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A Note From the Director...

Georgiana Wilton, PhD

What’s in a name?

For 31 years now we have had
clinical evidence of a condition
called Fetal Alcohol Syndrome
(FAS). From this diagnostic label,
many other diagnostic and
expressive terms have been used
to describe the continuum of
effects associated with prenatal
alcohol exposure. Our bowl of
alphabet soup has become thick
with all of the acronyms: FAS,
FAE (fetal alcohol effects), ARND
(alcohol-related
neurodevelopmental disorder),
ARBD (alcohol-related birth
defects), pFAS (partial FAS),
PAE (prenatal alcohol exposure),
PEA (prenatal exposure to
alcohol), and SE-AE (static
encephalopathy-alcohol exposed).

Most recently, FASD (fetal alcohol
spectrum disorders) has become
widely used—and in most cases
incorrectly. FASD was originally
used to describe the continuum of
effects that can occur in a child
when a mother drank alcohol
during her pregnancy. Unlike
Autistic Spectrum Disorders, it
was not meant to be a diagnostic
term.

Over the months (perhaps years)
the term took on a life of its own.

I began hearing, “My child has
FASD” and “Will you help us
develop an IEP for a student who
is diagnosed with FASD.” Once |
was even informed that FASD is a
new diagnosis that can be made by
non-medical personnel (like a
school psychologist).

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

FEN Coordinator...

Patricia Cameron

With the hard work and strong
commitment of our staff, the
Treatment Outreach Project
(TOP) and the Family
Empowerment Network (FEN)
have had another productive year.

These two programs delivered
needed information and services in
Wisconsin and across the country
to individuals seeking help for
family members who have been
prenatally exposed to alcohol. Our
associations with the Waisman
Center, the state of Wisconsin's
Division of Public Health and
Bureau of Mental Health and
Substance Abuse Services have
been invaluable for our program’s
effectiveness and success.

This year we have concentrated our
efforts in educating public health nurses
and administrators about Fetal Alcohol
Spectrum Disorders (FASD) to facilitate
abroader understanding of the issues
surrounding prenatal alcohol exposure
and the services that are available to
better serve their families' needs.
Trainings on FASD were presented to
regional prenatal care coordinators and
other health providers in various locations
around Wisconsin. This year an additional
138 health service providers now have a
working knowledge of FASD resources
for additional information and services. It
is very exciting to see the network of FAS
service providers in Wisconsin grow!

In June, we conducted the second annual
Training of Trainers on Fetal Alcohol
Spectrum Disorders in Minocqua. Eleven
professionals from Wisconsin took time
out of their busy schedules to participate
in this intensive training and become local
trainers and contact persons on FASD.
We had another great group of
participants that represented the diversity
of services offered to families who are
affected by prenatal alcohol exposure.
continued on page 4.......
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See a listing of Wisconsin con-
tacts who were trained at the
FASD Training of Trainers on

page 3.

If you are interested in becoming
a local FASD contact person/
trainer, contact the FEN office.
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The 2004 FASD Training of
Trainers was held at The
Waters of Minocqua in June.
Eleven individuals from
various professions, including
AODA counselors, public
health nurses, and Birth to
Three service professionals
attended the 4 day training.

On the 5th day, last year's
participants joined the group
to report how they used the
material in their daily work for
prevention and intervention of
FASD. We are very proud to
have such a committed group
of professionals join us in our
efforts to create a better
awareness of FASD in Wiscon-
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New services for FEN Families:

FEN now supports two listservs for families raising children with
FASD. One listserv is offered to the families who attended a past
FEN Retreat and the other is for the families who participate in
FASTeN, FEN’s new family telephone support network. We
believe that communicating through email is a valuable tool for
parents to stay connected with other parents who share the same
concerns about their children. If'you are interested in being a part
of FASTeN, please see the form included in this month’s FEN




Wisconsin's FASD Trainers

The individuals below completed a comprehensive course on Fetal Alcohol Spectrum Disordersover the

past two years in Minocqua, Wisconsin and have committed to being an FASD contact person in their
area. If you would like more information about FASD, please check with a contact from the list below
or the Family Empowerment Network (FEN).

Crandon

Jodie Harris, RN
jodieh@fcpotawatomi.com
(715)478-4321

Alberta Hatmaker
albertah@fcpotawatomi.com
(715)478-4321

Eagle River

Kari Spittel
kbbuerger@yahoo.com
(715)482-9006

Eau Claire
Susan Plasch
(715)855-6181

Fond du Lac

Kim Hlavka
arcfdlaoda@dotnet.com
(920)907-0813

Julie Hass
hassj@agnesian.com
(920)926-4818

Green Bay
Carolyn Martin-Johnson

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

Appleton
Rebecca Laird

rlaird@new.rr.com
(920)915-3456

Iron County
Norene Gilbertson

gilbertsonn(@centurytel.net
(715)561-2191
Vicky Musselmann, NP

vmuss@hotmail.com

Madison
Lisa Tiedemann
(608) 283-6426

Itiedemann(@arccommserv.com

Milwaukee

Anderson Irvin
anewandy(@aol.com
(414)372-3713

Meredith Mueller
mmueller@fammed.wisc.edu
(414)219-4239

Eileen Sperl
esperl@metahouse.org
(414)962-1200

Barbara Tagger-Appleby
barbtea@kornkids.com
(414) 347-1774 x219

Sara Zirbel, RN

sarazirbel@hotmail.com
(414)276-4016

Lac du Flambeau
Barry Allen
ballen@nnex.net
(715)588-1511 x67
John Young
jyoung(@nnex.net
(715) 588-1511

Bob Schenkenberg
(715) 588-3838

Minoqua/Rhinelander
Janet Balzer
(715)358-6224
Jeanne Grodevant
(715) 482-9037

Nekoosa

Amy Irwin
alirwin@wisc.edu
(715) 886-5499

Richland Center
Kay Cunningham, RN

cunninghamk(@co.richland.wi.us
(608) 647-8821

Superior
Edie Webster

ewebster(@mail2.lbdata.net
(715)392-7825

West Bend
Julie Kusta

wrp@genesisbehavioral.com
(262) 306-4392

Southern Wisconsin/Northern
Illinois

Bobbi Hershey
HFROGS5@aol.com
(815)233-4830

Diana Heliotes
heliotesil@aol.com

(312) 944-6954
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continued from page 1,
What's in A Name?

Needless to say [ was thrilled
when a definition of FASD was
agreed upon in April 2004 by a
group of experts representing the
National Institute on Alcohol
Abuse and Alcoholism (NIAAA)
the Substance Abuse and Mental
Health Services Administration
(SAMHSA), the Centers for
Disease Control and Prevention
(CDC), and other research and
service professionals. The FASD
Center for Excellence
(www.fascenter.samhsa.gov)
defined FASD to be an umbrella
term used to describe the range of
effects that can occur in an
individual whose mother drank
during pregnancy. FASD is not
intended to represent or replace a
clinical diagnosis.

Unfortunately, at the current time
there is no strict consensus on
what specific diagnostic terms to
use. But, as we all know, the
actual diagnosis isn’t as important
as our realization that it is
accompanied by lifelong physical,
cognitive, and/or behavioral
challenges. ..

...80, what’s in a name?

continued from page 1,
Patti Cameron

These individuals will be added to
the list of 17 others who
participated in the training last year.
We now have FASD contacts in
most areas of Wisconsin who can
support the programs offered
through FEN and TOP at the local
level. Find the complete list of
contacts on page 3.

The FAS Outreach Clinics have
had a strong response and have
reached capacity. They are offered
no charge-no hassle without getting
approval from insurance
companies and HMOs.

Parents and professionals call or
email FEN daily with new and
challenging issues. One such issue
that seems to be recurring is
transition planing for older
students. Many parents believe
that once the school has listened,
evaluated, observed, and granted
their child an IEP, their worries are
over, but find themselves panicking
when their child turns 18 and is set
to graduate without a transition
plan.

Schools are required by law to
begin the process of developing a
transition plan for all students with
an [EP at the time the student turns
14 and the plan must be in place
by 16 yrs. This transition plan
should include vocational and life
skills training. Ifthe student has
not met his/her reqirements for
graduation, the school is obliged to
continue the student's programming
through the year the student turns
21. This can include technical
school training paid by the local
school district.

Another big concern that parents
face once their child graduates
from high school is lack of appro-
priate housing and employment. In
many cases, a supported living and
working environment is necessary
for young adults with FAS/ARND
to find success in life. In this issue,
we feature an interview with Walt
Teichen, a father of a young adult
son with FAE who is creatively
trying to address this issue. His
efforts will pave the way for others
to develop supportive environ-
ments in their area where adults
with FASD can live and work
successfully.

FASTeN, FEN's FAS telephone
network connected parents

via a conference call on July 2 1st.
Dr. Ed Riley, a psychologist doing
functional brain MRI research

on individuals with FAS was the
guest speaker. The ease with
which he talked to parents about
the neurological behaviors
associated with FASD

made the conversation flow as if
we were all sitting around a
kitchen table drinking coffee,
finding anwers to our children’s
unconventional behaviors.

continued on page 5.......




We are doing our best to
educate, nurture parents and help
service professionals understand
the world of FASD. They in
turn become strong and can
nurture and educated others.
Through our efforts this year, I
believe we have established a
working network of
professionals/service providers in
Wisconsin who can assist families
with children prenatally exposed
to alcohol. And if some days it
feels like you are alone or the
task at hand seems
overwhelming, try to remember
the words of humanitarian/
anthropologist, Margaret Mead.

(%3

ever doubt that a small
group of thoughtful, com-
mitted citizens can change
the world. Indeed, its the
only thing that ever does”

-Margaret Mead
o2 o2 o3 % ol

FASTeN:

Fetal Alcohol Syndrome
Telephone Network

The Family Empowerment Network (FEN) is sponsoring a telephone
support network for families affected by Fetal Alcohol Spectrum Disor-
ders (FASD). On selected evenings, you may dial in from anywhere in
the U.S. (using a toll-free number) to share ideas, receive (and give)
support, or just hear that you are not alone! Call or email the FEN office
to register.

Time: 7-8 pm Central Time

Dates: October 21, 2004
November 18, 2004
January 20, 2005
February 17, 2005
April 21,2004
May 19, 2005
July 21,2005
August 18, 2005
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O.Why do you think this type of
home is important or necessary?
A. This type of home is important
for many reasons. Most importantly
is the fact that most of these men, if
left unsupervised will get into
trouble. Statistics and research
have shown that. The real trouble
does not start until after the child
gets out of school and loses the
structure that the school day
provided. Another reason is that
other programs do NOT work. A
person with FAE/ARND cannot fit
into a program for the
Developmentally Disabled (DD), or
a Mental Health program, even if
they qualify for the program. Most
states do not classify these men as
DD. As far as I know Minnesota is
the main one, and there could be a
couple of others. I am only
speaking about the individual who is
a little higher functioning, and has all
of the decision-making problems
associated with FAE.

2P (BROIR 2

Q. So the men who would
qualify for this residence do not
fit the criteria for DD or MH
diagnoses in most states? Where
is your son living now?

A. Ifthey are a little higher
functioning they do not qualify for
DD, as far as I know in almost
every state except MN. Thankfully,
Kevin does not have a Mental
Health Diagnosis. Kevin is currently
living in the DuPage County Jail,
until we get another short term
option set up.

New Residential Facility in Development

2P (BROIR 2

The following is an email interview with Walt Teichen, a father of an adult son with Fetal Alcohol
i Effects (FAE). He is developing a residential facility for adult men with in the Chicago area. Please
feel free to contact Mr. Teichen with any questions (contact info below).

get many of the building products
donated by the building supply

Q. Describe the structure of the companies.

residence.

A. Originally it was one big
dorm type building, but one of
our board members has been
doing research and we have not
yet determined exactly what the
residence is going to look like.
The same would apply to the
vocational training space. We
might have to build a separate
building for that depending on
state licensing issues. There will
also be a barn to raise the pigs,
cattle, and chickens. In the near
future we would like to have our
own Chapel and Gym.

The men are going to be busy
most of the day. They will have
a full day; which will range from
doing barn chores, to religious
activities, to vocational and
behavioral training. The busier
they are the better.

2P (BROIR e

Q. How will you fund this
project?

A. We are hoping to have very
unique funding for the program.
We have received a commit-
ment from a church thathas a
group called Construction for
Christ. They are a group of 40
contractors who have agreed to
work on the project. We have
other verbal commitments from
other contractors. We hope to

The land is going to be donated
by a Christian woman. And an
architect has agreed to do all of
the drawings for free. We have
also started conversations with
some local civic groups that might
be willing to pay for the construc-
tion of some of the other buildings
that will be needed. We do not
have any commitment yet. That is
the building portion.

Funding could take several
different forms. Ifthe land, labor,
and most construction products
are donated, that cost will be
minimal. If we can get missionar-
ies, the labor costs will be minor
also. Butany additional funding is
going to be through grants,
donations, and fund raising.

2P (BROIR 2

Q. Who will be eligible?

A. The eligibility is going to be for
men initially with Fetal Alcohol
Syndrome and Effects. We will be
training the staff specifically for
FAS/E and it is going to be quite
extensive. As we know, these men
have unique behavioral
characteristics. We have not
established any eligibility criteria
yet. But the response from being
on WGN TV has been greater
than we anticipated
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Q. Since the funding will be
coming from Christian
churches/missionaries, will
individuals have to be
Christian to be eligible?

A. They do not have to be, but
they do need to commit to try to
make a change in their life, have
God become a bigger part of their
life, and becoming a Christian and
doing Christian studies.

P (BROIR o

Q. How many individuals will
it accommodate?

A. Since there is only one
program in the US currently for
these men, we anticipate the
demand for the program is going to
be greater than we can
accommodate. We are going to
start small so that we do not make
any mistakes and provide a high
quality of service. We need to
make sure that these men succeed.
It is going to be better in the long
run to take it slow and get all of the
wrinkles out before there are too
many men in the program. We will
probably start with 3 —4. We
hope to keep expanding the
program. Itis going to be very
difficult to determine how many
men we might be able to
accommodate in the future. There
are too many factors to take into
consideration

2P (BROGIR Do

Q. How will you screen
applicants?

A. The board has not set the
guidelines yet. This is a very tough
position to be in. Just from the
news piece on WGN TV we have
had over a dozen requests to find
out more. Once we get more
exposure [ expect to have well
over 20—25 families that will want
their son in the program. So, |
imagine we will be very selective in
the initial group of men.

o e (BCRUBR >
Q. How will you staffit?

A. As mentioned above we hope
to have most of the staff'as
missionaries from churches. We
will have to have some paid staff.
We will also have to hire outside
consultants to work with the men
on vocational training. We will be
holding a brunch and silent auction
in November and hopefully a
motorcycle ride next year. In
addition we will be looking into
family foundations and grants. The
staffis going to go through
extensive training by different
groups that have trained many
individuals in the behavior
characteristics of Fetal Alcohol
Spectrum Disorders.

P (BROIR S0 r

Q. How have the plans progressed
so far?

A. We are moving along slowly, but
have started to gain momentum.
There are many battles to overcome.
The biggest battle is the lack of
awareness of the disability. Once we
start getting more publicity we feel
like we will move quickly. We have
assembled a very dedicated and
caring board, which we are looking to
expand. Much of our progress has
been described above. We are trying
to get out into the community and do
more speaking to church and civic
groups. Those are going to be our
best area of support.

P (BROIR Do

We wish you well in this very exciting and
needed project, Walt. You have already
done a remarkable amount of work and I
believe your vision will be realized in the
future. It is amazing what one committed
person can do. Thank you for sharing
this worthwhile enterprise with FEN.
Your story will be an inspiration and
guide for others to follow. Step by step,
we all are trying to create a better under-
standing of FASD in the world so that
those who are affected will be able to
reach their highest potential in life, allow-
ing them to become valued and contrib-
uting members of a community.

For more information, email Walt at:

walt@knowhimministry.org




Upcoming Conferences

Behavioral Challenges: Balancing On the FASTrack to Understanding: A

Quality Care, Client Rights and National Conference on Fetal Alcohol

Restrictive Measures Spectrum Disorder and related
Neurobehavioral Disorders

November 12,2004

The American Family Resource Center October 28th and 29th, 2004 in

Madison, Wisconsin Riverside, California at the Riverside
Convention Center, sponsored by Arc

For more information call: Riverside, CalFAS and Arc Califonia

Linda Draayers at 414-543-3004 ext 101
For more information please call
1-888-818-6298 or email

FASD International The 2005 FASD National

Francophone Conference: Take Conference: Featl Alcohol

Action Now for a better Future! Spectrum Disorder, Equality of
Access: Rights and the Rig
Thing to Do

December 9th and 10th, 2004 at
Centre des Congres de Quebec et
Hilton Quebec, Canada, presented
by SAFERA, in collaboaration with
the First Nation of Quebec and
Labrador Health and Social Service
Commission (FNQLHSSC)

For more information
contact:

(272:3372)




