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From 1he desk of 1he direcror...

It is once again that time of year when you have the opportunity to nominate someone who
has gone above and beyond the call of duty to provide services, support or information about
autism this past year. SCAS s currently taking nominations for awards that will be presented
at our Annual Meeting on October 71",

If you had a teacher or an aid that worked hard with your child, you should nominate them.
If you had a service coordinators who helped you work the system to get the services your
child needed, nominate them. If your autism consultant provided you or your child with that
extra support, nominate them

And if you just dorit see the appropriate category, make one up. We like to be open to be
sure that we are recognizing everyone who has earned it. So be creative. But most impor-
tantly, recognize the people who have gone that extra mile to improve the quality of life for
individuals with autism in our state.

On page 11, you will find the nomination form. Pleasefill it out, along with a brief descrip-
tion (150 words or less) of why you feel they desire the award and send it in to the office.
Please remember, we must have all nominations in by September 1, 2000.

Thanks
Craig Stoxen

PRE-CONFERENCE WORKSHOP

Writing Functional and M easur able Outcomes

Presented by:
Dr. Erik Drasgow & Dr. Mitchell Yell,
University of South Carolina, College of Education

9:00 am - 3:00 pm (Registration begins at 9:00)
Thursday, October 5, 2000
The Adams Mark Hotel, Columbia, SC

This workshop will focus on writing outcomes for service plans such as the
Individual Educational Plans and ???? That are based on developing functional
skills and that can be objectively measured. It is an ideal workshop for parents,
teachers, service coordinators, facilitators and advocates.

There is a$50 registration fee (for non-SCAS members, the fee is $60) for thisworkshop.
Itisin addition to the normal conference fees.

Please indicate on the registration formif you will be attending!
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President

Joyce Nielsen

104 Buckingham Ave.
Summerville, SC 29485
(843) 875-5763 (H)
anielsen@awod.com
(14 yr. old son)

Vice President
Margaret Moore

1906 Ivanhoe Dr.
Columbia, SC 29210
(803) 750-9473 (H)
(803) 777-1691 (W)
(803) 777-1831 (Fax)
mmoor e@gwm.sc.edu
mmjam@pr odigy.net
(26 yr. old son)

Secretary

Ann Bishop

2501 Fairview Rd.
Leesville, SC 29070-7825
(803) 894-3609 (H)
wfletcher @pbt.com.net
(39 yr. old son)

Treasurer

Mitchel Yell

313 Whispering Glen Ct.
West Columbia, SC 29170
(803) 791-5020 (H)

(803) 777-5279 (W)

(803) 777-2824 (Fax)
myell @sc.edu

Mitchellyell @aol .com

Immediate Past President
Beverly McCarty

2105 Chancellory Ln.
Charleston, SC 29414
(843) 763-6877 (H)

(843) 876-1519 (W)

(843) 876-1518 (Fax)
mccartyb@musc.edu
mccartyb@email.msn.com
(15yr. old twins)
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Coastal East

Denise Chastain

145 Commons Way
Goose Creek, SC 29445
(843) 572-4021 (H)
(843) 745-3185 (W)
(843) 745-3195 (Fax)
ddchastain@juno.com
ddchast@westvaco.com
(10 yr. old son)

Coastal West

Denise Long

1070 Weathersbee Rd.
Williston, SC

(843) 266-5455 (H)
(843) 266-3430 (W)
(843) 266-3476 (Fax)
drlong29@hotmail.com
(8 yr. old son)

Midlands W est

Amy Weeks

500 Gregory Rd.

Aiken, SC 29805

(803) 642-0712 (H)
Ajweeks@aikenel ectric.net

Midlands East
Gaye Hartley

338 Church St.
Leesville, SC 29070
(803) 892-3816 (H)
(13 yr. old daughter)

PeeDee East

Cheryl Bauerle

403 66th Ave., N.
Myrtle Beach, SC 29572
(843) 449-8646 (H)
(843) 497-5879 (Fax)
Whuaer44810@aol.com

PeeDee West

Shirley Ballard

2400 Kolb Rd.

Sumter, SC 29154
(803) 481-0342 (H)
(803) 481-2072 (Fax)
(803) 469-6200 (W)
STBallard@FTC_I.NET
Stballard@hotmail.com
(son w/autism)

2000 Board of Directors

Piedmont East

Rebecca Shippy

203 Silver Creek Rd.
Greer, SC 29650-3317
(864) 244-3235 (H)
shippy.r@worldnet.att.net
(son w/autism)

Piedmont West
Denise Oxford

801 Glenwood Ave
Anderson, SC 29625
(864) 226-1030
denisell6@aol.com
(daughter w/autism)

(2000 - 2003)

Dr. Erik Drasgow
Severe Disabilities Coordinator
usc

2351 Wardlaw
Columbia, SC 29208
(803) 788-5807 (H)
(803) 777-8898 (W)
(803) 777-2824 (Fax)
drasgow@vm.sc.edu
drasgow@aol.com

William Floyd

184 Secret Cove
Lexington, SC 29072

(803) 356-3571 (H)

(803) 252-1300 (W)

(803) 254-6517 (Fax)
William.Floyd@odnss.com

(1997-2000)

Michael Filippone

2309 Hartford's Bluff Circle
Mt. Pleasant, SC 29466

(843) 971-5418 (H)

(843) 971-6490 (F)

mfili ppone@mindspring.com

Maria Delgado
510S Fairplay Street
Seneca, SC 29678
(864) 882-0319

(1998 - 2001)

Tim Daugherty, Ph.D.
1998 Aldersgate Rd.

Rock Hill, SC 29732
803-324-3849 (H)

(803) 323-2640 (W)

(803) 323-2371 (Fax)
daughteryt@winthrop.edu

Alex Holbert

104 Sharon Ct.
Conway, SC 29526
(843) 347-1901 (H)
aholbert@IBM.NET
(nephew w/autism)

(1999-2003)

Ken Boggs,

111 Williams Court
Goose Creek, SC 29445
(843) 572-4375 (H)

(843) 974-5860 (W)
(803) 974-5267 (Fax)
boggsk@spawar.navy.mil
(4yr.old son)

John Edwards

PO Box 1874
Charleston, SC 29402
(843) 556-4323 (H)
(843) 577-2400 (W)
(adult son w/autism)

Honorary

Angela Fender

409 Longstreet Dr.

Greer, SC 29650

(864) 268-9295 (H)
abfender @mindspring.com

Executive Director
Craig C. Stoxen

609 Duke Ave.
Columbia, SC 29203
(803) 799-0775
craig@scautism.org

Visit our website at:  www.scautism.org
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Autism & Informed Response

%“@ Inclusive Recreational
Rioxd Opportunities
o for Adults with Disabilities
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South Carolina Autism Society
2000 Award Nomination Form

Person Making nomination:

Your name

Address

City / State/ Zip

Telephone

Award Categories (check one):

____ Sibling Advocate

____Teacher of the Year

____Volunteer of the Year

___Regional Consultant of the Y ear
____Professional of the Year
____Residential Staff Person of the Y ear
____Service Coordinator of the Y ear
____Employer of the Year
____Employee of the Year

___ Russdl Lee Extra Mile Award

____ Other : Special Recognition (You create the award)

Award Nominee's Name

Address

City/ State/ Zip

Telephone

Is nominee a member of the South Carolina Autism Society ?

Please print or type on a separate sheet In 150 words or less
why this nominee deserves specia recognition.

Nominations will not be accepted after September 1, 2000



Place: Aiken
Contact: A

Mission Statement of the
South Carolina Autism Society
The purpose of the South Carolina Autism
Society isto enable all individual swith autismto
reach maximum potential .

South Carolina Autism Society isa
proud participant with United Way.

@ The Power of Onel

Unitad Wy

Please Support your Local United Way.
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FUTURE & SPECIAL NEEDSPLANNING FOR PERSONSWITH A DISABILITY
by Barton Y. Stevens, ChLAP

Thisfour part series of articleswill be of special interest for persons who now have or will have the
responsibility of caring for a person with Special Needs. Information is provided so that families will have
the knowledge and resources to begin a plan which includes the Letter of Intent, Wills, Special Needs Trust,
establishes the Financial need, and addresses Guardianship and Government Benefit issues.

The objective is to help families understand the common estate and future planning problems and
concerns that face family regardless of the age of the person with Special Needs; to have the basic knowl-
edge and identify resources to help resolve these life planning issues; and to be given viable and affordable
resour ces to take the necessary steps to develop a comprehensive plan that addresses these issues.

You will receive information and knowledge which will enable you to know how to make life deci-
sions on behalf of your loved one; prepare a plan with the necessary documents to assure a smooth transi-
tion, security, and quality of life while giving you and other family members peace of mind.

“I’m just praying, praying that she goes a day before | do, then I'll be able to rest in peace.” said
Sarah Firestone, 82, of Wynnewood, Pennsylvania about her 57 year old daughter Phyllis, who has mental
and physical disabilities, in an article in the May 1997 AARP Bulletin by Susan Crowley titled, “Who Will
Carefor Paula? The Indiana Sar of Fort Wayne, Indiana on November 28, 1993 reported that “an elderly
woman and her two adult mentally retarded children were found dead in the family car in what investigators
believe was a double murder-suicide.” A neighbor said, “Evidently, she thought no one would take care of
her kids.” When these women become the mothers of children with special needs, they didn’t expect them to
live past young adulthood, nonetheless to survive them. These tragic circumstances could have been avoided
if aplan for the future care of these children had been prepared. It isfor this very reason that the question,
“Who will care when you are no longer there?’ is one that should concern every parent of a child with Spe-
cia Needs. And, every effort should be made to prepare a plan for the future care and supervision of the per-
son with specia needs.

Thisisthe first generation of persons with special needs who will typically survive their parents.
Therefore, planning is no longer an option, it is a very significant part of your loved one's future.

When should afamily begin planning? Y esterday! Whether the person with special needs is four or
forty years old, it is imperative that families create a plan. A parent never knows when they will no longer
be here to care for their loved one. According to the U.S. census of 1991-92, there are now over 10,000,000
persons with developmental disabilities. Less than 20% of these families have done planning.

Families have been told repeatedly at conferences, through support groups, articles, etc. how impor-
tant it isto plan for their loved one's future. They understand the importance of preparing a plan. Why then
have so few families taken the necessary steps to complete this process? Most families have little free time.
Besides taking care of typical family needs, many special needs children require constant care and supervi-
sion. Other reasons families give for putting off future planning are; they don’t know how to begin; who to
turn to for assistance; concerns about the costs; and it seems too difficult and overwhelming a process.

Continued on page 8
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Future & Special Needs Planning Continued from page 7

Each parent should take a moment and think about what will happen tomorrow morning if they are no
longer here? Who is qualified to take your place? Do they know what assistance your loved one needs?
Are they able to communicate with your child? Do they know the child’s daily activity schedule? Who
provides the money for the child’s care and where isit? How should assets and income be handled so as
to avoid the child’'s SSI and Medicaid benefits being affected? The care providers will have many ques-
tions. Who will they ask and how will they get answers if you are not here and have left no instructions?
If you don’t prepare a plan, who will?

The purpose of these articles is to educate families on the issues needed to be addressed in the
planning process, and to provide them with a simple method on how to proceed whether they create a
plan on their own or with professional guidance. In addition, options will be provided to enable families
to decide which is the best method that makes the process simple and easy to compl ete.

The planning process addresses four key subjects affecting the life of the person with special
needs. They are Lifestyle, Legal, Financial Needs, and Government Benefits which will be discussed in
Part I1.

As families begin their plan they should first identify the people who can assist in the planning
process. In addition to family members, it could include, the person with a disability, an attorney, afi-
nancial advisor, caseworkers, medical practitioners, teachers, therapists, anyone involved in providing
services, and a lifetime assistance planner to act as a“team” advisor to make sure that all parts of the
plan are coordinated and compl ete.

Although families appreciate the value of planning, many are still not sure if they need to prepare
a plan today for their loved one. The following questions can help in making the decision. If you answer
no to one or more of the following questions, then you should consider reviewing what you have done
aready or begin immediately.

Do you have a written plan to let others know what you want in the future?

Have you asked someone to serve as an advocate or guardian?

Do you understand all of the governmental benefit programs that are available for basic care and

supervision?

Have you set aside any additional funds so the person will have a comfortable lifestyle with dig-

nity, self-esteem, and quality of life?

Have you prepared instructions for final arrangements?

Do you have current Wills which excludes your 1oved one by name?

Does the primary or secondary beneficiaries in your IRA, 401(K), annuities, or life insurance in-

clude the person with special needs?

Do you have a properly drafted Special Needs Trust to protect and manage future resour ces for

your loved one?

Has your Special Needs Trust been reviewed by Social Security for compliance?

Have you met with relatives and friends to notify them of your plan?

Have you reviewed your plan in the last year?

Do you fedl that you have done everything possible for your loved one’s future?

If you answered no to any or all of these questions, read Parts 2-4 of this series and consider
beginning, or adding to your current plan.

END OF PART ONE — (Watch future editions of SCAS Update for parts 2-4)
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Research In Autism - by Dr. Ruth K. Abramsom

Research in autism appears to be expanding rapidly for al disciplines. | would like to report on
three articles. First, | would like to report on an area which continues to receive a great ded of attention, but
does not affect a great many individuals with autism. Kawashima, Mori, Kashiwagi, Takekuma, Hoshika,
and Wakefield (2000) in Dig. Dis. Sci. recently reported on “ Detection and sequencing of measles virus
from periphera mononuclear cells from patients with inflammatory bowel disease and autism. The study
examined a small number of individuals with Crohns Disease (n=8), ulcerative colitis (n=3), and children
with autistic enterocolitis (n=9). A small “normal” population (n= 8) of health children and patients with
lupus and HIV-1 were aso examined for the presence of meases RNA in peripheral mononuclear cells. For
Crohns Disease, 1/8 patients were positive and had “wild” measles virus characteristics. Measles virus con-
sistent with vaccine strains were found in 1/3 patients with ulcerative colitis and 3/9 patients with autism.
The results were consistent with the exposure history of the patients. Thus, in some patients with chronic
intestinal inflammation, persistence of meadles virus was confirmed in peripheral mononuclear cells. My
own personal conclusion from this report is that a subgroup of individuals with intestinal problems show a
persistence of measles virus. However, not al of the individuals develop autism. Thus, for the subgroup
with autism, there must be additional factors, genetic and environmental, involved which result in the ex-
pression of autistic disorder. The issue of vaccinesis a difficult one and needs to be carefully researched be-
fore broad conclusions are drawn. There may be a small subgroup of individuals with autism for whom this
is aproblem, but probably not the majority of individuals with autism.

Auditory integration training has long been a treatment modality tried for individuals with Autism, with dif -
ferent reported results. Recently, Mudford, Cross, Breen, Cullen, Reeves, Gould, and Douglas (2000) caom-
pleted a study reported in the Am. J. Ment. Retard. 105, entitled “ Auditory integration training for children
with autism: no behavioral benefits detected.” Auditory integration training (Al T) and a control treatment
were provided for 16 children with autism in a cross-over double blind study. Measures which included par-
ent and teacher ratings of behavior, direct observational recordings, 1Q, language and socia/adaptive tests
were administered blind to treatment (i.e. treatment vs. control). Parents reported significant differences
with the control condition superior on parent rated measures of hyperactivity and on direct observational
measures of ear-occlusion. No differences were noted on teacher rated measures. 1Q and language compre-
hension did not increase, but adaptive/social behavioral scores and expressive language quotients decreased.
Most parents (56%) were not able to tell retrospectively when their child had received AIT. No individua
child was reported as benefitting clinically or educationally. Thisisadouble blind crossover study in which
children received treatment. These studies are always hard. This study was carefully completed with both
parent and teacher report. The outcome - no benefit on the measures examined - again may reflect amajor-
ity, but there may be subgroups for whom the the therapy does work.

Findly, the Collaborative Linkage Study of Autism Group has published the results of “An Autosomal Ge-
nomic Screen for Autism” in the American Journa of Medica Genetics (Neuropsychiatric Genetics 88.
This study shows findings similar to that of the Duke/lUSC group with strong linkage on chromosome 7g31-
33 and anew finding of possible linkage on chromosome 13.

We are proud that the Duke/lUSC group has 3 autism research papers accepted for presentation at the Inter-
national Society for Psychiatric Genetics in Versailles, France, this August. Dr. Harry Wright will be pre-
senting a paper and representing our group aong with Dr. John Gilbert from Duke. | will report on these
findings after they have been presented. We are till looking for families interested in participating in our
research project and are particularly interested in families in which 1 child has autism. We would like to
thank everyone for their continuing support. Together, we can make a difference!

| hope everyone has opportunity to attend the ASA meeting in Atlanta. | am sure it will be an exciting and
informative meeting, given the fast paced new information which appears every day.
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SCAS 2000 Annual Conference

REGISTRATION FORM

Name:

Address:
City: State:
Zip: County:
Phone: (H) (W)
E-Mall:

EOR R R b b b b b b b b b b b b SR b b b b b b b b b SR b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b b
Are you currently a member of SCAS? Yes No
If no, take this opportunity to join SCAS and save on your registration fees!
Member ship dues are as follows:
Individual: $45 Family: $65  Total Membership

kkhkhkkkhhkkkhhhkkhhhkhhhkhhhkkhhhkhkhhkhkhhkhkkhhkhkhhkhkhhkhkhhkhkhhhkhhhkhhhkhkhhkhkhhkkhkhkkkkkx*x*%

Registration Fees:

; Member: Non Member:, Total:
M 1 Person $ 55.00 $ 70.00 L
L 2People $ 85.00 $115.00 _
Y  Sat Only $ 30.00 $ 40.00 L
?  FT Student $ 5500 | $ 70.00
E Professional $ 85.00 $100.00
B 3 or moreof

same gr p/each $ 80.00 $ 95.00
2 Thursday Pre-Conference
E Workshop $ 50.00 $ 60.00
N
F

If you have any special accomendations, call 803-794-2300 by Sept. 25!
Add late fee after September 10, 2000 - $20.00

Enclosed ismy: _check _ money order Reg/Mbrshp Total: $
Chargemy: _ Visa _ Mastercard —

Name (on card):

Exp. Date:

Number: - - -

Signature:

Please fill out one form for each participant!
Mail to: SCAS, 229 Parson St. 1-A, West Columbia, SC 29169
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SCAS Calendar of Events

July
2-5—ASA Conference - Atlanta, Georgia - cal 888-684-4630 for info.
4—Independence Day - SCAS Office Closed
10-14—SCDDSN Training - Applied Treatment Strategies - Coastal
17-19—SCDDSN Training - Applied Treatment Strategies - Coastal
22—SCAS Board Meeting - Columbia, SC - cal 800-438-4790
August
1-3—SCDDSN Training - Basic Treatment Strategies - Charleston
11—SCDDSN Training - Introduction to Autism - Midlands
16—SCDDSN Training - Introduction to Autism - Pee Dee

September
11-13—SCDDSN Training - Basic Treatment Strategies - Pee Dee
12—SCDDSN Training - Introduction to Autism - Coasta
19-21—SCDDSN Training - Basic Treatment Strategies - Midlands
26—SCDDSN Training - Parent Training - Piedmont

w OCTOBER 5-7, 2000 - SCASANNUAL MEETING & CONFERENCE w

Summer 2000

l ] South Carolina Autism Society
PDA I E Quarterly Newsletter

Vigt usat: www.scautism.org

South Carolina Autism Society NONPROFIT ORG.
229 Parson Street 1-A VS POSTAGE
West Columbia, SC 29169-6429 PERMIT No. 884

COLUMBIA, S.C.

A Chapter of Autism Society of America

A United Way Agency




Update — Summer 2000

Par ent-School Partnership

Program Update—June, 2000
Anjeanette Cheshire - Parent Mentor - Piedmont Region

Another busy 1EP season has passed, and the Parent-School-Partnership Program has completed
its first year. PSP provided assistarce to several families across the state and reported many
successes.

Our goal isto provide the tools that will build successful collaborations between parents and
schools that assist children with autism reach their maximum potential in the educational sys-
tem. One important tool is empowerment. The following was taken from Creating a Win-Win
|EP for Students with Autism by Beth Fouse, Ph.D.

ABC'’s of Parent Empowerment

Advocate for yourself and your child.

Bring your own “stack of stuff.”

Control your anger. Anger begets anger.

Develop long-range plans for your child.

Educate yourself about autism and your legal rights.

Find supports for you and your child.

Get involved in your child's educational program.

Help other parents cope with the stresses of autism.

Initiate |EP meetings or discussions when you have concerns.

Jump into the discussion. Don’t be intimidated by professionals.
Know what you want for your child — work toward those goals.

L eave old luggage behind —what happened before shouldn’t impact the future.
Make lists of concerns, issues, and/or questions — take lists with you.
Negotiate — don’t form battle lines.

Open up and listen to other perspectives.

Pan longitudinaly for your child.

Question what you don’t understand; don’'t be afraid to speak up.
Recognize the realities of the situation.

Summarize and restate major decisions of the |EP committee.

Treat all parties with respect.

Understand that you have a right to express yourself.

Visualize your dreams for your child and work toward those dreams.
Welcome opportunities for interactions with the school.

eX pect the best.

You are the key to a good program.

Zeal can be an asset. Be zealous in your pursuit for a good program.

N<Xs<CHnITOTVOZZIr"R«“~"IOTMMOO®>»

Parents need professionals; professionals need parents; and the children need us all.

Anjeanette Cheshire (Piedmont Region) - e-mail: PSPPIED @scautism.org 864-260-9534
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Membership/Donation Form

The South Carolina Autism Society’s Update and other activities
are made possible through memberships, donations, fundraising and
the United Ways of South Carolina. Thank you for your help!

U YES, | want to become a member of SC Autism Society.
U YES, | want to renew my member ship.

| under stand that my membership in SCASwill include membership
in the Autism Society of America.

Please enroll me for the following membership:
O Individual $45.00 [ Agency $400.00

O Family $65.00 O Full-time Student $30

1 would like to make a special contribution of $

Thisdonationismadein: [ honor of W in memory of

Acknowledge to:

Address:

City: State: Zip:

Payment Options:
(1 Check/Money Order U Visa U MasterCard

cad#__ _ - - Exp. Date /
Signature: Date:
Name:;

Address:

City: State: Zip:

Home Phone: ()

Work: (__) Fax: (__)

Email:

Parent to Parent Network
of Support

Information and Referra
Services

Periodic informational
materials and updates
Regional Support
Groups

Continua involvement
in advocacy with
governmental agencies
and the legidature

An opportunity to work
with people who have
common interests and
concernsin making a
difference for people
who have autism
Annua Conference with
workshops and speakers
for parents and
professionals
Interagency
collaboration

Autism can
be treated!

Please send this completed form and your payment to: South Carolina Autism Society, 229 Parson St. 1-A, Suite
326, West Columbia, SC 29169. All contributions are tax deductible in accordance with federal regulations.
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South Carolina Autism Society
New Memberships/ Renewals
January - June, 2000

Timothy Daughtery Christy Castor Mr/Mrs. Bret Marquis
Emile Towler Mike Smith Mary Jones Boykin
Frances L. Brannon Sarah Pascarella Mr/Mrs. Lovick Fleniken
Mr/Mrs. Don Fender Bruce Braswell Mr/Mrs. Donnie Jameson
Carol Weeks Sidney Coats Helen Hill

Mr/Mrs. Andrew Nielsen Selena Y oder Stu Smith

Alex Holbert Grace Gifford Dorothy Tucker

Philip Hazlett GloriaSoan Mr/Mrs. William Bishop
Rev/Mrs. Granville Hicks Anne Dudek Barbara Drake

April Rollins Azilee Proffitt Ridey Linder, Sr.

Judy Beal Myrtis Rollerson Gene Grace Holbert

Jack Schoon Carol Wade Sarah Harper

Pat McCarthy Mr/Mrs. James Taylor LisaHyman Lane
Mr/Mrs. Robert McMahon Mr/Mrs. Charles Banov Mr/Mrs. Joel Bryant
Mr/Mrs. Henry Daughty Joy Wilkerson-Bolen ~ William Floyd

Mr/Mrs. William Walker Mr/Mrs. Ray Biggs Mervyn Wagner, PhD
Mrs. Joan Rooney-Graham Ruth Abramson, PhD ~ Mrs. Mary Williams
Philip Massey Ruth G. Bennett Sharon Coleman

SCAS would not be able to continue assisting families and individuals with autism
without your help and support!

THANK Y OU

Volunteers and Contributions Needed

More volunteers and community organizations are needed to become involved with INROAD
in a variety of ways to help provide more opportunities for inclusion.

Please call Kim Pair at 935-5266 for any information needed or assistance you can give or may
be able to suggest.
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