it may be
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e Give first priority to being the best advocate you can for your child and
family.

Individuals with ASD are entitled to rights and services. This statement sounds
simple and straightforward, but as many parents and family members know, it
can get complicated and frustrating when you are working with a system that
does not understand your family member’'s needs. People with their own
agendas are often urging law-makers to make decisions that are not appropriate
for our ASD community, such as mandating one specific type of intervention be
used with all children with ASD. At these times, your voice needs to be heard.
You have the personal experience that others may not. Let your locally elected
officials know how you feel on certain issues and suggest how they should vote
on proposed policies, budgets, and legislation.

There Are Many Ways You Can Advocate: Home, School, and
Community:

¢ Advocate for your child

e Advocate for other children

e Join an advocacy organization

e Call/write/email your legislators

e \ote

e Call a radio station to explain your position on a particular topic

e Write a letter to the Editor of your local paper

¢ Hold a town meeting to discuss issues of concern

e Attend a school board meeting to discuss your concerns

e Attend local/state social services board meetings to discuss your
concerns

¢ Join local or state committees that address what you are trying to
accomplish

e Visit your senator
Attend a rally at the State House to raise awareness of ASD

Tips for Talking with Leaders

Always be respectful, courteous, and professional

Thank them for the job they are doing

Educate yourself on the issues

Be brief and to the point

When possible, bring your child or a photo of your child with you.
Ask for reasonable objectives

Don’t be negative
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e Get to know contacts on their staff
e Write letters thanking them for their time and efforts
o Offer to serve as their “autism expert.”

Grassroots Advocacy

“Grassroots advocacy” refers to people working together to write letters, place
calls, send emails, and visit officials to communicate ideas and opinions to
government officials. Most of the time, efforts are concentrated to Senators,
Representatives, and agency personnel. As a constituent, you have the right to
express your opinion and advise your elected officials about the issues that you
are knowledgeable about.

Start small. Begin with your own child. This means working with your child’s
teacher, school district and/or even school board on issues that arise regarding
your child’s educational progress.

Awareness Campaigns

An awareness campaign is slightly different from advocacy work because it is
geared toward educating a particular group of people or the general public. A
good example of an awareness campaign is the annual Autism Awareness
Month promoted by the Autism Society of America (ASA) and celebrated every
April. Each ASA chapter is encouraged to hold events, obtain proclamations,
and distribute literature to the local community to inform them of the issues
related to autism.

Local organizations often plan public events like runs and walks, community
festivals, or open houses to help community members learn about autism and
raise money for research or other projects. If you are interested in planning an
event in your town, talk with other parents and family members to get their
support. You may also contact a state organization like the Kentucky Autism
Training Center. They can link you with national organizations that may provide
materials and guides for planning and staging events. Some national
organizations are the Autism Society of America http://www.autism-society.org
and Autism Speaks (www.autismspeaks.orq)

Ways to Spread Autism Awareness

Sponsoring a community-wide campaign is a major undertaking. But there are
many other less time-consuming ways to spread awareness, including the
following:
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e Arrange to give a presentation to students at your local public school
Volunteer to educate local first responders (police, firefighters and
paramedics) on how to handle individuals with ASD

e Take time to educate your own family so they can also become advocates
for your child with ASD

e Write a letter to the Editor of your local paper during Autism Awareness
Month to outline the severity of the problem and what needs to be done

e Wear the autism awareness ribbon, autism awareness bracelets, or
awareness pendants every day

e Stick an autism awareness ribbon magnet or bumper sticker on all your
vehicles.

Buy a Kentucky autism awareness license plate

o Distribute informational literature from national groups like ASA and
Autism Speaks to local doctors, human service agencies, professionals,
therapists, etc.

On March 18, 2005, the Governor signed House Bill 296 into law establishing the
Kentucky Commission on Autism Spectrum Disorders. Sponsored by state Rep.
Scott Brinkman (Louisville), the legislation charges the agency with the
development of a comprehensive statewide plan for an integrated system of
training, treatment and services for individuals of all ages with an ASD.

The 22-member commission first met August 22, 2005 and named subcommittees
to address the following issues: identification and intervention; services/transition;
best practices and training: and funding. The commission is composed of members
from key state agencies and nine appointed community members. The appointed
members ensure broad representation of Kentucky's citizens concerned with the
health and quality of life for individuals with an ASD.

Learn more about the Kentucky Commission for Autism Spectrum Disorders
at:
http://chfs.ky.gov/kcdd/HB+296+KY+Commission+on+Autism+Spectrum+Diso
rders.htm

It is important for you to make your voice heard by your state and federal
legislators. You can identify your current state legislators by visiting
http://www.Irc.state.ky.us/Legislators.htm . Contact your legislators and make
them aware that you have a family member with ASD. Describe the challenges
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faced by individuals with ASD and their families in Kentucky and the barriers they
encounter in getting needed services. Remember to always be constructive and
considerate.

Our legislators represent us — and they want to hear from us. The best way to do
SO is via post card, letter, or fax. They are bombarded with email so it is not
always effective.

You can also hold a “candidates’ forum” and invite several candidates to meet
with families dealing with autism in their district to hear their stories and learn
about their needs. Don'’t invite legislators in for a complaint session, but for
positive dialogue on the issues. Remember, we want them thinking about how to
be a part of the solution.

Finally, when you find candidates who support your positions you might help
them with their campaigns or support them financially.

Resources

http://www.kypa.net/drupal/node The site for Kentucky Protection and Advocacy,
whose mission is to protect and promote the rights of Kentuckians with
disabilities through legally based individual and systemic advocacy, and
education.

http://www.councilonmr.org/ The Kentucky Council on Mental Retardation site
provides information about local services, programs, and advocacy.

http://www.thearc.org/NetCommunity/Page.aspx?&pid=1386&srcid=183 The site
for The Arc, the world’s largest community based organization of and for people
with intellectual and developmental disabilities.

http://www.nichcy.org/ NICHCY stands for the National Dissemination Center for
Children with Disabilities. We serve the nation as a central source of information
on disabilities in infants, toddlers, children, and youth; IDEA, which is the law
authorizing special education; No Child Left Behind (as it relates to children with
disabilities); and research-based information on effective educational practices.

http://www.cec.sped.org/ The Council for Exceptional Children (CEC) is the
largest international professional organization dedicated to improving educational
outcomes for individuals with exceptionalities, students with disabilities, and/or
the gifted.
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CHAPTER 7
Future Planning: Growing into Adulthood

~ N

My sons have reached the age where we need to plan for their future,
but this process is only happening on a limited basis. I have to push
for all these services, and I'm not sure what is all available for them.
I am frustrated as this is critical for their future!

\ Donna Littrell /

This chapter is critical for planning for the future related to your child’s life after
high school. Parents should work with school personnel throughout the middle
and high school years to develop a person-centered plan for the future. This
chapter includes many suggestions for planning for the transition of your child
from a school program to adult services, including employment and living in the
community. It also introduces important legal and financial planning issues that
every family should think about.

Life after High School

Thinking about the future should begin immediately, and it is important to
formulate plans for the future throughout your child’s school experience.

One of the most challenging times for individuals with ASD and their families is
when an adolescent is about to transition from a school program to the
uncertainty of adult services. Questions about postsecondary education,
vocational training, employment, community living, and sources of financial
support for the individual with ASD must be addressed.

The Individuals with Disabilities Education Act (IDEA) requires that transition
planning for this shift to adulthood and adult service systems begin by age 16,
although it may begin earlier than age 16 if the IEP team agrees.

The student, parents, and members of the IEP team should work together to help
the student make choices about his path for the future. This will involve
discussions about where he wants to live, what kind of work he wants to do, and
what recreation and leisure time activities he would like to be involved in when
not working. Transition planning through the IEP process identifies the student’s
goals and a plan for reaching these goals in each of these areas:
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Mandated Services versus Eligibility-Driven Services

One of the biggest changes that parents face at the time of their child’s transition
from education to community services is the shift from the mandated services of
education to

the eligibility-driven services of the adult service system. All children are entitled
to educational services. In the adult service system, however, there are no
entitlements. Individuals must “qualify” or be determined eligible for services.
Transition services within education should support parents and their children in
applying for the services for which they are eligible.

In addition to the transition planning within the IEP process, IDEA also requires
that the school develop a document called the Summary of Performance (see the
chapter about Education) to help with this planning. When a student is no longer
eligible for educational services, the school district must provide the student with
a summary of their academic achievement and functional performance. This
summary of performance must include recommendations on how to assist the
child in meeting the student’s postsecondary goals (IDEA 8300.305(e)(3).

As mentioned in the chapter about Social Service Programs under the section of
the Kentucky Department of Mental Retardation and Developmental Disabilities
(MRDD), at age 16 a child who has been determined eligible for MRDD services
will have to be re-evaluated using adult standards. Your child’s Service and
Support Administrator should discuss this re-evaluation with you. If not, or if your
child has not received MRDD services, call the MRDD intake worker to schedule
an appointment for evaluation for eligibility.

Remember, you have the right to be present during this assessment. If your
child is deemed eligible, he/she will be assigned a Service and Support
Administrator who will serve as a case manager. The case manager will assist
you in identifying the range of services needed and in helping you establish
his/her eligibility.

Ask your service and support administrator to explain all of the services your
child may be eligible for. Make sure you ask to have your child placed on
waiting lists as early as possible for any services your child may wish to
access in the future. You can always decline these services when they are
offered if he/she does not need them. These lists are very long so it is never
too early to be placed on these waiting lists.
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-
D The Ohio Center for Autism and Low Incidence (OCALI) has published
“Transition to Adulthood Guidelines for Individuals with ASD”
You can read and download the guide at:
http://www.ocali.org/transition/trans _quidelines.php
\_/

Transition Planning

All students receiving special education services in public schools have regular
meetings with family and school staff to discuss the student’s IEP. Once a
student is in high school, these meetings should begin the planning for transition
from high school to adult life. This may be an area that you will need to advocate
for your child. If transition planning is not discussed, please do not hesitate to
discuss this important topic with your child’s IEP team.

IDEA defines transition services as a coordinated set of activities for a student
that promotes movement from school to post-school activities, including:

e Education after high school

e Job training

e Range of employment opportunities

e Help with coordinating support services (“case management”)
e Preparation for living independently in the community

¢ Recreation and volunteer opportunities

According to IDEA, these activities must be based on the individual student’s
needs, preferences and interests and include activities in the areas of:

e Instruction
Community experiences

e The development of employment and other post-school adult living
objectives

e Acquisition of daily living skills and functional vocational evaluation

It is important that families and schools begin planning early to ease the
transition for the person with ASD to increase success and independence in
adult life. According to IDEA, this should begin by age 16. Beginning earlier,
however, can only benefit the child and is highly encouraged.
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Individualized Transition Planning

Because transition planning is the foundation for a student’s adult life, IDEA has
provided much guidance to school districts on the content and process for
developing an individualized transition plan to support students with disabilities.

In transition planning the following four points should be considered:

e The plan, including goals and services, must be based on the individual
needs, preferences, and skills of the person with an ASD.

¢ Planning should be oriented to life after high school, not limited to what will
be accomplished before leaving school

e There should be a master plan that includes long-range goals and a
coordinated set of activities for each goal.

e The services provided should promote positive movement toward a life
after school (Autism Society of America)

Interagency Planning

Interagency collaboration is an important part of a student’s transition planning.
Other agencies and organizations may provide training or direct services to
individuals with disabilities that will help schools support a student’s transition to
community life. Ask your school district to involve other agencies in developing
your child’s plan for transition. This can include the local office of the Bureau of
Vocational Rehabilitation (BVR) and the county board of MRDD (see the Social
Services chapter for more information on these agencies).

Schools may also seek support from other local agencies and organizations such
as independent and supported living centers if they are located in your area.
Parents should strongly encourage interagency collaboration as part of transition
planning.

Transition planning can involve finding opportunities for job experiences for your
child. These can be arranged for the school year and during summer breaks.
When a student is given the opportunity to experience different settings and
develop work-appropriate skills, he will be able to choose the best path. A good
transition plan will allow the student’s parents, school officials, and agency
personnel to work together to make these opportunities available.

Questions to Guide the Transition Process

Parents can begin thinking about transition planning as early as when the child
enters middle school. It can be helpful to start the process with a list of questions
to act as a springboard for discussion. These questions can be similar questions
parents develop when preparing for an IEP meeting (see the chapter about
Education). Some families hold family meetings with siblings and the adolescent
with ASD so that they can all share in the planning.
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Below is a list of questions developed by a mother whose son has autism
(Autism Society of America):

What can your child do?

What does your child like to do?

What are your child’s interests?

What does your child need to explore?

What does your child need to learn to reach his/her goals?

What about college (four-year University, two-year community college),
vocational education, or adult education?

How about getting a job (competitive or supportive employment)?
Where can your child go to find employment and training services?
What transportation will your child use?

Where will your child live?

What living skills has your child mastered?

How will your child make ends meet?

Who will be involved in your child’s life?

Where will your child get health insurance?

Many people think of adulthood in terms of getting a job and living
independently, but having friends and a sense of belonging in a community are
also important. Transition planning through the IEP process is designed to help
students and parents plan for this aspect of community life as well. To address
these areas, additional questions have been included to guide discussion and
decision-making in this area.

Are supports needed to encourage friendships?

Do people in the community know your son or daughter?

Are supports needed to structure time for recreation? Exercise?

Does your child have any special interests that others may share as a
hobby?

Can you explore avenues for socializing such as religious affiliations or
volunteer work?

-
D
Make sure the IEP team is reminded that the pattern of strengths and
weaknesses in ASD is unique. Don’t design a plan that relies heavily on the
individual's weaknesses.
\_/
Chapter 7

201




Kentucky’s Family Guide to Autism Spectrum Disorders 2008

Taking Action

It is also important that the transition process involve taking action even though it
may be a number of years before your child graduates. After identifying areas of
interest and setting goals, school personnel, parents, and the student should take
active steps to meet those goals.

For example, the Vocational Rehabilitation representative arranges a job
experience for a student with ASD who has particularly sharp computer skills.
The student is dismissed from school early a few days a week and is
accompanied by a job coach to work at a data processing office. In preparation
for this job, the student’s school program is designed to teach the student
appropriate office skills, office procedures ( such as using a time clock), and
social skills.

Another student, who prefers to be outdoors, would be better suited to work with
a community clean-up project than in an office. Her school program is designed
to teach landscaping and horticultural skills, as well as social and job skills. The
team would identify a job experience site that would allow the student to work in
a local nursery. The transition plan must be tailored to each individual’s skills and
preferences.

Experience with three or four different work activities during transition planning is
helpful in assessing a student’s interests and capabilities while she is still in high
school. For some students, transition activities will be designed to prepare them
for further education. The transition plan should address the student’s goals for
life after high school-whatever the goals may be.

The National Information Center for Children and Youth with Disabilities
(NICHCY) has published a Transition Summary series to help families and
students with disabilities focus on taking definite steps toward a successful
transition. Below we have adapted a portion of NICHCY Transition Summary
page: This is an excellent site to visit for more information besides transition.
www.nichcy.org/resources/transition_students.asp

Middle School: Start Transition Planning

e Involve your child in career exploration activities
e Visit with a school counselor to talk about interests and capabilities
e Have your child participate in vocational assessment activities

e Along with your child, use information about interests and capabilities to
make preliminary decisions about possible careers (academic versus
vocational or a combination of the two).
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Along with your child, make use of books, career fairs, and people in the

community to find out more about careers of interest.

Keep in mind that while self-determination needs to be considered, students
with ASD may mature more slowly than others. Therefore, their timetables for
independence may be longer. Beware of eliminating options too early based
on academic and behavioral expectations they may not have been achieved
at the same age as their peers.

High School: Define Career/Vocational Goals

Make sure the IEP includes a transition plan and work with school staff
and community agencies to define and refine the transition plan.

Help identify and make sure your child takes high school courses that are
required for entry into college, trade schools, or careers of interest. Also,
make plans for taking college entrance assessments, such as the ACT
starting in the junior year of high school (These tests can be taken with the
required modifications as outlined on his/her IEP).

Help identify and make sure your child takes vocational programs offered
in high school, if a vocational career is of interest.

Encourage your child to become involved in early work experience, such
as job try-outs, summer jobs, volunteering, or part-time work.

Reassess interests and capabilities based on real-world or school
experiences. (Is the career field still of interest? If not, redefine goals).

Make sure your child participates in ongoing vocational assessment and
identify gaps of knowledge or skills that need to be addressed. Address
these gaps.

After High School: Achieve Your Goals

If eligible for VR services, make sure your child works with a VR counselor
to identify and pursue additional training or to secure employment
(including supported employment) in her field of interest.

If your child is not already receiving Supplemental Security Income,
contact the local Social Security Administration office shortly before she
turns 18. Family income is no longer considered in determining eligibility
for benefits after the person’s 18m birthday. If eligible for social security
benefits such as Supplemental Security Income, find out how work
incentives apply.

Chapter 7

203



Kentucky’s Family Guide to Autism Spectrum Disorders 2008

Contact you county board of MRDD to determine your child’s eligibility for
services, including Medicaid and waiver services. (See Chapter 6 for
contact information.) Even if your son or daughter can be maintained on
your medical insurance plan, Medicaid can be useful as supplemental
insurance. In addition, Medicaid eligibility is required for many adult MRDD
services.

Contact agencies that can help, like disability-specific organizations such
as the state or local chapter of the Autism Society of America. Ask about
all services the student may be eligible for.

Continue to work through the plan by following through on decisions to
attend postsecondary institutions or obtain employment.

Education and Training Prior to Employment

Have the IEP team and other disability support organization help identify
postsecondary institutions (colleges, vocational programs in the
community, trade schools, etc.) that offer training in a career of interest for
your child.

Identify the accommodations that would be helpful to support your child.
Make sure that documentation is current on your child’s IEP. This will
support your child’s request for accommodations at an educational
institution. Find out if the educational institution makes, or can make,
these accommodations. Some colleges such as Western Kentucky
University, through the Kelly Autism Program, offer additional assistance
for individuals with ASD.

Write or call for catalogues, financial aid information, and request an
application.

Help identify and make sure your child takes any special tests (e.g.,
PSAT, SAT, ACT) necessary for entry. Deadlines to apply for this testing
are generally earlier when accommodations are requested.

Visit the institution, contact the office of disability services at the institution,
and confirm that the accommodations needed for college coursework are
available.

Other Future Planning Issues

There are other aspects of planning for your child’s future that are not covered in
the transition planning process through the IEP. These address issues like
quality-of-life support for your child if you are not available and legal issues such
as guardianship, and financial planning to protect government benefits.
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Despite the growing number of persons with ASD in this country, fewer than 20%
of families have done any futures planning to address these issues. Like all of us,
your child with a disability will be an adult longer than she will be a child, so
futures planning is critical.

The following planning topics need to be addressed:
1. Quality-of-life issues
2. Legal
3. Financial
4. Government benefits

To guide decision-making when you are not available, discuss information
regarding the needs and desires of the child with ASD and compose a directive
document. This document should address lifestyle, financial, legal, and
government-benefit issues. Whether people with ASD function entirely on their
own or need assistance, such a directive can provide instruction for their daily
care, as well as provide guidance for unexpected contingencies. Some of the
guestions this directive should cover include:

e How would your child like to be bathed and dressed?
¢ Does your child have special dietary needs and requirements?

¢ Does your child have any chronic medical conditions? Who monitors your
child’s medication?

¢ What leisure activities (music, computer, hobbies) does your child enjoy?

e What things can help your child live with dignity, quality, self-esteem and
security?

While most people realize they need to plan, for a variety of reasons many fail to
do so. Some believe the task is overwhelming and don’t know where to find
gualified professionals who understand their needs and how to resolve their
concerns. The cost of professional services can also be an issue, as can privacy
concerns.

Establishing an Advisory Team

As families begin to develop their plan, they should begin by identifying a group
of people who will act as an advisory team. This should include, when possible;
family members, the person with an ASD, an attorney, a financial advisor,
caseworkers, medical practitioners, teachers, therapists, and anyone involved in
providing services to the individual. Having input from each of them can help
ensure that all parts of the plan are coordinated and complete (Stevens, n.d.).
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Letter of Intent

Lifestyle planning is a process in which a family records what they want for the
future of their loved one in a document called the “letter of intent.” Although not a
legal document, it is as important as a will and a special needs trust. This letter of
intent will include information on a variety of important issues.

Quality of Life

Quiality-of-life issues are those everyday things that need to be in place for each

of us to be comfortable in our daily lives. Addressing quality-of-life issues for our

loved one with ASD requires decisions and information regarding:
e Where the person will live

Religious affiliation

Continuing education programs desired

Employment preferences

Social activities preferred

Medical care required

Behavior management practices

Advocacy and/or guardianship needs

Trustees identified for financial planning purpose

Final arrangements desired

Detailed instructions for assisting the person with the typical activities of

daily living such as bathing, dressing, feeding, and toileting

e Description of any special ways of communicating that only the immediate
family knows and understands are included

TIP: Use videotape to record the individual performing activities of daily
living, including communicating. Consider taping the individual having a
meltdown and demonstrate the best ways of responding if that tends to be
a relatively common occurrence.

Should parental support no longer be available, imagine how much easier and
less traumatic it will be for the person with ASD and his or her care providers if
they have detailed instructions immediately available, rather than having to figure
things out on their own. What could take weeks or months to adjust to, could be
shortened to a few days.

The ultimate goal of the letter of intent is to make the transition from parental
care to independent or supported living or moving in with other family members
as easy as possible, bearing in mind the comfort and security of the individual.
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Guardianship

As each child approaches age 18, parents need to research guardianship issues
and decide which options are appropriate for their young adult. Guardianship is a
legal determination that involves your child’s ability to make decisions regarding
her own affairs, including financial, medical, and educational decisions. If you do
nothing when your child turns 18, you legally lose the right to make decisions and
sign legal documents for your child. Determining guardianship can sometimes be
a difficult decision. Parents should discuss the issue with professionals and with
other parents to learn about all the implications.

Estate Planning

“‘Who will care when you are no longer there?” is an overwhelming question that
parents of children with disabilities must address, but solutions and help are
available.

Estate planning allows the family to state its wishes regarding the distribution of
the family’s assets and to appoint executors to settle the estate. In conjunction
with estate planning, a trust should be established to provide supplemental funds
for the individual with ASD, but in a way that maintains the individual’s eligibility
for government benefits. An estate planning team should include:

Attorney

Accountant

Life underwriter/financial services provider

Trust officer

A comprehensive estate plan should:
¢ Provide lifetime supervision and care if necessary
Maintain government benefits
Provide supplementary funds to help ensure a comfortable lifestyle
Provide for management of funds
Provide dignified final arrangements
Avoid family conflict

Once you have decided to prepare a plan, find someone to help you or hire a
professional planner. Referral sources are available through governmental
agencies, organizations, or local support groups. Use a life-plan binder. Place all
documents in a single binder and notify caregivers/family where they can find it.
At least once a year, review and update the plan and modify legal documents as
necessary.

Establishing a Trust

Government entitlements play a key role in the lives of many persons with autism
spectrum disorders by providing money and health care benefits under SSI
(Supplemental Security Income), SSDI (Social Security Disability Insurance),
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Medicaid, and/or Medicare. A basic understanding of federal and state
entitlement programs is essential in order to be sure that an individual gets all
that he or she is qualified to receive. That said, laws change, so it is crucial to
hire professionals with up-to-date legal expertise.

In establishing a trust, financial planning is used to determine the supplemental
needs of the person over and above the government benefits they may receive.
First, a monthly budget is established based on today’s needs while projecting for
the future. Then, by using a reasonable rate of return on the principal, the family
identifies how much money is needed to fund the trust. The life expectancy of the
person must be considered and then the need projected into the future using an
inflation factor.

Once this is done, the family must identify the resources to be used to fund the
trust. They may include stocks, mutual funds, IRAs, 401(k)s, real estate, and
home or life insurance. Professional management for investing the assets may
be done by the trustee, or the trustee may hire advisors.

Legal language has changed over time as state policies and legal decisions have
evolved. When carefully drawn according to strict legal guidelines, trusts have
been able to provide spending money to enhance the individual’s daily life. Trusts
can be a valuable tool for families, regardless of the size of their estate.

Make sure that the attorney and other planning professionals you hire have
specific expertise in planning for people with disabilities.
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Transition Resources

Students with Disabilities Preparing for Postsecondary Education: Know Your
Rights and Responsibilities (booklet). Available from the U.S. Dept. of
Education, Office for Civil Rights.

To order copies, write:

ED Pubs

Education Publications Center
U.S. Dept. of Education

P.O. Box 1398

Jessup, MD 20794-1398

Fax: 301-470-1244
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Email: edpubs@inet.ed.gov

Call: 1-877-433-7827; TDD or TTY 1-800-437-0833

Go online www.ed.gov/pubs/edpubs.html or go to the website:

www.ed.gov/ocr

You can also get it in alternative formats from 202-260-9895.
Help for College Students with Disabilities from Wrightslaw.com

Lots of links: www.wrightslaw.com/flyers/college.504.pdf

Asperger Syndrome: Transition to Work
This program lists essential preparation for students with AS to find and hold a
job. For high school age and above.

Asperger Syndrome: Transition to College and Work
This program includes two sections: How to get ready for college and how
to prepare to go from high school or college to the workplace. (Note: this
video includes all the information in the “Transition to Work” video and
also includes college prep information.) For high school age and above.

College Prep Portfolio

The right tool to help high school students identify, collect and organize the
documents required in the college application process — and those that
highlight their accomplishments to give them an edge in applying to the
college of their choice. For high school students.

Article: This is for Universities — “Good Practice Guidelines for Universities”:

www.users.dircon.co.uk/~cns/quidelines.html
Article: Preparing for College: Tips for Students with HFA/Asperger’'s Syndrome:

www.teacch.com/college.html
Article: Understanding College Students with Autism:

www.dol.gov/odep/pubs/brochures/wrpl.html

Chamberlain, C. E., & Strode, R. M. (1999). The source for Down syndrome,
East Moline, IL: LinguiSystems.

Self-Employment and Social Security Work Incentives for Persons with
Disabilities

(Consulting and Training on Employment and Transition to Work):

www.griffinhammis.com

Autism Society of America website: www.autism-society.org

Kentucky Office of Supported Employment
http://ovr.ky.gov/programs services/supported employment program.htm

Kentucky Office of Vocational Rehabilitation
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http://ovr.ky.gov/

Transition
www.socialsecurity.gov/work/

www.socialsecurity.gov/disabilityresearch/wi/generalinfo.htm

www.socialsecurity.gov/disability/electronic disability.htm

www.socialsecurity.gov/work/Ticket/ticket info.html

Autism Organizations

Asperger Syndrome Coalition of the US: www.asperger.org

Autism National Committee: www.autcom.org

Autism Network International www.ani.ac

Autism Society of America: www.autism-society.org/site/PageServer

Autism Speaks: www.autismspeaks.com

Collaborative on Health and the Environment: www.protectingourhealth.org

Environmental Factors — Cure Autism Now: www.cureautismnow.org

FEAT (Families for Early Autism Treatment): www.feat.org

Friendship Ministries: www.friendship.org

Human Genome Project Information: www.ornl.gov www.genome.gov

More Advanced Individuals with Autism, Asperger: www.maapservices.org

National Apostolate for Inclusion Ministry: www.nafim.org

Neuro Immune Dysfunction Syndromes www.nids.net

OASIS - Online Asperger Syndrome Information and Support
www.udel.edu/bkirby/asperger

Bookstores /Videos

Autism Asperger Publishing Company: www.asperger.net/bookstore.htm

Autism Related Books: www.autism-resources.com/books.html

Autism Society of America Bookstore:
www.autism-society.org/site/PageServer?pagename=give bookstore
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Autism Web Bookstore: www.autismweb.com/books.htm

Future Horizons: www.futurehorizons-autism.com

Jessica Kingsley Publishers: www.jkp.com

Michigan ASA: www.autism-mi.org

North Carolina ASA: www.autismsociety-nc.org

Stanfield Publishing, Specialists in Special Education: www.stanfield.com

Federal Agencies

Centers for Disease Control and Prevention: Autism Information Center:
www.cdc.gov/ncbddd/autism/index.htm

Congressional Information: www.congress.org

National Institute of Health: www.nih.gov

Office of Special Education Programs (OSEP):
www.ed.gov/about/offices/list/osers/osep/index.html

U.S. Department of Education: www.ed.gov

U.S. House of Representatives: www.house.gov

U.S. Senate: www.senate.gov

Other Disabilities Organizations

American Association of People with Disabilities: www.aapd.com

ARC of Kentucky: http://www.arcofky.org/

ARC of the United States Home Page: www.thearc.org

Attention Deficit Disorder: www.chadd.org

Autism Spectrum Disorders (Pervasive Developmental Disorders) by National

Institute of Mental Health and National Institute of Health:
www.nhimh.nih.gov

Council for Exceptional Children — Kentucky: http://www.kycec.us/

Disability Solutions: www.disabilitysolutions.org
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Easter Seals of Kentucky
http://eswky.easterseals.com/site/PageServer?pagename=KYWS locatio
ns

Learning Disabilities Association: www.LDOnLine.org

Mental Health NAMI Kentucky:
http://www.nami.org/MSTemplate.cfm?micrositelD=157

National Info Center for Children and Youth with Disabilities (NICHCY):
www.hichcy.org

National Institute for People with Disabilities: www.yai.org
National Organization on Disabilities: www.nod.org

National Parent Network on Disabilities: www.npnd.org

Kentucky Speech, Language, and Hearing: http://www.kysha.org/

Technical Assistance Alliance for Parent Centers — The Alliance:
www.taalliance.org

The Association for Persons with Severe Handicaps (TASH): www.tash.org

Tourette Syndrome: http://www.kypartnership.org/tourette _syndrome

CareGuide@Home. (2003). A profile of informal and family caregivers. In Care
for Caregivers. Retrieved January 10, 2007, from
www.careguideathome.com/modules.php?op=modload&name=CG_Resources&f
ile=article&sid=861

Kentucky Workforce Investment (2007). http://workforce.ky.gov.

Kentucky Office of Vocational Rehabilitation (2007). Website: http://ovr.ky.gov

Social Security Administration website: www.ssa.gov

Stevens, B. (n.d.). About you. Special Needs Planning. Retrieved January 10,
2007, from www.bssnp.com/AboutYou.asp

http://www.councilonmr.org/leadership_manual.htm The Council on Mental
Retardation, a private non-profit association of families and friends of persons
with mental retardation, has been advocating for persons with mental retardation
in Jefferson County, Kentucky since 1952.

http://louisville.edu/education/kyautismtraining/resources/adult resources.html
The Kentucky Autism Training Center’s link listing resources for transition/adult
issues in autism.
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http://www.researchautism.org/resources/reading/documents/TransitionGuide.pdf
A link to the PDF copy of “Life Journey Through Autism: A Guide for Transition to
Adulthood” through The Organization for Autism Research.

www.worksupport.com The website provides information, resources, and
research about work and disability issues.

www.teacch.com/college.html Information from TEACCH about preparing for
college.

www.dol.gov/odep/pubs/brochures/wrpl.html The Office of Disability
Employment Policy’s Workforce Recruitment Program for College Students with
Disabilities.

www.griffinhammis.com_Information on Self-Employment and Social Security
Work Incentives for Persons with Disabilities (Consulting and Training on
Employment and Transition to Work).
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Chapter 8

Introducing Your Child to ASD: How and When
to Talk to Your Child About the Diagnosis

| received my diagnosis of Asperger syndrome as an adult. This was a turning point in
my life, as it explained the relationships between what | had previously seen as a large
collection of strange behaviors, thoughts and preferences. Realizing that | was
neurologically different helped me to finally see myself as a whole person. It also gave
me a purpose and direction for my life. Advocating for respect and resources for adults
on the autism spectrum has become my primary interest. | am a student in the College
of Social Work at the University of Kentucky, and will graduate in May, 2008. |
coordinate the statewide Social Club for Teenagers with Asperger Syndrome through
Kentucky Partnership for Families and Children. | have presented information on autism
to a variety of groups and maintain an advocacy related blog, Asperger Square 8.

Autism is not a detachable part of a person and it is not an outer shell behind which
someone entirely different hides, waiting to be set free. Autism is intrinsic and cannot be
removed. Even if it could, this would alter every aspect of the individual’s being; he or
she would no longer be recognizable as the person you know. This is the very meaning
of the word “pervasive.”

There can, then, be no “war on autism” without waging war on the person who is
autistic. This does not mean that | don’t believe parents should do everything possible
to improve their autistic child’s quality of life. But promises to “cure” autism should be

viewed through a lens of skepticism. There are many schemes waiting to drain the bank
accounts of parents. Worse yet, some of these unproven “treatments” may actually
cause harm to children. The best source of information is peer reviewed literature found
in established journals and written by scientists who have no financial interest in any
particular therapy or treatment.

Without a doubt, being viewed by one’s family as a tragedy is harmful. Many people
believe that if a child does not respond verbally or show obvious signs of understanding
speech, that this indicates he is “in his own world,” oblivious to what is said about him.
This is not true. Many, many reports exist from autistic people who have acquired
means of communication later in life, revealing the extent of harm done by this belief.
Lack of speech or of typical response does not indicate lack of understanding.

Autistic adults need to have a voice in all discussions concerning autism services. This
has not been the policy of the large, well-known “charity” groups. A slogan borrowed
from the general Disability Rights Movement expresses this most succinctly, “Nothing
About Us Without Us.” This is what | believe.

Bev Harp
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A frequently discussed topic on autism message boards is “How and when do | tell my
child about his or her diagnosis of an autism spectrum disorder?” How young is too
young? Will my child understand? Will it add to his/her anxiety? Will it help him/her
understand his/her differences? What about explaining to others, siblings and other
family members, teachers, and peer groups? How does a parent go about helping
others to understand autism without creating stigma or contributing to false beliefs about
the condition?

These are a few of the questions parents will need to answer for themselves before
approaching the subject with the child or teen that has been diagnosed. A growing
collection of literature addresses this subject and is available to aid in the discussions.
Included here are a few of the best resources for talking about the diagnosis.

For Children:

Elder, J and Thomas, M. (2005). Different Like Me: My Book of Autism Heroes. London:
Jessica Kingsley Press.

This book introduces historical figures and other famous persons who fit the profile we

now know as autism. Included are Einstein, Newton and Kant as well as Andy Kaufman,

Andy Warhol and Temple Grandin. Suggested for ages 8 to 12, this book is also a joy to

read as an adult, and would make an ideal introduction to the autism spectrum for a

newly diagnosed child. lllustrated.

Elder, J and Thomas, M. (2007). Autistic Planet. London: Jessica Kingsley Press.

A rhyming book for the younger set, this one is recommended for ages 4 to 8. Autistic
Planet is a great book for building positive perspective from an early age, and would be
appropriate for siblings of ASD kids, too. Here Elder envisions a world where children
matter-of -factly prefer the weather report to cartoons, and where “We don't do
something one time, when we can do it over and over again!" lllustrated.

Faherty, C. (2004). Asperger’s: What Does it Mean to Me? Arlington, TX: Future
Horizons.

This is an excellent workbook for older children, pre-teens and young teenagers. The

sections are well formatted and designed to help the child explore issues of identity,

self-esteem, learning styles and more. At just over 300 pages, the book is thorough, a

great resource for teachers and parents as well. Foreword by Gary Mesibov.

Hoopman, K. (2006). All Cats Have Asperger Syndrome. London: Jessica Kingsley
Press.

This is a small picture book which uses cats to illustrate some features of people with

Asperger syndrome. It's cute and well-intentioned if not terribly informative. If you are

going to buy just one kid’s book about AS, this probably is not the one. However, it

does a good job of what it sets out to do, and would be a nice addition to a small library

or to leave on the coffee table for curious visitors to flip through.
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Schnurr, R. (1999). Asperger’s, Huh?: A Child’s Perspective. Ontario: Anisor.

Some children with Asperger syndrome will relate to this first-person narrative, while
others will find its language too simplistic. While the publisher recommends this for ages
8 to 12, it is most appropriate for the younger end of that scale. It might be good for
siblings of the AS child.

Strand, V.(2006). | am Utterly Unique: Celebrating the Strengths of Children Asperger
Syndrome and High Functioning Autism. Shawnee Mission, KS: Autism Asperger
Publishing.

This is an alphabet book for kids on the spectrum, ages 4 to 8. It presents a very

positive perspective, celebrating the strengths and unique qualities of autism with humor

and respect. 56 pages with color illustrations.

Welton, J., Newson, E., and Telford, J. (2004). Can | Tell You About Asperger

Syndrome?: A Guide for Friends and Family. London: Jessica Kingsley Press.
Told from the perspective of a ten year old boy, this is a great little book for “bridging the
gap” between AS kids and their peers or siblings. The author does an excellent job of
explaining how people with AS struggle to learn those things which seem so automatic
to others—body language, tone of voice, etc. Simple and direct without being
condescending. For ages 8-13.

For Teens:

Ledgin, N. (2002). Asperger’s and Self Esteem: Insight and Hope through Famous Role
Models. Arlington, TX: Future Horizons.

Many teens on the autism spectrum could use a good self-esteem booster. Ledgin

suggests that a number of scientists, artists and musicians have had much in common

with young people now diagnosed with Asperger syndrome. Autistic traits of Marie Curie

and Albert Einstein are discussed, as well as those of Glenn Gould and Mozart. For

teens and adults. Foreword by Temple Grandin.

Jackson, L. (2002). Freaks, Geeks and Asperger Syndrome. London: Jessica Kingsley
Press.
Luke Jackson wrote this book when he was just 13 years old, and offers one of the best
and most thorough explanations to be found in the popular literature on AS. Jackson
offers his experience and advice to other teens on such topics as class work, bullying,
dating and hygiene. A great introduction for a young teen exploring the meaning of the
Asperger diagnosis from a peer who writes with confidence and self-acceptance.
Foreword by Tony Attwood.

For Teens and Adults:

Attwood, T. (2006). The Complete Guide to Asperger’'s Syndrome. London: Jessica
Kingsley Press.

More than an expanded version of Attwood’s 1996 Asperger’s Syndrome, this book
combines up to date research and clinical experience with personal insights from people
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on the spectrum. Chapters on marriage and career acknowledge the often ignored fact
of AS in adulthood. Written in accessible terms, this is a must have guide for family
members, therapists and educators by one of the world’s most respected authorities on
the subject.

Attwood, T, Grandin, T., Bolick, T. and Faherty, C. (2006). Asperger’s and Girls.
Arlington, TX: Future Horizons.
Asperger syndrome, like other conditions on the autism spectrum, is thought to occur
four times more frequently in boys than girls. Therefore, the bulk of the research so far
has focused on males. This book considers the questions specific to girls with AS as
well as the possibility that AS is frequently overlooked or misdiagnosed in this
population. Girls and young women with Asperger syndrome will appreciate this
opportunity to read the personal perspectives included here.

Murray, D. (2005). Coming Out Asperger: Diagnosis, Disclosure and Self-confidence.
London: Jessica Kingsley Press.

This important book explores the impact of diagnosis and offers a number of strategies

for disclosing autism. Learn the art of the “soft” disclosure and how to evaluate the level

of risk for disclosing in various situations. This is an anthology offering viewpoints from

professionals, family members and people on the autism spectrum.

Prince-Hughes, D. (2002). Aquamarine Blue 5: Personal Stories of College Students
with Autism. New York: Swallow.

For the young adult considering college, here are some terrific first-hand reports of

autism at the university level. Addressing social, communication and sensory issues

from a variety of perspectives, each student describes his or her own experience with

college life. Editor Prince-Hughes has a PhD in anthropology and is autistic as well.

Grandin, T.(1986). Emergence: Labeled Autistic. New York: Warner.

The first published book by the world’s most famous autistic woman, Dr. Temple
Grandin. Grandin talks about her childhood, sensory issues and her mother’s work to
have her included in mainstream schools.

Grandin, T.(1995). Thinking in Pictures: My Life with Autism. New York: Random
House.

Further descriptions of life with autism from animal scientist Dr. Temple Grandin. This

book includes more details of Grandin’s thought processes and her work to bring more

humane practices to the cattle industry.

Grandin, T. and Barron, S., (2005). The Unwritten Rules of Social Relationships.
Arlington, TX: Future Horizons.

What are autistic people thinking? What do neurotypicals (non-autistic people) expect?
This is the book that explains it all. This is the key to understanding the “other” across
the spectrum, separating the “musts” from the “shoulds” in social relationships, the
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secret codes everyone “just knows” but people with autism must be taught. Important.
Invaluable. Every family with an autistic member should have this one.

Kearns-Miller, J. (2003). Women from Another Planet?: Exploring Our Lives in the
Universe of Autism. First Books Library.

This anthology, written by women on the spectrum, offers a range of insight you rarely

find in a single book. In addition to the individual chapters representing each author,

there is a section in which several of the women discuss their perspectives on issues of

importance to autistic women. In depth, varied and unique; highly recommended.

Newport, J. (2001). Your Life is Not a Label: A Guide to Living Fully with Autism and
Asperger’s Syndrome. Arlington, TX: Future Horizons.

Practical advice from an adult with Asperger syndrome. Much of this book focuses on

basic life skills—riding a bus, opening a checking account, etc. Also included are

chapters on dating and marriage. Not everyone will appreciate the author’'s emphasis on

self-reliance and or his disdain for “labels.” Newport also wrote the novel, Mozart and

the Whale.

O’Neill, J.L. (1999). Through the Eyes of Aliens: A Book about Autistic People. London:
Jessica Kingsley.

A book about acceptance by an autistic woman. The author views autism as a

neurological difference to be respected, not marginalized or eradicated. Read this only if

you love someone with autism and want to understand him or her better.

Williams, D. (1994). Nobody Nowhere: The Extraordinary Autobiography of an Autistic.
New York: Times Books.

This is a unique story of one autistic individual and her ways of coming to terms with a

world which often seems harsh and confusing. Williams has written a number of books

on autism and consults widely on related topics.

Zaks, Z. (2006). Life and Love: Positive Strategies for Autistic Adults. Shawnee Mission,
KS: Autism Asperger Publishing.

Zosia Zaks shares her strategies on everything from grocery shopping with sensory
issues to dressing for job interviews. Step by step details on subjects like cleaning an
apartment will appeal to linear thinking Aspies who are struggle with executive
functioning problems.

Web Resource List

GRASP: Global and Regional Asperger Syndrome Partnership:
http://www.grasp.org/

Autistic Self-Advocacy Network:
http://www.autisticadvocacy.org/
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ANI: Autism Network International:
http://ani.autistics.org/

Autistics.org
http://www.autistics.orqg/

AANE: Asperger Association of New England
http://www.aane.org/

Autism Hub
http://www.autism-hub.co.uk/

Neurodiversity
http://www.neurodiversity.com/main.html

Research Based Resources

Division TEACCH, University of North Carolina
http://www.teacch.com/

Morton Ann Gernsbacher’s Laboratory:
http://psych.wisc.edu/lang/index.html

Yale Developmental Disabilities Clinic

http://www.med.yale.edu/chldstdy/autism/index.html
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