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Closer to the Dream of a Brighter Future for Adults with Autism Spectrum Disorder

By Linda Walder Fiddle, Esq.
Founder and Executive Director
The Daniel Jordan Fiddle Foundation

n 2002, when The Daniel Jordan

Fiddle Foundation developed its first

three programs for adolescents and

adults with Autism Spectrum Disor-
der (ASD) and awarded grants to support
them, no one in the autism community
was talking about adults with autism.
That was the point. During my son
Dannydés | ifeti me,
he aged out of the educational system
entitlements mandated by the Individuals
with Disabilities Education Act (IDEA),
there were no federal or state laws specifi-
cally mandating that he would be entitled
to the supports and services he would
need in adulthood. And, as I researched
to learn what, if any programs existed in
the United States that could provide resi-
dential, vocational, recreational and edu-
cational opportunities for him, I came up
with merely a handful of options and none
that specifically related to ASD. A few
years later, friends and family encouraged
me to continue to focus on ASD after
Dannydés wuntimely
knew that the not-for-profit organization
bearing his name would have to focus on
adults, because no one else was.

During the past seven years much has

changed for the better in the adult world

By Linda Walder Fiddle, Esq.
Founder and Executive Director
The Daniel Jordan Fiddle Foundation

ow can one
make a difference? That ques-
tion is often posed, or at least
thought about by most people.
You read something in the paper and
know for a fact it is misinformation; you
hear about an incident that reeks of injus-
tice; you are personally impacted by
thoughtless and unsupportive acts: all of
these, and other things too can inspire
furyd but do they inspire you to take ac-
tion? In many instances, the answer is no.

Dorothy Leung Blakeslee, Appointee of NJ Senator Richard Codey and
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of ASD. I would like to credit the dedi-
our national autism organization for some
of those changes. The Daniel Jordan Fid-
dle Foundation has developed and sup-
ported programs in rural, urban and subur-
ban settings throughout the United States

that focus on young adults transitioning

d eated Boardaoff Trustees @nd Adyisorsaofi d from school to adult life and adults as

they follow paths to live, work and recre-
ate in communities throughout the coun-
try. When I look at the map and see all the
ground our small, all-volunteer organiza-
tion has covered, I feel grateful to have

Strategies for Effective Advocacy

We cool down a bit. We weigh the pros
and cons of making a fuss, of speaking
out, and maybe we discuss the inequity
with friends and family and get over it.
BUT, there are times when this will just

p enotssoffited svhichvtleen loegs the ques-

tond how can one per
difference? Asking this question is the
beginning of advocacy.

Recently I had the opportunity to speak
with a group of parents of adult children
on the spectrum about advocacy. Most of
the attendees, when asked whether they
had ever acted as an advocate for them-
sel ves or anyone
really. o When
little more and write some potential

fadvocacy
surprised themselves and were able to
identify and recount for the others a par-
ticular instance when they advocated on
behalf of something or someone. Several
of these fiadvocacy

s whatdeyer tv do iwich autism.d kugeestad

to the group that
they used to advocate in that instance
could be applied to advocating on other
issues too, including autism related issues.
Wh a t wer e some
discovered? First, it must be an issue that
sticks with you, not for hours alone, but

mo ment so

been inspired by individuals with ASD,
their families and those who serve them
so that we can create more of what I had
wanted for Danny: to have suitable, sus-
tainable and stimulating opportunities to
participate in and contribute to commu-
nity life.

What is also gratifying is to now see
that others in the autism community are
starting to focus on the question The
Daniel Jordan Fiddle Foundation asked in
2002 has been answering ever since,
i Wh at is going to
when he or she
topic of adults on the spectrum is now
part of the conversation among autism
organizations and has resulted in an excit-
ing collaborative initiative called, Advanc-
ing Futures for Adults with Autism, which
will host nationwide town hall meetings
on November 13, 2009 to develop a pol-
icy agenda to address the needs of adults.
The Daniel Jordan Fiddle Foundation is a
member of the Steering Committee for
this effort, composed of a powerhouse of
autism organizations and advocates, and
all involved are committed to engaging
the voices of concerned Americans on
this topic.

The topic of adults and ASD has fi-
nally become a part of our national and
state agendas as legislators across the
country are initiating and enacting bills

see Brighter Future on page 45

engagementpnahp iesue js oftemfached by
passion which is just the energy source
needed for advocacy. Second, do your
research on the topic. There is little worse
or more ineffective than an advocate who

igild prepared. @né mah ia tthe group told |

about a Letter to the Editor he had written

h a
become

ng

p

reglrding unegtalhaccads toohousing foro o | s 0

adults in his community where he had
spent many hours researching the facts
surrounding the particular incident, laws

o frelatihghtee it arfdl theoeveh ught out éis

local councilman to get his perspective.
The letter was a highly effective piece of

gol dayd gn ends &hed you ardipregmaring nadvdcacy that brought about a town hall

the topic is on your mind. Continuous

a s k e ddinnerofolding laumdky oraakimg @ tvalkt hi s a

see Effective Advocacy on page 47
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that recognize the need to focus on pro-
grams and services beyond childhood.
The Autism Treatment Acceleration Act of
2009, a bill, recently introduced in the
Senate and House of Representatives,
includes language that would create a
demonstration project to provide a full
array of services to adults with ASD to
improve their quality of life and enable
them to live as independently as possible.
This important inclusion of adult issues in
a multi-faceted bill aimed at improving
the lives of individuals with ASD is a
major step forward in promoting aware-
ness that autism is a life span challenge.

In many states, legislators are also
beginning to realize that the growing
population of children with ASD is rap-
idly aging to adulthood and that it is im-
perative to identify and address the is-
sues that not only affect their lives but
will have an enormous impact on society
at large. The fact that adult ASD will
incredibly impact all citizens should be
apparent by the numbers of those cur-
rently diagnosed; it is well reported that
1 in 150 children have ASD, and in our
organizationos
in 94 are on the autism spectrum. New
Jersey legislators like Assembly Speaker,
Joseph J. Roberts, Jr., State Senators,
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h ome

Loretta Weinberg and Joseph Vitale and
Assemblywoman, Joan Voss have spear-
headed important legislation that created
The Adults with Autism Task Force that
was signed into law by Governor Corz-
ine. The Task Force, on which I am a
member, was convened last year with the
mandate to provide an actionable plan to
address the needs of adults.

The report that was presented to Gov-
ernor Corzine and legislators in June of
2009 outlined the major issues that think
tanks around the country have also identi-
fied, illustrating that many are thinking
along the same lines.

Some of the key needs relating to
adults with ASD that were put forth by
the New Jersey Task Force and other task
forces, think tanks and symposia relating
to adults include:

1 The need for effective and coordi-
nated transition planning guided by
the individual with ASD, their par-
ents/caregivers and autism trained
professionals; this must begin early in
the education process.

1 The need for a variety of day pro-
training, autism specific support sys-

tems and intensive life skills curricu-
lum that fosters independence

1 The need for college support and op-
portunities for those pursuing that path

1 The need for a variety of safe and sus-
tainable residential options that en-
hance participation in community life

1 The need for a variety of employment
opportunities that focus on the
strengths and talents of adults with
ASD and the availability of a support
system to assure their sustainability
and success

¢  The need to enhance the health and
wellness of adults through fulfilling
and varied recreational endeavors

1 The need to educate the community
about the diversity of the adult ASD
population so as to create more
awareness, opportunities and support
for them

1 The need to address issues relating to
community life and the safety of
adults with ASD such as transporta-
tion, sexuality, marriage, legal matters,
faith-community participation, aging

gran® th& providee parson) @nterede v , 1

These issues are ones that The Daniel
Jordan Fiddle Foundation has been ad-
dressing and will continue to address in

visit our website: www.mhnews-autism.org

the days and years to come. It is essen-
tial that in the process we listen to the
ideas and guidance from adults with
ASD. Organizations like the Autism So-
ciety of America have been doing so for
many years and others should follow
their lead. Selfi advocates must have a
platform and voice in the national and
statewide agendas that affect their lives.
The issues mentioned are ones you will
be hearing more about in the future and
the more discussion the better as we en-
gage our country in creating the best
futures possible for adults with ASD.
This is the dream I had for my son
Danny and I am confident that we are
moving in the right direction towards its
realization.

Linda Walder Fiddle, Esq. is the
founder and executive director of The
Daniel Jordan Fiddle Foundation, a na-
tional autism organization with the mis-
sion to develop and support through
grant-giving,  residential, vocational,
recreational, educational and family
programs that honor the individuality
and enhance the lives of adolescents and
adults with ASD.

For more information visit:
www.djfiddlefoundation.org. ~ For more
information on Advancing Futures for
Adults with Autism visit: www.afaa-us.org.
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meeting and opened up conversation in
the community. Good research that yields
a fact-based argument more times than
not results in successful advocacy. Noth-
ing beats it.

Along with engagement, passion and
research, constructing a plan of action is a
key component of any effective advocacy
effort. In developing a plan of action or
ffladvocacy
sic questions to ask. Who is my audience?
What is the most efficient and impactful
way to reach my audience? What result(s)
do I wish to achieve through my advocacy
or put another way, what do I want my
audience to do about it? There are other
questions too, but these three are what I
would call threshold questions in develop-
ing an effective advocacy strategy.

The answers to these threshold ques-
tions will be important on many levels.
They will help you determine whether
you are going to spearhead a letter writing
campaign, testify before a legislative
committee or organize a protest rally on
the steps of city hall. If this sounds too

lofty, time consuming and labor intensive,
then this is not a strategy you would
choose. How about starting more simply,
like joining an on-line petition, writing a
letter to a local official or newspaper, at-
tending a meeting on the topic to share
ideas with others? All of these are effec-
tive ways to advocate.

The point is to develop a strategy that
is comfortable for you. Realize too, that
no effort is too small or insignificant to

str at e gy OmatterhAgtendanceaatr aemeeing, \everr i |

you say nothing when there, shows your
recognition that the topic is of value by
virtue of the fact that you took the time
out of your busy schedule to show up.
There may be only one person expressing
the collective voice of the group at the
meeting but never underestimate the
power of the numbers behind that propo-
nent, applauding their support or booing
their disapproval.

What comes next
mo ment ?0 Youobve
written the letter, made a few key phone
callsd now what? The next step is as
important to effective advocacy as any
ot her and that i s

up. 06 Now that
presented your plan, how will you follow
-up to get the sought after result? This
may be the most challenging aspect of
any advocacy effort, or at least the part
that requires the most persistence. It is
wh at I of ten
resistance. 0
way around it. Here is again where the
fuel of passion can continue to nurture
the flame you ignited, or not.

bhave seen many effective advocates
and advocacy organizations raise impor-
tant questions on the issues, creating ex-
cellent awareness, only to drop the ball
before the desired result is achieved. On
the other hand, I have seen exactly the
opposite happen. Sometimes effective ad-
vocacy requires a
whereby one person or group begins the
work, say by creating awareness about an
issue, and then another person or group

core; it is a fight for what you believe in.

In speeches we have all heard from
politicians to pundits, we have been coun-
weledathiat onle voice @ah hake a differbnee.

y 0 U Althéugh & sousdo govd andreveni irSpées

us, is this really the case? I believe, from
my experience that it is true. Some advo-
cates get more exposure than others be-
cause of their celebrity or connections but
all advocates make a difference if they

by knowledge and perpetuated by persis-
tence begins one person at a time.

Linda Walder Fiddle, Esq. is the foun-
der and executive director of The Daniel
Jordan Fiddle Foundation, a national
autism organization with the mission to
develop and support through grant-
giving, residential, vocational, recrea-
tional, educational and family programs

that hoaor the indigdaatity and anhaneef f e c t

the lives of adolescents and adults with
ASD. Ms. Walder Fiddle is an advocate
on the state and national levels for issues

a fakeserr the fssheeand Eodtinhies theefight. y relating to adults on the spectrum and
m aAddeyes, atlvbcry is & sprteofefight®d ,at its

works closely with legislators in develop-
ing public policy initiatives aimed at im-
proving the lives of those affected by ASD,

For more information visit:

f wovib. djfiddiefoundation.org.

(0]

call ,affipet sioneepee s@amg@s nlsit
T her e tive &lvocacy drieaby passian,fostamce r

r



