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A Note From the
Director...

GeorgianaWilton, PhD
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It has been over ayear
since we've moved into our new
home at the University of
Wisconsin's Department of Family
Medicine. Inthat time we have
experienced tremendous
growth...not just in our funding, but
in thetypes and quality of
programming that we are able to
conduct.

Patti’s column will share
information on our new grant for
the Treatment Outreach Project
and our new initiatives. For my
part, | am pleased to announce the
opening of the Fetal Alcohol
Spectrum Disorders Clinic at the
University of Wisconsin’s Waisman
Center.

Thisclinicisacooperative
effort between the University of
Wisconsin Medical School’s
Department of Family Medicine,
Wisconsin’sClinical Genetics
Program, UW Waisman Center,
and UW Children’sHospital. Itis
designed as aresearch, training,
and service clinic and is staffed by
a dedicated team of clinicians. We
are currently seeing patients one
day per month, and offer amulti-
disciplinary clinicthat not only
includes aphysical examto

diagnose FAS, but assessmentsin
thefollowing areas: psychology,
occupational therapy, speech/
language, audiol ogy, nutrition, and
family support.

Theclinicday isintensive
to be sure, lasting anywhere
between 4 and 7 hours, but
hopefully providesafamily with
answers to questions, resources
and recommendationsfor follow-
up, and long-term support through
FEN.

continued on page 4........

Treatment Outreach Project
Coordinator.....PatriciaCameron
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Wefinally had our first rea
snowfall of the year. The crystal
white snow and cold days
invigorate me and | find myself
reflecting back on the previous 12
months, onwhat we accomplished
in our efforts to create a better
understanding of FASin our corner
of the world and to assist and
empower familieswho found
themselvesin the midst of turmoil
and didn’t know where to turn but
managed to contact us through
referrals from the TOP project,
our 800 number, website and
email.

The starting the new FAS
Clinic at the UW's Waisman Center
with ateam of committed clinicians
has given me hope that FEN is not

aloneinitseffortsto improve the
understanding of what it means to
have FAS.

| can’t help but also include
the Treatment Outreach Project
(TOP) inthisreflection asit
completed itsfirst year on
September 30th. We had an
ambitious agendafor the first year
of TOP and it kept the FEN staff
hopping. We learned, listened,
created and adapted the program
as we went along to better serve
familieswho areraising children
with prenatal alcohol exposurein
Wisconsin.

Ten FAS presentations
were conducted for clients and
staff at women'’s treatment
centers around the state with the
intent of identifying children and
adults who would benefit from an
FASD assessment offered at their
center. The questions asked by
participants and their evaluations of
the presentationsindicated their
willingnessto |learn about FASD
and an acceptance of the potential
effects of their alcohol
consumption ontheir children.
Treatment center staff were
attentive to the emotional needs of

continuted on Page 4......
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4 FASD Listserves

Seealisting of Wisconsin FAS
contacts who were trained at the
FAS Training of Trainerslast June.
on page 8.

If you are interested in becoming a
local FASD contact person/trainer,
contact the FEN office either by
email or phone.
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The2003 FAS Training  of Trainers participants

The FAS Training of Trainers was
held at The Waters of Minocqua
inJune. Eighteen professionals
from around the state attended the
4 day training, committing to serve
asFASD liaisonsin their communi-
ties. GeorgianaWilton, PhD, is
shown at |eft presenting at one of
the training workshops.

Many of the participants were women's
treatment providers who will use this
inormation to educate women in
treatment, showing their committment
to raising awareness of FASD and
preventing prenatal alcohol exposure
among women at risk.

New services for FEN Families:

FEN now supportstwo listservsfor familiesraising childrenwith
FASD. Onelistservisoffered to thefamilieswho attended the
FEN Retrest last August and the other isfor thefamilieswho
participated in FASTeN, FEN’snew family telephone support
network. We believethat communicating through email isa
valuabletool for parentsto stay connected with other parentswho
sharethe same concerns about their childrenin betweenthe FEN
sponsored family programs. Thenext FASTeN support groupis
scheduled for April 22, If you areinterested in being apart of
FASTeN, please seetheformincluded in thismonth’sFEN Pen.




FASTeN
Fetal Alcohol Syndrome Telephone Network
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DATES:
M January 20, 2004

M April 22, 2004 M July 21, 2004
TIME: 7:00 - 8:00 p.m. Central Time

Participation is limited to 16 callers for each meeting. You must pre-register
to receive the Wisline number and access code. For more information,

please contact:

Family Empowerment Network us
1-800-462-5254 in the

(608) 262-6590 bel"l

en@fammed.wisc.edu U TH
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University of WisconsinMedical School

Continuing Medical Education Upcoming Programs/Confer ences:

announces
. Treatment Outreach Project 2004 (TOP)
Online CME Courses FASD trainings and FA S outreach clinics offered at the following
. . locationsin Wisconsin:
Several on-line courses on FASD and related topics M adison, Milwaukee, Green Bay, Eau Claire and Rhinelander
are available fqr fregto service prc_;fesg oqals Contact: 1-800-462-5254
through the University of Wisconsin Medical
School Continuing Medical Education program. March 25-27, 2004
Logonto: http://cme.uwisc.org. Thenclick on Adults with FASD: Swimming Upstream, A Reality Check
“Substance Abuse: Tobacco, Alcohol, Drugs’. Coast Plaza Hotel and Suites at Stanley Park
. . Vancover, BC
Please call (608) 263-2850 for moreinformation. Confact: 1-800-663-1144
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continued from Page 1,
GeorgianaWilton......

| think the clinic offers
some unigue features: anutrition
assessment, and long-term follow-
up. Asweall know, nutritional
concernsare common inindividuas
with FASD. Concernsinclude
failluretothrive, food sensitivities
(e.q., textures, taste), food allergies,
and quantity regulation. By
including this component as part of
amultidisciplinary assessment,
dieticians can collaborate with the
other cliniciansto determine
what—if any—difficultiesexist
(e.g., structural issues, physiological
issues, taste/texture issues) and
suggest alternate strategies.

Onefinal featureisthe
family support component.

Because FEN staff members are
an integral part of theclinic, we
develop a Family Services Plan
specific to the needs and desires of
thefamily. Thisfollow-up plan
outlines the type of assistance FEN
will provide and can range from
consultation with schoolsfor

| EPdevel opment to participationin
one of FEN's listservesfor family
support.

While we recognize that no
clinic can offer everything to
everybody, we strive to meet the
needs of families—even if for some

issues that means tracking down
the most appropriate referral.

We hope, with additional
funding, to build theclinictoinclude
more staff and more clinic days. Unti
then, we will continue to revise our
protocol based on family and clinician
feedback. For more information on
the clinic, please contact FEN.

continued from Page 1,
Patti Cameron......

women who chose to have
themselvesor their children
assessed.

Two Geneticists from the
University of Wisconsin’s Waisman
Center assessed thirty-nine
children and adults at the outreach
clinics, with several receivinga
diagnosisof FAS, partial FAS or
ARND. FEN developed a multi-
disciplined services plan for each
family receiving adiagnosis,
incorporating formal and informal
supportsto ensure the well being of
the child and family.

Along with the FASD presentations
and outreach clinics, TOP also
conducted a one week FASD
Training of Trainers. A variety of
service professionals (i.e.: social
workers, public health nurses,
addiction counselorsand
educators) from all over Wisconsin
convened for aweeklong intensive
training on Fetal Alcohol Spectrum
Disorder. Theseindividualshave
become local resources on FASD
intheir communities, offering train-
ingsand information.

Consistent withitsmission,
FEN has also been instrumental in
connecting familiesin Wisconsin
and northern Illinoisthrough the
annual FEN Family Retreat
weekend, which took placein
Madison, Wisconsinlast August.
Just recently, we have incorporated
a FEN Retreat listserv so that
these families can communicate
with each other as a group during
the year. We hope to offer more
listservs as the need arises,
connecting familiesthat are facing
similar situationsinto the same
listserv.

FASTeN (Fetal Alcohol
Syndrome Telephone Network) is
another family support service that

FEN is offering. Parents/
caregivers can call into a
teleconference facilitated by a
licensed family counsel or to discuss
pressing issues that they face with
their children. FASTeN is offered
four times ayear. For more details,
look for the flyer inthisissue.

Asyou can see, FEN staff
have been very busy this past year
with many rewarding and valuable
projects, but the most exciting
project isthe new FASD Clinic at
the University of Wisconsin's
Waisman Center. FEN isvery
pleased to be helping with
Wisconsin'sfirst FASD
multidisciplinary clinic. Read
Georgianas column for more
information.

So the season of reflection
has amost come to an end and we
will all get back to business as
usual. But before we get too
wrapped up into our work of taking
care of business, | hope you can all
take time to reflect on the fruits of
your efforts this past year. | believe
this prepares us and gives us
strength for what lies ahead. | look
forward to the collaborations and
projectsthat will bring ustogether
toimprove peoples understanding
of FASD in the coming year. Don’'t
hesitate to call or email uswith your
good news or needs that you may
have. We at FEN want to share in
your cele-brations and to assist and
empower you to handle the
challenges. Peace and goodwill to
al.



http://mww.fammed.wisc.edu/fen

Family Empower ment Networ k

http://www.fascets.org
Fetal Alcohol Syndrome Consultation,
Education and Training Services, I nc.

http://groups.yahoo.com/group/post-adopt
Post Adopt Online Support Group

http://mofas.or
Minnesota Organization for FAS

http://mww.achr.com/fag/fadink.ntm
FASink

http://mww.betterendings.org
Better EndingsNew Beginnings

http://come-over.to/FASCRC
FAS Community Resour ce Center

www.fascenter.samhsa.gov
FAS Center for Excellence

http:/hedth.hss sate.ak.usfas

Sateof Alaska, Office of FAS

Fetal Alcohol Syndrome

Webdgtes

http:/Aww.nofas.org
National Organization on Fetal Alcohol
Syndrome

http://fetd d coholsyndrome.org
Family Resour celnstitute

http:/Amww.fetd a cohol.com/frame-home htm
FASE Support Network of British
Columbia

http://depts.washington.edu/fadu
Fetal Alcohol and Drug Unit, University of
Washington

http://mww.cdc.gov/ncbddd/fas
Centersfor Disease Control and
Prevention

http:/Mmww.thearc.org/misc/fadist
TheArc, FASResource Guide

http://Mmwww.fasbookshel f.com
FASBookshelf, Inc.

http:/Mmww.fasvorld.com/homeihtml
FASWorld
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New Bill ToHelp Families

Legislation to Help Avert Custody Relinquishment Needs Cosponsors and Personal Sories

On October 2, 2003, a bipartisan group of legidatorsintroduced a bill called the K eeping Families Together
Act (S. 1704/H.R. 3243), to help end the practice of parents giving up legal custody of children who have serious
emotional disturbances to state agencies as a way to ensure that the youngsters receive mental health services their
parents cannot afford.

The widespread use of custody relinquishment to secure treatment for children with mental disordersis one of
the most tragic consequences of the inadequate access to children’s mental health services parents in this country face
today. According to arecent report by the General Accounting Office (GAQ), in 2001 alone, approximately 12,700
children in 30 counties across 19 states were placed into the child welfare and juvenile justice systems, solely as away
of providing them needed mental health services. Unfortunately, thisfinding grossly understates the magnitude of this
problem because, as the GAO learned, many states do not collect data on such placements.

Enactment of the Keeping Families Together Act would help end custody relinquishment by funding state
interagency systems of careto serve children more efficiently while keeping them with their families. The bill would also
set up afederal interagency task force to examine mental health issuesin the child welfare and juvenile justice systems,
and would enable states to provide Medicaid coverage for home and community-based care for children who would
otherwise be placed in residential treatment centers.

How You Can Help:

Personal Stories

The sponsorsof thislegidation are collecting storiesfrom familieswho have been faced with and/or undergone custody
relinquishment to demonstratethe need for thishill. If you or someoneyou know can helpwith thiseffort please
forward adescription of your experiencewith custody relinquishment to Kirsten Beronio at: kberonio@nmha.org.

Co-sponsors Needed

In addition, please contact your senators and representatives and urge them to co-sponsor the K eeping Families
Together Act (S. 1704/H.R. 3243).

a Cdl: Call theU.S Capitol Switchboard at 202-224-3121 and ask for your senator’s office tel gphone number.

b .Fax: Call your senators’ officesto request their fax numbersor visit their Web sites, whereafax number isusually
listed.

c. E-mail: Vist www.congress.org, enter your ZI P code, sel ect the appropriate senator and click onthee-mail
address. A messageformwill appear that you canfill out and e-mail toyour senators and representative' s offices.

M essage points

* “l amcaling/writing to urge Senator/Representative__ to
co-sponsor S.1704/H.R. 3243, the K eeping Families Together Act.”

«* Each year, tensof thousands of parentsareforced to relinquish custody of their childrentothe state solely to
secure desperately needed menta health services. The heartbreaking choicethesefamiliesfaceresultsfromthe
widespread lack of mental health servicesfor children acrossthisnation.”

**TheKeeping FamiliesTogether Act offersfar lessdrastic waysfor parentsto secure needed mental
hedlth carefor their children.”

+* Co-sponsorship of thishill by Senator/Representative  would helpimprove accessto community-based
carefor these children and protect them from being separated fromtheir families.”
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An open letter to
educators from a parent
of a child with special
needs.

Look Through the Windows of
My World

By Pat Linkhorn

This* open letter” is, of course,
not representative of all parents
of children with disabilities, but
I’'vetried to make it afair
sampling of the views |” ve heard
expr from other parents. |
know | won't live to see Utopia
and my children probably won’t

either, but the laws that are being

passed today providing inclusion

of children with handiCaps into

public schools give educatorsthe

opportunity to make this a

%eneratl on of better Peopl e. And
at’'s one step closer!

You can’t walk a mile in my shoes, but
take a short journey with meand | can
show you scenes frommy life. You're
the person responsible for my child’s
education - a superintendent, a princi-
pal, a teacher, a guidance counselor
or a special education director. The
object of thisis not to make you feel
sorry for me. It'sto try to help you
under stand me and my child. If you
can understand something about the
places I’ ve been, you may be ableto
under stand where I’m coming from
today.

Thefirst window shows me after I’ ve
learned to accept my child for who he
is. I’ve learned to take all the
backward glances and tasteless
remarksin stride. |’ ve seen ignorance
from some people | used to think were
intelligent and I’ ve met some really
wonderful people who | never would
have known, had my child been
normal. I’ ve had to learn how to make
people understand that my child is a
child first and handicapped second.

I’ ve seen miraclestoo. I’ ve seen the
first step the doctors said would never
happen and I’ ve seen the light of
recognition in my child’s eyes when he
finally grasped the “ meaning of
something” . And I’ ve seen sunsets you
wouldn’'t believe once | had to really
look at them and explain them to my
blind child. What may seem ordinary
to you has taken on a whole new
significance for me.

I’ve learned a whole new language

too. It'scalled “ medicalese” . Doctors
tend to speak in words you don't hear
every day. At first, | thought I’d never

be able to keep all the terms and
“isms’ straight, but | speak it fairly
fluently now. I’m beginning to learn
“teacherese” now. You use a lot of
abbreviations and numbers, but |
know | can learn your language too.

Even though I’ ve accepted my child, |
have many fearsfor my child’s future.

| realize it's going to take a lot more
effort if my child isto lead a fulfilling
life. Learning is difficult for himand
in some cases, impossible, but I’ ve
been trying to make his life as normal
aspossible. | try to focus on the
abilities he has and | try to make him
feel worthwhile. | realize there are
some things that my child can’t do yet
and some he will never be able to do.
Sometimes | tend to focus too much on
what he can do and not what he can’t
do, but it helps me and my family.
Some days | seem to be taking three
steps backward for every one
forward.

You may only see the bad things about
my child. It may not seemfair to you to
spend more time with him when you
have a classroom full of children who
learn thingsin standard ways. My child
may disrupt your class. He may not
seemto belearning much. | don't expect
you to ignore other students for his
sake. | don't want him forgotten in a
back class room with all the other
“different” kids either, although he
may have to spend some time in a
smaller class room with more
individual attention. My goal is to
make his life as normal as | can, and
being around regular kids helps. It will
take some understanding on both our
partsto work this out. Perhaps some of
your brighter students could help my
child in some areas. You'll be teaching
them about responsibility and they' Il
learn acceptance. They may view
handicapped children as children first
and handicapped second.

Asa parent, | know I'm not perfect. |
make mistakes every day. | realize
teachers are only human too. | also
remember the time when some of my
teachers were up there with God, in
my estimation. They had such an
impact on my life! Your lives aren't as
worry freeor stressfreeas| used to
think and my child only adds to a day
that’s too full and too underpaid. If
you at least make the effort to try to
treat my child as a person, | know
how he will view you. St next to God
for awhile.

My attitude may not be the best

you' ve seen lately. | may already have
had some run inswith the “ system”
before | ever talk to you. | may come
on too forcefully and seem too
demanding. Maybe I’ ve had to be to
get services for my child. Maybe my
sister-in-law has excluded my child
and | from every family get together

she'shad since I’ ve had a “ disabled”
child. Maybe my husband isn't
supportive. Or maybe the professionals
I’ ve dealt with before have done
everything they could to help me. Maybe
I’ [l assume that you will too, and | won't
remember all the hard lessons |’ ve
learned along the way. Or | may
remember each onetoo vividly. | may be
a combination of all these feelings.
Whatever the case, | amjust a normal
person who wants the best for my child.

| know that my son won't grow up to be
the captain of the foot ball team and my
daughter won't be a Homecoming queen,
but that doesn’t mean that | don’t have
dreamsfor them. I’ ve just substituted
other dreams for those I’ ve lost. We all
harbor some pretty unrealistic
expectations for our children and I'mno
different than any other parent.

| seemto want too much fromyou, |
don’'t mean to. | have alot on my mind. |
may not have totally accepted the
direction my life has taken; it sometimes
takes years for a parent to get to that
pointof acceptance. That's really not too
hard to understand when you realize
that | lived with that dream for most of
my life, whereas |’ ve lived with my
“reality” for alot shorter period. | may
be feeling cheated because my life seems
so different fromyours. Theremay be a
lot of resentment in me. Or | could just be
tired of fight-ing the battle. It may be
that you have a better education and
you may feel more qualified to make
decisions about how and what my child
will learn.

In most cases, you are the expert. But if
you feel I'mrealistic and I’ ve accepted
my child’s limitations, there will be
instances when | will know what will
work best. In that case, | am the expert.
I’ ve learned some things that you should
be thankful you’ ve never had to learn.

If you take all the things you'’ ve seen
through my windows into consideration,
you may understand me and my child
better. If we work together, maybe we

can do what | pray for each night. That
is to give my child as many opportunities
as possible to lead a normal life, ina
world that isn't fair.

Copyright 2001 Pat Linkhorn
Reprinted with permission 2004

Pat Linkhorn is the Editor of Special

Education at About.com and a

professional advocate for families with

children who have special needs. Sheis

also an experienced parent and has two
irls with special needs - autism and
lindness due to prematurity.

http: //thelinkto.convlinkhome



Wisconsin's FASD Training of Trainers 2003

Theindividuals below attended a comprehensive course on Fetal Alcohol Spectrum Disorder last Junein
Minocgau, Wisconsin and have committed to being an FAS contact person in their area. If you would like more
information about FASD, please check with your local FAS contact from thelist below or the Family Empower-

ment Network (FEN).

Eau Claire

Cindi Pope

email: cindipope@yahoo.com
(715) 456-2631or 855-6181

Fond du Lac

KimHlavka

e-mail: arcfdlaoda@dotnet.com
(920) 907-0813

Julie Hass

e-mail: hass @agnesian.com
(920) 926-4818

Green Bay
Rebecca Laird

email: rlaird@new.rr.com

(920) 436-4360 x-1279

Carolyn Martin-Johnson

email: wrj @familyservicesnew.org
(920) 436-4360 x-1238

Iron Couny
Norene Gilbertson

email: gilbertsonn@centurytel.net
(715) 561-2191

M adison

LisaTiedemann,

(608) 283-6426
[tiedemann@arccommeserv.com

Milwaukee

Meredith Mueller

email: mmueller@fammed.wisc.edu
(414) 219-4239

Sara Zirbel, RN

email: sarazirbel @hotmail.com
(414) 276-4016

Minocqua/lL ac du Flambeau
Bob Schenkenberg

(715) 588-3838

JohnYoung

e-mail: jyoung@nnex.net

(715) 588-1511

Nekoosa

Amy lrwin

email: alirwin@wisc.edu
(715) 886-5499

Superior
Edie Webster
email: ewebster@mail2.lbdata.net

(715) 392-7825

West Bend

JulieKusta
email:wrp@genesishehavioral.com
(262) 306-4392

Southern Wisconsin/Northern
lllinois

Baobbi Hershey

email: HFROGS5@aol.com
(815) 233-4830

DianaHeliotes

email: heliotesil @aol.com

(312) 944-6954




