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President’s
Message

By Nancy Fellmeth

Inadequate Funding and
Too Little Collaboration
Across Service Systems

Editor's Note: The following is a portion of Nancy
Fellmeth’s presentation to the California State
Legislature Blue Ribbon Commission on Autism
Services. Nancy Fellmeth is a member of the study
group charged with identifying and recommending
solutions for lack of adequate services at the
Regional Center and School District level for indi-
viduals with ASD.

I he opportunity exists for effective, out-

come based services for persons with autism
in California, with seamless transitions from
Early Intervention programs through adult
services. Yet, the two public entities directly
charged with this responsibility, the
SELPA’s with the Local Education Agen-
cies (LEA) which comprise it, and the
Regional Centers have not made this coop-
eration a priority. Several factors contribute
to this disjointed service model. A differing
legal interpretation of the required outcome
for the child (consumer) affects the degree
of intervention that each agency believes
they must fund. This variance of purpose is
a disincentive for the cooperative efforts,
because shared funding stretches the per-
ceived boundaries of responsibility. Only a
few regional centers and LEAs have agree-
ments in place to provide seamless services
that are evidence based. Underlying this is a
lack of policy agreement between the

California state departments to which these
agencies report. The chain of command is
spread among many departments and direc-
tors, with overlap in some areas, gaps in
others and an overall lack of coordination in
the outcome which each of these agencies
ultimately shares—the self-sufficiency of
the recipients of these services. The re-
gional centers report to the Director of the
Department of Developmental Services,
which reports to the Secretary of Health and
Human Services, which is a Cabinet Level
position. The Department of Special Edu-
cation reports to the Department of Educa-
tion, which is under the Superintendent of
Public Instruction (SPI), who leads both.
This is an elected position and is not a cabi-
net level position. Instead, a Secretary of
Education, who acts as an advisor to the
Governor, sits on the Cabinet. Further con-
founding the situation is the State Board of
Education, an appointed group, which oper-
ates separately from the SPI, but shares
overlapping responsibilities.

Both LEA’s and Regional Centers

maintain that funding is inadequate to match
the epidemic growth of the ASD population,
which is disproportionately high in the age
2-22 category (about 85%). Some LEA’s
have complained that the provision of
expensive, intensive autism programs
“encroaches” on their general funds from
which regular education programs are
funded. Encroachment is a pejorative term
which places the blame on the disabled child
and not on the system which is failing to
work. When the Act, now know as IDEA,
was authorized in 1975, the Federal
government was to contribute up to 40% of
the funding with the States providing the
balance. This has never happened, with the
actual amount being closer to 20% of real
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costs. Though the reauthorized Act lays out
funding increases to address this deficit by
the year 2011, the amount of the maximum
grants will still leave significant shortfalls

for states to face. This is because the
formula for calculating the federal
contribution is based on 40% of the national
average per pupil expenditure (APPE)
multiplied by the number of disabled
children the state served in the school year
2004-2005, with adjustments for population
growth by age group. Obviously the cost to
educate a disabled child is significantly
higher that the non-disabled child, more than
double according to a 1988 study by the
Department of Education.

I he regional center system serves

consumers from birth through death, but for
purposes of this issue, is limited to services
from age three. The twenty-one regional
centers are nonprofit independent corpora-
tions operating under contract with the
Department of Developmental Services.
Though they are equally charged with deliv-
ering services guaranteed under the Lanter-
man Act, there is great disparity is the qual-
ity of autism services available, ranging
from evidence based programs to no autism
specific services. In some regional centers
where they have developed quality early in-
tensive behavioral treatment (EIBT) services
for ASD’s, there has been a family- friendly
transition from Early Start into the public
school special education system, which has
greatly reduced and in some cases, elimi-
nated, the filing of due process claims. In
other cases, the disparity of services funded
through the regional center (perceived as
more intensive) and those offered through
public education (seen as less intensive)
leads to adversarial relationships between
families and the LEA and sometimes, the
regional center as well. At times, the re-

gional center and the LEA are at odds. Pre-
dictably, due process claims are higher in
these areas.

Both Regional Centers and the LEA’s

face funding challenges that can be
predicted to be ongoing until the causes of
autism spectrum disorders can be identified.
Since current research indicates that there
are multiple causes, finding ways to cure or
prevent autism from a medical standpoint is
a complex matter that could explode
tomorrow with a breakthrough or take a
decade or more to discover. No long range
master plan has been developed to fund
effective services to meet the immediate
needs of these children as well as the long
term needs once this population surge
reaches adulthood. While funding
arrangements can split the costs between
state agencies (DDS and CDE) when these
children are under the age of 22, once they
age out of the public school system, the
responsibility and thus the cost for the care
will primarily rest with the regional centers.
There is no dispute over the high cost to
treat children with ASD’s . Children with
autism spectrum disorders are affected
across so many domains that they require
very individualized programs in order to
progress toward the shared goals of Lanter-
man and IDEA which are to provide ser-
vices and supports that help the disabled
person prepare for further education, em-
ployment (self-sufficiency) and independent
living. Over the lifetime of a person with an
ASD, the bulk of the funding will come

from State rather than Federal dollars, thus
the state must ensure that the dollars they do
have available are spent on effective treat-
ments. ASD programs across the state vary
in design, intensity, duration, the training of
staff, supervision by autism experts, whether
they are delivered in the home, clinic or
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classroom setting, and whether outcomes are
carefully measured. Programs delivered
through NPA’s and NPS’s generally focus

on the methodology of intensive (25-40
hrs/wk, 1:1 ratio of adult to student) ABA.
Some LEA autism programs are based on
ABA while the majority are an eclectic

blend of ABA, play based therapies, sensory
strategies, speech and classroom experi-
ences. There is no master listing of these
services, but anecdotally it seems that LEA
developed programs are 25 hours at a
maximum and 12 hours at a minimum. Cur-
rently, no federal or state agency is tracking
the cost to benefit ratio for each of these
programs. This is true for both “in-house”
public school programs and those out-
sourced to NPAs and NPS’s. Some public
school staff has indicated that the programs
they have developed and staffed are success-
ful but they do not have the time/staff to
churn out research reports. So in the absence
of any solid data, there is no way to measure
the cost effectiveness of supporting that pro-

gram with public money. There is however a
2005 study which concluded that intensive
behavior analytic intervention delivered in a
1:1 adult: child ratio, for 25-40 hours per
week is “considerably more efficacious than
‘eclectic’ intervention.”Other studies in the
U.S. and Canada have shown that significant
savings are possible when early intervention
services are based on proven treatment
models. Absent an outcome gauge, how can
LEA’s or Regional Centers demonstrate to
their funding source, the Legislature, that
they are indeed under funded instead of not
using their existing funds as effectively as
they could.

I zecommendations will be included in the
next issue—stay tuned.
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Is Your Child Struggling With Social Skills?

Group Music Therapy Can Help
By Rachel Firchau, MT-BC, NMT

“Learning happens through interaction. Inasmuch as it's an aca-
demic endeavor, it's also very social and collaborative.” —Christine
Hubert, Co-Director and Teacher, Dartmouth Early Learning
Center

Among the main focal points in working with children with diagnoses along the Autism
Spectrum is Social Communication. Personal skills such as initiating and receiving eye
contact, taking turns, leading and following, and expressing needs all play vital roles in
the healthy social experience. Group Music Therapy—provided the group members are
properly matched—is an excellent way for children with Autism to explore and ultimately
grasp such social skills. Group Music Therapy sessions under a board-certified music
therapist provide for the best outcomes. Music therapists receive training not only in
music, but also in the development of social skills and group dynamics. They are able
to use evidence-based interventions to unlock the power of music to entice and engage.

Group Music Therapy provides members the opportunity to increase appropriate social
interactions and gain social skills using music as a stimulus and reason for being. Mu-
sic, by its very nature, is an excellent social lubricant. It allows for the participation of
group members with varying skill levels and provides a common goal. Music’s structure
is flexible enough to meet individual needs, all while encouraging focused attention and
teamwork. Events in group music therapy include such activities as singing, instrument
play, music listening, movement to music, musical and/or lyrical composition, sound-
based experiences and performance.

In addition to its social benefits, Group Music Therapy also addresses the autistic child’s
need for Emotional Regulation. As Carl Rogers noted in Reflection of Feelings (cited in
Borczon, 1997), group therapy facilitates self-exploration, providing members with op-
portunities for growth and risk-taking under controlled, safe conditions. Group members
contribute to song selections, choose from a variety of skill-appropriate instruments and
interpret the material as they see fit. Song-writing sessions offer group members the
opportunity to contribute their own ideas in both verbal and musical contexts.

Music can facilitate developmental growth in a myriad of other ways. For starters, mu-
sic helps with sensory integration through changes in dynamics, timbre and tempo. It
influences motor skills, including finger functions, applications of oral muscles and alter-
nating gross motor movement patterns. It also aids with the processing and compre-
hension of receptive language. The best part is, as music engages different areas of
the brain simultaneously, it can help children develop in a number of dimensions at
once—and make them want to come back for more. '
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Night of Caring Raffle Tickets

By Jennifer Albright & Liz Armstrong
Night of Caring Co-Chairs

FEAT is preparing for our 15annual Night of Caring to be held on

April 21% at the Sacramento Convention Center. Here is your opportu-
nity to help FEAT and the auction committees reach our goal to raise
$200,000. If every FEAT family sold one book of tickets that they
received in their Night of Caring invitation, FEAT would raise a minimum of $97,000 on just the
raffle. Here are few ways FEAT could provide for families with that money

12 months of startup Autism Treatment Program

8 years of Newsletters created and sent

Provide 32 children with occupational therapy for 6 months
Provide 16 children with speech therapy for 6 months
Print and send parent handbooks for 10 years.

| challenge every FEAT family to sell 15 raffle tickets this yearertes, neighbors and co-

workers would love a chance to win seven days at the Princeville in Kauai. Taoketsld for

$10 a piece, 3 for $25, 7 for $50 or 15 for $100. If you need additional tickets please email me at
Jennifer@ftgroup.conBe apart of a great event & help FEAT support the children with autism.

More Auction Items Needed for Night of Caring

Here is your chance held children by soliciting or donating items for teet&ilction. We are
asking parents and others to help us find children item, baskets with collection of itenms.or
These are just a few examples of items that sell well.

Now is the time to give back to FEAT. This event helps raise a substantial amoorteyf ah
one time. So please help us make the “Night of Caring” 2007 Dinner Auction a success. Any
guestions, contact maz Armstrong at eArmstrong@wwdb.org or (916) 331-5968

Help by Volunteering at the Night of Caring

On April 21, 2007, FEAT will once again host “A Night of Caring,” at the Sacramento Conven
tion Center. We have many volunteer opportunities available that day and app@ciatepy
port during this great event.

Volunteers are needed for set-up from 8 am-2 pm, duties include decorating tathesypedi-
lent auction items, establishing the registration area. Volunteersareesded during the event
with various shifts from 4pm-12am. Evening jobs include, silent auction hosts, gresdthas, r
ticket sales, and table hosts.

If you are interesting in volunteering for this great event, please ¢@&@tsgghanie Tyler at
Sactyler@yahoo.com or 916-771-551AVe will see you there!
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California Reports: Autism Epidemic Rages On - 200 6 Record Year
From Schafer Autism Report

According to information recently released by the California Department of Developmental Ser-
vices (DDS) during calendar year 2006, California added 3,385 new cases of professionally di-
agnosed, full syndrome autism to its developmental services system... the most new cases ever
added to the system in a one year period, and a 16% increase over calendar year 2005.

Also, DDS reports that an all time record number of new intakes came into the system during
one quarter in the 38 year history of California's DD system during the fourth quarter of 2006
(October through December) when 956 new cases entered the system. The previous record
was 846. (Keep in mind, that all of the data reported by DDS, ONLY includes persons with
professionally diagnosed full syndrome DSM IV autism, and DOES NOT include persons with
PDD, NOS, Asperger's Syndrome or any other autism spectrum disorder.) California is now av-
eraging over 9 new cases of full syndrome autism entering California's DD system a day, seven
days a week.

78% of the autism population in the system is under the age of 18, with 84% under the age of
22 years old. We currently have 1,223 more 3 to 5 year olds in the system then we have for
ALL ages from 22 years old to 62 years old and beyond. 20 years ago in 1987 there were 2,273
persons with autism in California’'s system. Today, 20 years later, there are 32,809. By the end
of 2002, 39% of all new intakes were full syndrome autism cases. Four years later at the end of
2006, autism now accounts for 64% of all new intakes. Therefore, today over 6 out of 10 per-
sons entering California's DD system have full syndrome autism, and less then four persons
entering the system have mental retardation, cerebral palsy, and epilepsy combined!

Below is a chart comparing the age distribution of the autism population for the four year period
between 12/02 and 12/06 with percentage comparisons broken down by age group as the part
of the whole for 12/02 and 12/06, and the percentage increase by age group between 12/02 and
12/06:

DECEMBER 2002 DECEMBER 2006

3-5year olds 4039 *(20%) 3-5yearolds 6348 (19%) ** 36%

6-9 year olds 5884 (29%) 6-9 year olds 8782 (27%) 33%

10-13 year olds 3733 (18%) 10-13 year olds 6312 (19%) 41%
14-17 year olds 1825 (9%) 14-17 year olds 4108 (13%) 56%
18-21 year olds 1118 (5%) 18-21 year olds 2102 (6%) 47%

22 t0 62 & older 3762 (18%) 22 t0 62 & older 5125 (16%) 27%

TOTAL: 20,377 TOTAL: 32,809

* =% OF WHOLE FOR THAT YEAR
** = 9% INCREASE OVER FOUR YEARS
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FEAT Contacts

FEAT Voicemail: (916) 843-1536 E-Mail: FEAT@FEAT.org
FEAT Fax: (916) 381-5029 Website:  http://www.feat.org

Moving? Please send change of address or other correspondence to:
FEAT, P. O. Box 255722, Sacramento, CA 95865-5722
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Continued from page 1
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If you did not receive an invitation or would like an invitation mailed to your friendaronyf,
doctors or teachers, co-workers or other supporters, please contact FEAT or 2dingiet at
?2 A 15! Please send in your reservations by April.1Pate registrations are an
additional $10 per person. Thank you.
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FEAT Family
Resource Meetings

FEAT Family Resource Meetings occur on
the Third Wednesday of each month start-
ing at7 pm.

Meetings are held at tidIND Institute
Auditorium , 2825 58' Street in
Sacramento.

Here is the meeting schedule for April, May
and June of 2007:

April 18, 2007

Topic: Transition to Adulthood

Parents have additional challenges when
their special needs children are approaching
adulthood. Planning for this time should be
done years in advance, especially for the
time when parents can no longer care for
their special needs children.

Michael Pearce, an estate planning attorney,
and Deborah Christensen Short, a Medi-
Cal/Disability specialist, are teaming up to
present information on the legal and practi-
cal issues of adulthood transition that
parents should plan for.

This presentation will cover numerous top-
ics including Special Needs trusts, Medi-Cal
recovery rights, conservatorship, placement
services, care providers, and financial aid.

May 16, 2007

Topic: In-home Supportive Services
(IHSS)

Parents of special needs children need as-
sistance and support. In-home Supportive
Services (IHSS) may be an option you know
little or nothing about.

Grace Smith will provide an informative
presentation about the IHSS program
covering:

- What is IHSS?

- Eligibility requirements for IHSS
- How to apply for IHSS

June 20, 2007

Topic: Effective Parent/School
Communication

Parents often use a great deal of time and
energy getting their children into the most
appropriate and inclusive educational envi-
ronment. Once the kids start school, though,
parents can feel like they are out of the loop.

Patricia Schetter, M.A. (co-presenter at the

2006 Capitol Autism Conference) will speak
about accessing information on your child’s
progress from educational staff.
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Newsletter by Email

Do you want to receive the FEAT Newslet-
ter in glorious color and two to three weeks
earlier? You can by signing up to receive it
by email. If you have not done so already
all you have to do is send an email to Jenni-
fer Albright atJennifer@ftgroup.comOn

the subject line write: FEAT NEWSLET-
TER BY EMAIL. Include your name and
mailing address (so we can remove you
from the hardcopy list and include you on
the email list).

In addition to receiving it earlier the advan-
tages are:
Photographs and illustrations in color
You will be assured of receiving it in
the event you move and fail to notify
us or your new address
You will be able to forward the
Newsletter to others.

You will also help FEAT reduce the cost of
printing and mailing. The volunteers that
put on labels and mail the Newsletter will
also thank you.

Parents in the Sacramento area (Zip Codes
956xx, 957xx and 958xx) you can also re-
ceive notices of local FEAT events by

Email such as the Family Resource Meeting
by contacting Jennifer dennifer@ftgroup.
com, on the subject line write LOCAL
PARENTS NOTICES BY EMAIL.

Tax Benefits for
Parents of Children
with Disabilities

If you have a child with a disability (a se-
vere learning disability, autism, AD/HD, or
other physical/mental/emotional impair-
ment) you may qualify for valuable 2006 tax
benefits. According to parent attorney Mike
O’Connor, “It’s likely that 15-30% of fami-
lies with a disabled child(ren) have one or
more unclaimed tax benefits.”

Did you know that some tuition costs, spe-
cial instruction (like sign language), speech
therapy, remedial reading instruction, books
and materials, parent conferences for medi-
cal information may be tax deductible? In
the 2006 Tax Benefits for Parents of Chil-
dren with Disabilities, Mike O’Connor has
provided a summary of the most significant
federal income tax benefits. He advises you
to print out this guide and provide it to your
tax advisor.
www.wrightslaw.com/info/tax.2006.benefits
-oconnor.htm
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The following announcements are
provided as information for parents and
are not endorsements by FEAT.

Health Rights Hotline

The Health Rights Hotline provides free assistance and information about congjmsanr
health care to residents of El Dorado, Placer, Sacramento, and Yolo countiesomi@alif
Trained counselors answer general questions about consumers' rights in healtid daelp
consumers resolve specific problems with their health coverage. No matter how exsngein
their coverage through an employer, by purchasing an individual policy, or from Mgedica
Medi-Cal, or CHAMPUS - and regardless of the type of plan they have - Healtehnce
Organization (HMO), Preferred Provider Organization (PPO) or other planbigalth Rights
Hotline can help.

Please visit our website for more info atww.hrh.org or contact:

Shauntay L. Davis

Health Educator/Outreach Coordinator
Health Rights Hotline

519 12th Street

Sacramento, CA 95814

916) 551-2191

shauntay@hrh.org

Individuals with Disabilities Education Act (IDEA) Parent Guide

The Special Education Division, in June 2006, announced the availability of a new re$wur
Individuals with Disabilities Education Act Parent Guide that describeg#was education
process; a process that is the same regardless of a child’s partiffidalties or disabilities. If
you have any questions, please contact Janet Canning at (916) 327-4217. The web-batsq
Guide is available athttp://www.ncld.org/content/view/900/45608
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UC Davis M.I.N.D. Institute
Functional MRI Study of Children with Autism

The MIND Institute and the Center for Mind and Brain is asking for your helparnd/seeking
children 8-12 years of age diagnosed with high-functioning autism, children diagnitised w
ADHD, and typical developing children of the same age for research. Paibicijpathe study
requires 2 visits to the MIND Institute located in Sacramento and 1 visit tcetiterGor Mind
and Brain in Davis. The first visit will include psychological testing thatsakiw hours.
During the second and third visits, we will measure brain activity using neagmig(functional

MRI) and recordings from the scalp (ERP). By comparing brain actidtigag a task, we hope

to learn more about autism and ADHD. We offer a financial compensation up to $45ifor g
pation in all parts of the study. For more information please contact: Anne@€®16) 703-
0293 or Meridith Brandt at 9916) 703-0320.

MIND Study Request Help

| would like to inform you that we are beginning a research study at the UC ldadisal Cen-
ter M.I.LN.D. Institute (Medical Investigation of Neurodevelopmental Disgjdecusing on the
treatment of autistic children having difficulties with aggression artdlifity.

Dr. Robert Hendren and his team of researchers have been sponsored by BiystebNuibb
to recruit children and adolescents, ages 6 to 17, for a double-blind, 8-week study ysijmg A
razole (Abilify) to treat aggression and irritability. Although we wouke lio include everyone
interested in the study, eligible candidates cannot have any history of bipoldedigsiychosis
schizophrenia, or a current diagnosis of major depression. Additional exclussoia eniclude
those diagnosed with another disorder on the autism spectrum (including PDD, Aspanger’
Rett's) or a known cause of autism (Fragile X Syndrome). If you arestedrin participating,
please contact Mariya Borodyanskaya at (916) 703-022 or e-mail

Mariya.Borodyanskaya@ucdmc.ucdavis.edu L I A
.

Robert L. Hendren, DO Q

Professor of Psychiatry

Tsakopoulos-Vismara Chair & Exec. Director, M.I.N.D. Institute

Chief, Child and Adolescent Psychiatry

UC Davis

2825 50th Street
Sacramento, CA 95817
www.MindInstitute.org
(916) 703-0234
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GLAD's first Bio-medical Conference

Developmental Delays, Learning Disabilities, ADD, ADHD, Behavisués, PDD-NOS,
Gastrointestinal Issues, Asperger’s, Autism, Severe Allergies/\Hdetal Toxicity

March 30" and 3%, 2007
9:00 a.m. to 4:00 p.m.
Hosted by:
Building for Christ
26247 Ellis St.
Madera, CA 93638

Registration by phone: Diana Alvarado, (559) 662-0651

Parents, Grandparents, Caregivers = FREE
Professionals and Paraprofessionals = FREE

Dr’'s from across the United States will be our presenters:

Dr. Shaw...Great Plains Lab, Kansas Susan Jeff...HepeeC Fresno, CA

Dr. Houston...Houston Nutraceuticals, Arkansas korowels...New Beginings, Kansas
Dr. Woeller...Still Point Center, CA Dr. Martininstitute of Progressivéedicine, CA
Dr. Tunsky ND..Whole Body Healing Center, Florida/Texas Dr. Shaun...NDwhole Body Healing Center, TX
April Renee’...VIC (vaccine Injury coalition), Florida *Kathy Medina..(Book Signing), Fresno, CA

Finding GOD in Autism

HANDBOOK FOR PARENTS 2007

FEAT's “Handbook for Parents” has been printed
for 2007. Every year this Handbook grows with
information about FEAT and its great ‘Resources
Directory’ of providers and services available in the
greater Sacramento area and beyond. Please look
for this Handbook in your mailbox, and please give
us your feedback on this Handbook. Just tear out
the ‘Comment Form’ in the front of the Handbook
and mail it to FEAT. Your input is valued, and we
would appreciate your time in helping us make this
Handbook better each year.
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