ADVOCACY - YOU CAN MAKE A DIFFERENCE!
Theresa Wrangham

ADVOCACY’S PURPOSE IS TO ...

Support, Encourage or Promote a Goal or Idea

ITS IMPORTANCE IS INVALUABLE BECAUSE ADVOCACY...

Meets Needs
Raises Awareness that Creates More Participation
Carries our Community Toward Big Picture Goals

WHO ARE ADVOCATES?

EVERYONE! (Parents, teachers, professionals, friends, family)

WHAT IS NECESSARY TO BECOME AN ADVOCATE?

Passion

Knowledge

Time and/or Money

Commitment to something larger than yourself

My STORY

| have been with my husband for over twenty years and have two beautiful daughters, each with
their own special needs. Shortly before relocating to the Middle East in the early 19900s our youngest
daughter Deanna was diagnosed with asthma, while our oldest daughter Rachel was beginning to show
signs of what we would learn later was autism Pervasive Developmental Disorder/Not Otherwise
Specified (PDD/NOS).

Our attention was on Deanna, because her asthma attacks were so severe that each was life
threatening in the beginning and required high doses of steroids for her to recover. We knew that
steroids, while saving her life, also had horrific side effects that can manifest over time. We quickly
sought out information and resources to get Deanna off steroids and build her immune system in order to
prevent dangerous triggers of her asthma attacks.

Being the at home mom, | was the researcher and primary decision maker with my husband®s
support and blessing. Living in the Middle East, however, presented cultural difficulties that | now look
back on as a blessing in disguise for the battle | would later face in advocating for Rachel.



In the Middle East women often do not have authority and do not confront authority figures such
as doctors. Imagine my reaction when questioning a doctor about medications that he felt necessary to
suppress immune response when she was not having an attack. He was often insulted that | would even
ask a question. | have also had this experience in the U.S., but not quite so Qi the faceO as when living
abroad. | had a great nurse practitioner in Alaska that | used for primary care and often called her for
advice regarding these medications and she could see no reason for them as well.

At that point | started researching the different types of asthma and found reports that indicated
that vitamin C as well as massage therapy could lessen the severity and occurrence of asthma. It didnOt
hurt that | was a massage therapist either! These were also safe interventions that produced results for
Deanna. Through nutrition and massage therapy we were able to take traditional medicine out of the
picture and my daughter recovered from asthma. It took a few years and fights with physicians regarding
the daily use of inhaled steroids and other med, but we did it!

As Deanna recovered, Rachel became more of a concern. Rachel was fully vaccinated and
exposed to sixty to on hundred times over the Environmental Protection Agency limits for mercury
(thimerosal). In hindsight, | realized she started exhibiting signs of autism at eighteen months. | raised
concerns when Rachel was two and one half years of age and was placated by our pediatrician. He told
us that language developed differently overseas. While that certainly appeared to be true, that nagging
feeling never went away. At five years of age, Rachel did not regress, however, she developed echolalia.
At that point we packed up and moved back to the states where Rachel was diagnosed with PDD/NOS at
almost six years of age.

Books were depressing! Everything we read stated that we missed the early intervention
window. Only speech therapy and social skills were recommended and they did improve RachelOs
situation. We also privately schooled Rachel in REAL Montessori and she dropped her echolalia six
months after developing it.

About a year after Rachel was diagnosed, | attended my first autism conference in Utah that
changed my life. | realized there were more options to be pursued. In 1999, at the third autism
conference | attended, biomedical interventions were discussed. | bought a book (hame of book) and
tried some of the easy interventions on my own with Rachel. Dimethylglycine (DMG) was our first
supplement intervention and RachelOs teachers noted that she was more tkative. We didnOt tell her
teachers that she was taking the DMG.

Shortly after introducing supplements, we moved to Colorado. We found little support for families
dealing with autism, so | co-founded an Autism Society of America (ASA) chapter with the goal of creating
the support that we, and other families needed. Taking an active role in advocacy created an array of
supports that might not have been available otherwise, as well as raising community awareness
regarding the ASD communityOs needs and &lue to society. In August of 2007, our local ASA chapter
collaborated with US Autism and Asperger Association (USAAA) to bring an International Behavioral and
Biomedical conference to Colorado. Nine-hundred individuals attended the conference in Denver,
Colorado.

We have pursued biomedical interventions that include chelation, enzyme therapy,
subcutaneous Methylcobalamin B12 injections and Hyperbaric Oxygen Therapy with results. Has Rachel
recovered? No, not yet. Her health and what we can medically treat continues to improve, as well as
symptoms associated with autism. What have we learned and observed during this process?

> Parents understand the nature of their childOs needs better than anyone;

» Parents do well in educating themselves as to options available and make informed
decisions;

Parents are assertive in getting needs met;
» Parents take appropriate action to make it happen;
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Along the way we have gained expertise in advocating and have a grasp on the bigger
picture!

Health is created over time B as much as we would like the silver bullet child that recovers
overnight, we know it is a process.

WE BECAME ADVOCATES!

WHAT WAS LEARNED BY ADVOCATING FOR NEEDS OQUTSIDE OF FAMILY NEEDS

YV V V V

It was not effective to go it alone in getting needs met for the best long-term outcome,;
Learned the different dynamics and roadblocks to getting needed support;
Value of support with other parents and relationships with decision makers;

Working cooperatively with others outside family needs created support where there was
none!

WHAT WAS CREATED

>

Co-founding a new ASA Chapter and collaborations with other organizations, such as
Medical Intervention for Autism (MIA ), SafeMinds, USAAA, Google, the local Community
Centered Board (CCB) and hospital opened doors for additional support in getting needs met
and raising awareness.

% Worked with local professionals to develop autism specific resource guide. Local
hospital funded guide portion of first local conference;

% Created community awareness and support programs;

% Local Community Centered Board (CCB b determines eligibility for services in
Colorado) created only county program for services for ASD individuals falling
through cracks of system and covers biomedical testing and treatments;

% In creating relationships with professionals and decision makers, our opinion was
sought on matters regarding the ASD community.

% Created educator workshop on strategies that work in the classroom;

% |EP support for parents;

% Screening program for physicians

% Spearheaded legislative action to ban thimerosal from vaccines and raised
awareness of mercury safety issues;

% Introduced first biomedical/behavioral conference in Colorado culminating with an
International Conference (USAAA) in 2007 attended by nine-hundred individuals.

“ Google/SketchUp! Educator Site B possible life skills for students;
% Active involvement with SafeMinds and USAAA.

WHAT HAPPENED!

The actions of a few individuals with passion and commitment effected change in our community and
improved support. These actions raised awareness that contribute to better long-term outcomes. Change
was effected because the entire community came together with a greater understanding of needs and
goals of the ASD community. The value of creating better supports was understood by all.



| never set out to be an advocate. | am a parent, like many of you, who has had the experience of
having to deal with a special needs situation. If | had chose to sit at home and simply meet the needs of
my children and just work a program, not all of the needs would have been met because the supports did
not exist. Some of the advocacy had direct benefit to our family and some did not. Leveraging the voices
of many families and professionals obtained greater awareness in our community and created supports
that were not there before that many families have benefited from.

AREAS THAT NEED YOUR VOICE — YOU CAN Do THis!

EveryoneOs efforts truly make a difference! What follows are some ideas on steps individuals can
take outside their personal needs to aid in affecting larger change that will bring our community closer to
desirable long-term outcomes.

Advocacy organizations are usually in critical need of your money and/or time. Choose your
passion and what you can reasonably do given your time and finances. Many organizations listed in this
document are also valuable resources you can turn to for assistance when you are in need. What follows
is by no means a complete list and only a possible starting point.

Screening, Education & IEP Process: According to the Centers for Disease ControlOs (CDC)
latest surveillance study, the majority of ASD children in this study were receiving special
education services at age eight and had a documented history of concerns regarding their
development before age three. However, the median age of earliest documented ASD diagnosis
was much later (range: forty-nine months in Utah and sixty-six months in Alabama. Parents
voiced developmental concerns early on to their providers, however, these concerns were not
acted upon and diagnosis was made much later.

Federal Law that funds special education through the Individuals with Disabilities Education Act
IDEA) and The No Child Left Behind Act of 2002 (NCLB) continue to be partially funded, place
large financial burdens on states to make up the difference to meet the needs of children
receiving special education services. The Individuals with Disabilities Education Act (IDEA) is a
law ensuring services to children with disabilities throughout the nation. IDEA governs how states
and public agencies provide early intervention, special education and related services to more
than 6.5 million eligible infants, toddlers, children and youth with disabilities. On January 8, 2002,
when the No Child Left Behind Act (NCLB) became the law of the land to improve the educational
opportunities for every American child.

Late diagnosis contributes to missing early intervention windows for treatment and may impact
agency assistance of funding treatment and contributes to special education funding burden.
With underfunding of Special Education services, the IEP process may be impacted on several
levels and require support.

What Can Be Done —

% Screening - With evidence of late diagnosis having an impact on special
education and disability services dollars, it is imperative that screening during
well checks happen as early as possible (eighteen months). The American
Academy of Pediatrics (AAP) is listening to our concerns regarding early
diagnosis of autism spectrum disorders. The American Academy of Pediatrics
(AAP) is now recommending that pediatricians screen all children for autism
twice by age 2. Through US Autism and Asperger AssociationOs constant efforts



in educating pediatricians and the Academy about the autism epidemic, our
voices are finally being heard and action is being taken. In 1994, Dr. Larry
Kaplan, founder and Executive Director of USAAA, struggled to get a diagnosis
for his son. One of Dr. Kaplans first goals for USAAA was to address the
significant delay in diagnosis occurring nationwide. He first brought this issue to
the attention of the AAP in 2000 while working on his doctoral dissertation. The
supposition of the study was that thousands of children went undiagnosed each
year during the late 19800s through the 19900s. This seemed to arigeom an
unrecognizable form of the disorder beginning at an early age from zero to three.
AAP cited Dr. KaplanOs research in the spring of 2001. To further confirm his
concern about delayed diagnosis, Dr. Kaplan asked the AAP researchers and
pediatricians to help him continue he organizationOs diagnosis program research
project. The American Academy of Pediatrics followed by issuing the first
guidelines about autism in 2001

While | have personal issues with the lack of integrity and honesty with the CDC,
they have cited better screening as paramount. Free materials for this campaign
can be downloaded at http://www.cdc.gov/ncbddd/autism/actearly/autism.html.
What Is important here is that you should get your physician these materials from
the CDC (that we paid through our tax dollars) so parents can see the signs of
autism spectrum disorders. If you were a family receiving a late diagnosis
because your doctor didnOt perform screening duing well checks, or when you
raised concerns, consider having a polite conversation with them regarding what
it would have meant to have this information earlier in terms of financial costs to
you and progress made by your child. This conversation may help other families
your doctor is currently seeing and get them their diagnosis sooner. Contacting
your local ASA or Autism Speaks chapter regarding any presentations they may
be conducting in your community in the regard would also be helpful, as well as
volunteering any time you have to help them conduct these efforts. First Signs,
www.firstsigns.org, is also a good resource for information

Support funding of IDEA & NCLB D The National Education Association
(www.nea.orq) tracks and offers data on this issue, as well as sending out action
alerts and having an e-newsletter. They have also formed a coalition with
several organizations to aid in funding of these measures
http://www.nea.org/specialed/coalitionfunding2002.html. Visit your stateOs
Department of Education website for information on state funding and how to
support appropriate increases to services. Other organizations that may also be
useful are the Council for Exceptional Children, American Association of School
Administrators, American Speech-Language-Hearing Association, the National
PTA, National Association of Secondary School Principals, National Association
of Elementary School Principals , National School Boards Association, American
Federation of Teachers, and National Association of State Directors of Special
Education, Inc. and local autism and developmental disability organizations.

IEP Process - If you are fairly versed and adept in the IEP process, or have an
interest in helping families through this process, consider becoming a volunteer
and training as a mentor for your Federal Parent Center
(http://www.taalliance.org/Centers/index.htm). Every state has one! They usually
offer free training for parents unfamiliar with the IEP process, conferences, as
well as phone support and easy to use publications. Find out what opportunities
are in your area, and/or call them for IEP support. Another tremendous resource
for special education law and advocacy is Wrightslaw
(http://www.wrightslaw.com/).




Funding Treatment - Studies published by Harvard Without Early Intervention
University found societal costs for caring and treating

individuals with Autism Spectrum Disorder (ASD) in the ¥ 45% will require extensive

U.S. to be $35+ billion per year. Direct costs per ASD government support (24/7 "line of
individuals are estimated to be between $29,000 - sight" care)

$43,000 per year with annual indirect costs to the ¥ 45% will require some government
individual and/or family estimated to range from $39,000 support (Medicaid, work programs
to nearly $130,000. The American Medical News and assisted living

reported the medical loss ratios of the largest for-profit ¥ 10% will not require government
insurers and found that profits for the biggest health care support as adults

providers continued to rise, while the amounts of these
providers spent on care declined. Today, 50% of U.S. With Early Intervention (1:1 proven
bankruptcies are attributable to illness. treatment, with IQ increase of up to 20

points)
G|vgn that Iong-tgrm outco_mes for ASD individuals ¥ 10% will still require extensive
having the benefit of early intervention demonstrate government assistance as adults
substantial rgdgcﬂon (2/3) of costs assomateo! with Ilfe.- ¥ 55% will require only minimal
long care, Fh|s is clearly upacceptable. Early |_ntervent|on government assistance at a lesser
strategies implemented Wlth.old.er affected chlldreq also _ cost than adults without intervention
demonstrate measurable gains in IQ.and thus merits their ¥ 35% will not require government
access to treatment to reduce financial burdens to assistance as adults

education and government support programs (SL Harris

& JS Handleman, Rutgers 2000). Jacobson & Mulick (2000); Jacobson (2000)

The coverage of recognized and effective treatments is
critical to addressing the extreme financial burdens carried by families and individuals touched by
autism. Real action will require many states to address outdated definitions of developmental
disability to more closely reflect the federal definition to defer the indirect costs exacted on society
and include individuals falling through bureaucratic cracks in the system who have real treatment
needs. The for-profit insurance paradigm must also be redefined in a manner that actually offers
health care and treatment as a priority vs. shareholder returns.

What Can Be Done —

< Become familiar with your stateOs definition of developmental disability and how it
speaks to autism services, as well as how insurance programs in your state cover
treatment. Support local and national efforts of organizations such as ASA, USAAA,
Talk About Curing Autism (TACA), NAA, A-CHAMP and others in efforts to improve
services. These types of organizations are generally familiar with shortcomings as
they relate to autism services in your state (local chapters) and may be working for
reform and to improve services. These efforts often require a variety of support
which can include personal stories, letters to legislators, volunteer hours, etc.

Research - Affecting 1.5 million Americans, Autism Spectrum Disorders (ASD) alone presents a
national health care crisis and is currently estimated to affect individuals at a rate of 1 in 150 with
estimated increases of 10-17% per year. There must be a sense of urgency by the incoming
administration in addressing the autism epidemic with the formation of a National Autism Task
Force.

The latest research indicates a genetic susceptibility to environmental triggers. Autism is now
known to be a treatable dynamic disease process. Research being primarily focused on
epidemiology must shift to the expansion of clinically advanced animal models representative of
environmental exposures to reveal environmental factor and gene-environment interactions.



Many biomedical imbalances identified in autism respond favorably to medical and nutritional
interventions. Continued research to impact the identification of biomarkers in an effort to create
new and more effective clinical interventions for treating identified abnormalities is necessary.

Conflicts of interest within our federal agencies (Food and Drug Administration, Centers for
Disease Control, National Immunization Program) with industry and resistance to real research
into the role of vaccines in autism and other disorders must cease. Testing of the vaccine
schedule and a study of vaccinated versus unvaccinated individuals must be conducted.

What Can Be Done —

% Support organizations recognizing the value of biomedical intervention and research,
such as SafeMinds, ARI, USAAA, ASA, NAA, , etc. Many of these organizations
offer newsletters (USAAA newsletter Bgo to www.usautism.org) and legislative alerts
with information regarding ongoing research efforts and make the individualOs ability
to respond easy. SafeMinds, along with other organizations, actively funds research
that supports identified needs as well as providing timely information on
misrepresentation of data. These organizations require a variety of support in the
form of volunteers and funds.

< Legislative Efforts Needing Support — Call the health staffer at your legislatorOs
office ask for their support of these bills. Try to get a meeting in person with your
legislator and tell your personal story with all the facts. Visit www.congress.org to
find out who your legislator is, their voting record and a guide to communicating
effectively.

HR 1973 Vaccine Safety and Public Confidence Assurance Act of
2007- Amends the Public Health Service Act to establish the Agency for
Vaccine Safety Evaluation in the Office of the Secretary of Health and
Human Services. Requires the Director for Vaccine Safety Evaluation to:
(1) conduct or support safety research and monitor licensed vaccines; (2)
develop a vaccine safety research agenda; (3) evaluate means to
promote compliance with federal adverse reaction reporting requirements;
(4) provide a clearinghouse for vaccine studies; (5) ensure that functions
relating to vaccine monitoring or research on adverse reactions are not
carried out by anyone with a conflict of interest; (6) oversee the Vaccine
Safety Datalink Project; and (7) resolve U.S. conflicts of interest related to
international agreements, partnerships, and activities.

Transfers to the Agency Centers for Disease Control and Prevention
(CDC) responsibilities for the Vaccine Safety Datalink Project, the Clinical
Immunization Safety Assessment Centers, or any other post-licensure
vaccine safety monitoring activities.

HR 2831 Comprehensive Comparative Study of Vaccinated and
Unvaccinated Populations Act of 2007 - Requires the Secretary of
Health and Human Services, acting through the Director of the National
Institutes of Health (NIH) , to conduct a comprehensive study to: (1)
compare total health outcomes, including the risk of autism, between
vaccinated and unvaccinated U.S. populations; and (2) determine
whether vaccines or vaccine components play a role in the development



of autism spectrum or other neurological conditions. Requires the
Secretary to seek to include in the study U.S. populations that have
traditionally remained unvaccinated for religious or other reasons.

HR 881 Mercury-Free Vaccines Act of 2007 - Amends the Federal
Food, Drug, and Cosmetic Act to deem a banned mercury-containing
vaccine to be adulterated. Amends the Public Health Service Act to
provide that a vaccine is a banned mercury-containing vaccine if one
dose of the vaccine contains one or more micrograms of mercury in any
form.

Requires the Secretary to revise the vaccine information included with
mercury-containing vaccines to include: (1) a statement that indicates the
presence of mercury in the vaccine; (2) information on the availability of
any mercury-free or mercury-reduced alternative vaccine and instructions
on how to obtain such an alternative vaccine; and (3) a recommendation
against administration of any mercury-containing vaccine to a pregnhant
woman.

Expresses the sense of Congress that the Centers for Disease Control
and Prevention (CDC) should disseminate, with any vaccine-related
information, a recommendation against administration of any thimerosal-
containing vaccine to a pregnant woman.



CONCLUSIONS & RULES TO LIVE BY: If there was one thing | want you to take away from this
information presented, it is that change often starts with the individual and then leads to a group of like-
minded individuals who then communicate their message and affect change. It starts with the
individual.

% Never give up! No one knows what is truly possible in terms of improvement of outcomes or
recovery Dit is evolving and no individual is too old to pursue recovery!

% Improvement of outcomes or recovery can be a long process and seldom happens overnight.
It is highly individualized. Be patient with the process and yourself.

% Let yourself off the hook for not knowing what you know today. Do not measure your childOs
progress against anotherOs and beat yourself up!

% Be the change you want to see in the world. — Ghandi
Research, legislation, education and services will not move forward without community
support. We are three million strong and growing! We have taken autism from being caused
by poor mothering to a condition that is highly treatable with significant improvement and
possible recovery! Our community has funded research where there was none into the
biological aspects of autism and has seen children recover as a result. Advocacy efforts
have brought us this far and your advocacy efforts are needed now to continue the forward
momentum to solving autismOsiddle. Your actions, or inaction, make a difference!

AUTISM POSES QUESTIONS FOR WHICH ANSWERS CONTINUE TO
BE SOUGHT. EMPOWERMENT IS THE KEY!



