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Sometimes life is just fun. 2005 was a roller coaster year for us, filled with all kinds of exciting €
some good and some bad. But it wasn't until we started working on this issue of FAS Times that we
just how muchpositiveprogress has been made in diagnosing the spectrum of conditions in FASD
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started with a big wish we made when we publiskacdure: The Essence of InterventionMay.

The goal of our book was two-fold. We wanted to create a beautiful photo gallery of affected indi ifnags 4
as a gift of encouragement to doctors, psychiatrists and psychologists that positive things can and pB@eetrSokol; Alan Unis
when children, youth and adults are accurately diagnosed and nurtured by a loving family. We als ﬂa@@gq&;
that publishing the medical and mental health histories and photos of affected children, youth an %Viiﬁg Clarren:
(many of whom had been diagnosed during the period of time in the field when the term FAE was Eﬁﬁ)"i‘%urd
a diagnosis) might encourage the current professionals to consider diagnosing FAS-related conditidns, even

when the classic facial features are not present.
For so many years, parents have been told by family practitioners that there is no benefit in

diagnosis because nothing can be done about FAS anyway. We believe the nurture book is helping e grise

public consciousness that a medical diagnosis related to prenatal alcohol exposure can be a pivot
ence for children and families as far as understanding what is going on and then finding out how to
their quality of life.

Therefore, this issue of FAS Times features interviews and information from eight doctors arn
chologists from across America who diagnose conditions caused by prenatal alcohol exposure. Inte
when you meet these professionals (most of them researchers) and take a look at their different d
perspectives, the full spectrum of disabilities and mental health disorders which now fall under the u
term Fetal Alcohol Spectrum Disorder (FASD) fall into place, thus creating a complete, 3-D profile
cognitive and physical disabilities from prenatal alcohol exposure.
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During the process of conducting the interviews, writing the articles and then re-reading all of the
important issues came to the surface. First, we were surprised to find that there are at least th
researchers and/or clinics that are conducting longitudinal studies of birth cohorts of children w
prenatally exposed to alcohol. Before this, we thought that Dr. Ann Streissguth was the only re
doing this.

The second and most exciting discovery is that there are numerous medical doctors and psyc
who are already using, or are developing, methodologies and criteria to diagnose children (and eve

who have been affected by prenatal alcohol exposure but do not have the classic facial featureq of 'ﬁfa'ect Director

These doctors have been quietly blazing trails for the last several years by leading the way in di
conditions such as Alcohol Related Neurodevelopmental Disorder (ARND). This is such an encour

to us parents, especially those of us who are still seeking a diagnosis for our children (regardless pf a itor & Publisher
Another piece of good news is that we found so many doctors and researchers to interview thatA8 Waller

couldn't fit all the information in one issue of FAS Times. So if you are one of these parents still se
diagnosis for your child, and none of these professionals are in your area, watch for our next (Sp
issue of FAS Times where we will be printing the rest of the interviews.

This is a time to be especially thankful. | feel like we are at the dawn of history in really helping af
individuals and their families. Read and enjoy the stories of these medical doctors and psychologis

dream big dreams. Together we are finally making progress in diagnosing affected individuals, so'lee tada La Fever

better care for them with understanding and compassion. And when compassion bears it's full f
children will reap a harvest of self esteem—and stigma will be a thing of theMpast.
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are present; typically the referral is beca

Ira ChasnOff, MD of behavioral or mental health problemg CIaire COIES, PhD

President, Children's Research Q: What percentage of your patienfihligYa i) e RN 1o e N e 1 Ko i

Triangle; Professor of Clinical actually receive a diagnosis related Marecus Institute; Professor of
Pediatrics, University of lllinois prenatal alcohol exposure? Psychiatry and Behavioral Sciences,
College of Medicine, Chicago A 80% Emory University School of Medicine,
Atlanta

When asked what was it that originallyQ: WWhat diagnoses do you typically mak
brought him into the field of FAS, Dr. Ira 2 FAS and ARND. It would be highly  py cjajre Coles has been a strategic
Chasnoff replied, “In 1976 | founded ade_unusual for us to see a child with ARBD-piIIar in FAS research since most of us
velopmental clinic because | was intereste@: Do you primarily focus on the facialparents first learned about the disability in
in helping children with disabilities. How- features of FAS? the early1990's. FAS*FRI’s first discovery
ever, | quickly realized that many of theA: Absolutely not. of her work was in 1997 when we discovered

children with the most serious disabilities, , i, research article that she had written,
. : Do you diagnose other conditions suc%. S
were children born to mothers who hadg y g ( sfilfferentlatlng ADHD from FAS (FAS

. . s disabilities/mental health disorders}. :
used alcohol or heroin during pregnancy,, ceq by prenatal alcohol exposure limes, Summer 1997). After reading her

In order to help the children, we also dex .. research paper on the subject, we knew that
. : addition to FAS? .
cided to open one of the first treatmenj. yo we had found someone who genuinely
programs in the country for pregnant - ' understood FAS-at least one of the subtle
women. As a pediatrician, | provided pe:Q: What diagnostic criteria do you use fogeficits caused by prenatal alcohol exposure
diatric and development care to the childrefhese conditions? that parents deal with on a daily basis. We

whose mothers were in substance abuge Diagnoses are based on DSM-IMvere excited because, as is typical with us,
and prenatal care services in our prograngfiteria. We do a lot of work with childrenwe are ever on the lookout for ways to
For the first 10 years our program wagdvho have FAS/ARND plus mental healtiseparate the core behavioral traits of FASD
purely a volunteer program, with a budgeglisorders. from other co-occurring conditions.

of $0. That's why | become frustrated to-Q: Do you have an ongoing doctor/patient AS @ health care professional, Claire
day when people say they don’t havgelationship with the people you diagnose9©!es divides her time between research and

money to serve children and families!”” A: vyes. clinical practice. When | asked her how she

: . ot into the field of FAS, she laughed and
Q: Do you diagnose FAS in the context 0): Do you or a diagnostic team develop gaid, “Well, it was simple really.gl was a

research and/or clinical practice? ~ ong term treatment plan, including regulagingle mom, I had just finished school and |
A:I'm both a researcher and a clinician. follow-up visits? needed a job. | was interested in babies so |

Q: What are your primary areas of concern: Yes-we believe this is key. applied for a post doctoral position in the
A: Diagnostic criteria, prevention, interven—Q; What kind of long term follow up would Department of Psychiatry and Behavioral
tion and treatment of affected children. you like to see for those with FAS? Sciences at Emory University in Atlanta,

Q: Do you diagnose FAS in a typicalA: Children and adults with FAS need &eorgia. Thqre | met Arthur Falek, who
medical setting or in a multi-disciplinary comprehensive continuum of care thaaecame my friend and mentor and we began
professional team? includes health, mental health, angtudying alcohol and drug exposed babies.
A: Multidisciplinary team. educational interventions, and as the _“The Maternal Substance Abuse _and
. . children reach adulthood, they requir€hild Development (MSACD) Prevention
Q: How many patients do you estimate g01oument training and support. Program where | work, began as the Fetal
you have diagnosed during your career? . Alcohol Syndrome Screening Project and
A: 8,000-10,000. (For the last 8 years, WQ What is your dream ior the future ok Jivedinto a longitudinal study of children
have seen about 800 children per year Wmall.agnosmg this disability exposed to alcohol prenatalfycohort that
80% of them meeting criteria for FAS orA: For all three categories (FAS, ARND, oo following todayNow the cohort

ARND.) ARBD), we need a universal SCreeniNg  \sists of 430 individuals. The study began
approach that focuses on early recognition

Q: How many patients do you see on RF risk, grounded in developmental and 1981, _vvhen the Ge_org|a Legislature hqd
monthly basis? . . e foresight to establish a program to begin
A: Between 50 to 70 behavioral screening, complemented zycreening pregnant women for alcohol use

facial analysis. Key to this is Medicai in order to identify the extent of the problem

Q: Where do your referrals typically comeand the insurance companies recognltlolﬂ Georgia, as well as methods for prevention

from? of the disorder, so that all diagnostic anldn this aroun. The broiect is currentl
A: Child welfare system, schools, otheitreatment work is reimbursabl® nis group. bro] y
hysicians _ . _ dedicated to the prevention of the negative

P ' Children's Research Triangle consequence of maternal substance abuse

Q: How many of these patients are comingPpointments: (312) 726-4011 and provides a range of prevention services

to you because they or their referring ager/ebsite: www.childstudy.org to state agency- and community-based staff
; 5 E-mail: Ira Chasnoff<ichasnoff@cr- ”

believe they have FASD? across the state.

riangle.org>

A: About 50% are asking if alcohol effects’ Dr. Cole’s other position is at the

2 FAS Times Winter 05/06



FASD:

Diagnosing “EAS is

the

|- only the
Spectrum ; ‘ | tip of
; { the

/ Wl | iceberg.”
I,f o \
/ % o \I Ann

f Streissguth,
PhD

© Jocie DeVrie

Marcus Institute where she serves asalled and asked Dr. Coles a few questiomgpical, i.e., an FASD Behavioral Phenotype.
Director of the Fetal Alcohol Syndrome andabout the diagnostic process at the cliniso my final questions are:

Drug Exposure Clinic. The clinic providesin Georgia.
a comprehensive array of diagnosti
services, evaluations and support progra

Q: What would the diagnosis be for a patient
: How many patients do you see on who comes in with a history of heavy fetal
. S8 " monthly basis? alcohol exposure, evaluations and imaging
to peop_le W't.h. developmental dlsab'“t'_eSA: 16, or about 200 a year for diagnosighat document cognitive significant
and thelrfammes as well as those_\_/vho IIVq\/lore for therapy, educational and socidmpairment, and all the other diagnostic
and work with them. It_|s an afiiliate of work services. We have about 16@riteria except the facial dysmorphology?
Kennedy Kreger Institute at Emoryappointments with patients per month. A: We would evaluate this patient carefully

University. The mission of the Marcus | h for the behavi
. . . ; - How manv of these patients are coming ule out any other causes for the behavior
Institute is to bring hope to people in all theQ y p gﬂd the neurodevelopmental effects.

litle things that help children reach theirt0 you because they or their referring age owever, with this profile, the diagnosis
potential. Dr. Coles explains, “As we sedelieve they have FASD? ould brobably be partial FAS of ARND
it, the problem is that the search for effectivé:: Most of them. Some are exposed &’ P yoep :
services for children with disabilities andother drugs, including prescription drugsQ: What is your research showing about the
learning problems can create a constaid: \What diagnostic criteria do you use?¢°MmMonN behavior traits of FAS and ARND?
struggle for their caregivers. The purpos@: For FAS - A confirmed history of A:The most common finding that we see is
of the Marcus Institute is to reduce the stresgicohol exposure, facial dysmorphologyF2//€d “arousal dysregulation.” Some
of that search by offering the mosigrowth deficiency and central nervou$*@MPles of this are uneven sleep patterns,
comprehensive diagnosis, therapy and cat§stem damage. For Partial FAS - AYPE' arousal and inability to calm down
management possible under one roof.”  confirmed history of alcohol exposure and""'"9 the day. They get excited too easily,
The health care professionals of the Marsgme of the other characteristics. get stressed too easily, have problems with
cus Institute create the largest team ) _ transitions, etc. These problems can develop
dedicated to child development, in one £aQ: Doyou have an ongoing doctor/patiensto difficulties with behavior regulation and,
cility, in the state of Georgia. In addition,é!ationship with the patients youeventually, behavior problems. In a sample
the affiliation with Emory University and diagnose, including regular follow-upof drug and alcohol exposed children—we
Kennedy Krieger Institute affords staff at//S'tS? have been documenting these problems and
the Marcus Institute access to a wealth di- &S following these kids for eight years now-this
academic and medical resources for theiks you know, we at FAS*FRI believe thadysregulation seems to be something that we
patients and families. A few days ago wehere is a core set of behaviors that af@nsistently find¥
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to those who were heavily exposed.” babies. In the meantime | have grown to
RObert SO kOI, MD Q: What is the most important data th ({ieeply appreciate the difficult road that fami-
HINYSTNE N VI ICIITIR T oL have identified since you began work. €S Nave to travel. | would hope that in the
Human Growth and ing to prevent drinking during pregnancJUture scientists and famllle.s could collabo-
Development; in your OB/GYN practice? rqte more closely. By working together, we
TR B A For one thing, we've learned that when{!ill ave the best chance at reaching our
Obstetrics and Gynecology, women are questioned directly aboufoals. i.e. better outcomes for babies and
ZVIEN NI WA  drinking during pregnancy, under-reportNOthers ¥
of Medicine, Detriot, Ml ing can be a real problem. Denial can | Alan Unis. PhD
substantial, a fact not surprising to thog 2

When we asked what brought Dryhq deal with problem drinkers. ConseliRUINE IOV IE T ACETd Y

“SOk°| into the field of FAS, he answeredqyently, our research group and others ha Heart Medical Center,
Well, 1 had been seeing patients in Myyorked to develop screening tools that a Spokane, WA

OB/GYN practice and doing perinatal ré,q¢ confrontational and are less likely than Dr. Alan Unis first became interested in
search for several years, when one day opgrect questions to trigger denial; thesﬁo '

Tl et e o S snomare S s o 0 sbre e
seen the paper on Fetal Alcohol Syndromgy|ated problems in clinical settings. P

in the Lancet written by Drs. David Smith gan doing some controversial research on rat
and Ken Jones. When | answered no, th&: What other research outcomes conmuips. During that time, the prevailing thought
| hadn't, he suggested that | might want &0 mind? in child development and child psychiatry was

take a look at it. He wanted to know whaf: Our group and other groups have coiif children were seriously emotionally dis-

| thought about the concept of the possif-irmed that simple brief screens, such aarbed, it was due to one of two factors. Either

bility that birth defects could be causedhe T-ACE,.TWEA.K .and AUDIT can be they had learned dysfunctional behavior from

by women drinking during pregnancy.  Very gsgful in identifying women Who mayimitating others with bad behavior or they had
“After reviewing the article, | went be drlpklng enough tq dqmage thelr unborot been effectively nurtured during their early

back to my office and did a simple searclRffspring. 'Further,.bnef .lnterventllons cayears. Dr. Unis’ early research, in which rat

of my database. | could do that becaused® Useful in reducing this behavioral riskoups were given a pulse of estrogen on their

had already been keeping track of high risk): What common traits are you finding agrst neonata_l day, doc_umented_ abnorr_nalltl_es
pregnant women, including those whayou follow these children up through adol» many social behaviors and in physiologic
were known to have problems with alcofescence that seem to be typical? functioning. This study was one of the flrst_
hol during their pregnancies. Because ok: The children are growth deficient afesearch p_rotocols that showed clearly devi-
the nature of our existing database, it didnleast as young children, there is a dos@Pt behavior could be caused by prenatal
take us long to see that pregnancy outesponse correlation involved in the danfXPosure to a foreign substance.  As his ca-
comes were much worse with thosege as measured by anatomic birth defeci§®r continued and research blossomed, he
women. Then we did a systematic revievoften 1Q is reduced; and there are hypei?€t and worked for many years with Dr. Ster-
of the charts and found a ratio of 3 penctivity/attention problems with thesding Clarren at the Un|ver§|ty of Washl_ngton
thousand of babies that were definitely afehildren/youth. Drs. Joe and Sandy Jaco?W), where he grew interested in Dr.
fected. That's how | became involved inson and Dr. Ginny Delany-Black are thg:larr.en's aplmal resgarch which showed that
the FAS research field. | wanted to seead investigators in these development’ane disruptive behaviors reported by parents

caused by bad parenting but by exposure to

women and their babies. We applied fop What type of community follow-up is5|cohol during fetal development. Dr. Unis’

and received a grant from the National In?\la”a}[gle fr?.: dthese mt;) the;s and bab'e§peCia!ty evolved into identifying medications
stitute on Alcoholism and Alcohol Abuseg\r_meI t?].c raren ?re ?(m ith Dr. Joh that might help soften some of the behavior
and started documenting our findings. Our,” n this area, 1 work with Dr. JoOhnprgplems of children with neurological dam-

' : , nigan. The basic premise is that we agg e \who were referred to him.
flrst“_f_)f]\pers vtv(;r]e pulb:lshed |In 198?)' . primarily looking at FAS and ARND di- % ) .
€ next thing | knew, | was being ith lifel tiveQ: When and why did you leave the Univer-
called to testify on our findings by theagnoses with - litelong - negative ity of Washinat d to Spokane?
: consequences in learning, memory arglty 0f Yvashington and move to spokane:
United States Senate. They thought our oA: | became frustrated with the fact that many

longitudinal population studies Wereadaptive responses. Early intervent icati i
g pop means looking for ways to help with th@f the medications we were commonly using

unique because as an OB/GYN clinic, we |\ . = damage of prenatal alc&2 children and adolescents with psychiatric
have the data on the babies starting from_ exposure. Often the family must try tiSorders had not been systematically tested
conception. A cohort of these Chlldrenmodify the environmental structure of thd? YOung people and many pediatricians did

were followed into early childhood; since ot have enough training in developmental

then mv colleaaues and | have foIIowe&h"d/yOUth; this path can be very slow an®! N )
severalylarge c%horts the longest for alpainful for families. My original goal of medicine 10 Thoughiiully use psychotiopic

medications. So when a pharmaceutical com-
most 20 years. These children range frorﬁ

etting into the field is that | could some*
ow make a contribution to healthieP2ny approached me to go to work for them
those who have had no alcohol exposure Continued on page 10
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Ster“ng (0| T W =] Y, [ ] success with affected individuals? run groups such as the ARC, March of

- . A: | have always believed that gettin@imes, and NOFAS; and, surprising for a
Clinical Professor of Pe.d.latrlcs, a diagnosis is just the first step. The keydenference as early as 1993, representatives
UBC Faculty of Medicine; having a consistent way to lead a team @ffamily-run groups (including FAS*FRI),
CEO, Canada Northwest FASD professionals, including affected individusome of which were invited to give keynote
Research Network, Vancouver, BC [T families, to identify any othgpresentations. Of course this was the ARC,
As most readers of FAS Times know, rn>giisorders that may also be present arwhich has a long tradition of undgrstanding
son Russell was diagnosed with FAS by D}:_hr_qugh all of this information, h_ave théhe difference petween professionally-run
Sterling Clarren in autumn 1990. At that tim@Pility to develop a comprehensive tresgroups and family-run groups.
Dr. Clarren was on staff at Children’s™ent program. As .parents ca.me'togeth.er and got
Hospital and Medical Center in Seattle, Personal note from Jocidn the begin- acquainted at this first nat|on.al FAS
Washington. When we decided to focus thi ing days of FAS*FRI (1990) there wereonference, Larry Burd seemed unique to us
issue of FAS Times on the current state 5%“% mothers (Vicky McKinney, Linda Lebecause he evidently prefgrred to hang
the diagnostic process, of cours&€Verandl)who, independently from orground the parents and listen to our
reconnecting with Dr. Clarren was my ﬁrslanother, devgloped FAS presentations to nonvgrgatlon instead (.)f3|tt|n.g with thg more
thought. It took a while, but I finally found crease publlc. awareness on the consephisticated profeSS|onaI§ in our midst; on
him. He and his wife Sandy are now livingu€nces of drinking alcohol during preghe other hand, maybe he just had a feeling
and working in Vancouver, British Columbia.Nancy- Eventually we met each other in tfiee were going to be causing trouble and he
The Canadian Northwest FASD Researcdhrocess and instantly bonded because of v@nted to know where we were headgd.
Network: which he now heads, was create§oMmon experiences and our mutual deter- When Dr. Burd was asked what it was
in 2004. It is a collaborative effort of Mination to increase public awareness tHhat originally brought him into the field of
provincial and territorial governmentaltis condition was preventable. AnothéAS, he said, *| became curious about my
ministers from the four western provincialthing we had in common was that Dr. Clapatlen.ts who obwou;ly had learning and
and three northern territorial government en had seen our three affected childrentiahavior problems W|thqut a known cau'se."
with full inclusion of stakeholders, including 'S linic. Because our children’s diagnoséX- Burd has been working in the FAS field
Jan Lutke (adoptive mother and advocate fG@Me from him (the only FAS expert in ther over 30 years and has proven to be a great
her 12 children who are affected by FASD)?tate at the time), we had the confidencefttend to affected children and the|r families.
The leaR€COMe bold in our public awareness ef- Alo'ng 'the way, he haS gained a lot 'Of
"orts_ Thus a movement was born. We aggpertise in understanding how to work with
Health Services Authority of British forever grateful for the fact he allowed ugirth fam_ilies and that's be_cause he listens.
Columbia. to pester him to death for informatiohnterestingly, he and Linda La Fever
When asked about the goals of théwhich is how we came to be known as tiEAS*FRI's Birth Mom Mentor) have
FAS Pests of the West). The knowledgteveloped a camaraderie in their mutual

project, Dr. Clarren answered, “Everything—

surveillance, prevention and intervention?@S€ which he and other researchers pragh love approach to parents who are still

The region already includes 18 clinic sites//ded became the scientific cornerstone practicing their addiction. They believe the
Through working together we can develop Ebe FASD Collective Family Experienc®. first order of business must be to protect the

. . . ; . . . children and a close second is getting the
consistent model for diagnostic services and *A comprehensive article on this network can 9 9

demonstration projects with a consisterfte found at www. fasiceberg.org/newsletterdOthers into treatment. Only in this way can
implementation plan across NorthwesY0l15Num4_Nov2005.htmé#network the chlld_ren be_ in a safe place and the mothers
Canada. There are over 150 projects ongoing _~Stley SJ, Clarren SK. (2000) Diagnosin§an begin their recovery.
in prevention and intervention and this giveg%l:;:lsfsple:ttrrgmjgifnfgt?rllsljfg%if)g’ic;za%'sr;ﬁ?: Dr. Burd, do you work in the context of

: S 5
usa r_eal chance to Iearln from each others, e - aicohol and Alcoholism, 35 (4): 400-41(58886“0h and/or clinical practice?
experiences. My dream is to have a network A: Both
that is the best it can be at any moment Q: If research, what is your primary area or

time. It's great to be in a position to see La rry Bu rd’ Ph D areas of concern?

levels of research, prevention a A: Diagnostic criteria, prevention and
intervention being studied by one cohesi Director, North Dakota FAS in.terven?ion ' P

public effort.” Center: Co-Principal Investigator _ _
Q: What diagnostic criteria are you ufRUEILITES EIN T HITT W Q: Do you diagnose FAS by yourself or in
ing in this project? concert with a multidisciplinary team?
A: We basically use the 4-Digit Cdde  Larry Burd has been a supporter of tifs We use a team approach.
but it has been modified and tweaked throug¥ollective Family Experience for a long): How many patients do you estimate that
a collaborative study across the provinceégne. We parents at FAS*FRI first met hinjoy have diagnosed during your career?
The diagnostic system up here is now callediring the FAS National ARC Summit imy: 650
the Canadian FASD Diagnostic Guidelined/aryland in 1993. The conference was, H .
Our goal is to establish best practices in thested by the National ARC and was trug' ow mz_ing/ patients do you see on a
projects that we are working on. an inclusive summit. There were FA .onthly basis’
Q: What do you believe is the key téesearchers such as Dr. Burd, professionafﬁ‘/- 25 Continued on page 8
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. ognize it. However, most physicians arsystem of Astley and Clarren, but cur-
co"een Morrlss MD not as comfortable making a diagnosigently only use their published photos of
Chief, Genetics Division, Dept. of when there are fewer physical features tte upper lip and philtrum in FAS for teach-
Pediatrics, University of Nevada rely on. ing purposes.
School of Medicine, Las Vegas, NV “In 1996, after the Institute of Medi-  “In our community, the developmen-
o — cine Report was published, our genetidgl behavioral pediatrician and the
Dr. Morris first contacted FAS*FRIIN hrogram decided to classify individuals apediatricians who work for the early inter-
July, 2004 when she expressed interest ghg 1 - FAS 5 [as defined below], ‘notvention program have been trained by me

our Behavioral Screening Tool, now calledias * or ‘not sure.’ to make the FAS diagnosis. If they have a
the FASD BeST. Sh_e |nd|cateq that hefeas 1 is the classic full blown pheno-case that they are not sure about, they send
group would be most interested in collabogy e the child to me. We have also been suc-

rating with us on it. “We are studying=pas 2 is FAS 1 without documentationcessful in teaching the school nurses to
genotype-phenotype correlation in Will-o¢ gicohol exposure (e.g., child adopte#iecognize features and make referrals for
iams syndrome. (I collaborate Withfrom a foreign country): diagnosis, and are currently trying to set
psychologist Dr. Carolyn Mervis at thesgas 3 s what has been called partial FASUP & ‘one stop shop’ FAS clinic in Las Ve-
University of Louisville.) One of our cur- 14 diagnose FAS 3, we require 1) at leagias where kids can get the diagnosis and
rent projects involves the use of behaviggne facial feature: short palpebral fissureien referrals for services.

guestionnaires and structured interviews Qess than 10th percentile), thin upper lip, However, | am still not satisfied with
evaluate social disinhibition and anxietysmooth philtrum. We also list supportivethe way we are making the diagnosis of
in Williams syndrome (WS). We could addyysical features such as hockey stickAS 5, and am looking for a more stan-
your instrument to our test battery for WSexion crease, midface flattening, etc. 2jjardized way of evaluating the behavior.
and also use it in our FAS population, tQjther growth retardation, OR neurologicCurrently, | ask the parents/caregivers a lot
determine if it discriminates between thesﬁbnormality (structural or functional), ORof behavioral questions that are based upon

two neurodevelopmental disorders.”  the pehavior profile 3) history of prenatamy own experience as much as traits that
In the same communication, she merycohol exposure:; have been detailed in the literature.”

tioned that she always enjoyed readingeas 4 is alcohol related birth defects  In the time between our first commu-

FAS Times from both the professional andargp); and nications with Dr. Morris and the middle

personal standpoint (one of her adoptegag 5 s alcohol related neurodevelopof January, she and her colleagues have set
sons has FAS). She went on to say that Sigsntal disorder (ARND) which has noup their FAS clinics which have been well-
first truly understood his viewpoint oneppysical findings of FAS, typically cannotreceived. They have also had a town hall
Saturday morning when she asked hifge giagnosed (at least by me) until the chiltheeting about FAS in Las Vegas and an-
what his plans were for the day and he rgs g|der (around age 5-6 years), when it igther one in Reno. She is currently trying
sponded, "Mom, I live in the NOW!I"  yqqqible to test for maladaptive behaviort® work on getting services in Nevada for

Tragically, she shared with us, only 8,4 evaluate attention, etc. (In my experidults with FAS who "age out" of the mea-
few mtl)lnths after thisé her S(;)” was k')‘“!qunce, children who clearly have abnormajer services available for children.
in a rollover car accident—"despite bein i ) . -
reminded to wear his seatbelt whenever ﬁa@e; iiwg[)r? z rtr?]idl:(teir;styjstuoacl)l,y Zﬁ\ée ; ((:tu r;ﬁiﬂg:tf\igijsgftgits(;ngma"y brought you
was in a car, or truck, or airplane...for higjiagnosis of FAS 1 or FAS 3) For the kid$\- | am & geneticis’é and adopted a child
whole life-he was not wearing a seatbelinat | see in clinic at age 3 that have hagi Fas
He died 10 days after his 20th birthdayyrenatal exposure and are at that point ' _ _
("I'm not a teenager anymore, so I'm 9%hysically and developmentally normal, Q: How long have you been in the field?
ing tq get my act_ together," he had said)gk to evaluate them again in a couple & 20 years.
Wemiss him horribly, of course. | can sayears, | talk to the parents about parenting: Do you diagnose FAS in the context of
that he taught me a great deal about FAGyrategies for FAS anyway, since | don'tesearch and/or clinical practice?
about what is important, and gave me thgaye a definitive diagnosis at that point. A: Both.
opportunity to be a better physician and  «according to the diagnostic criteria , ,

. If research, what is your primary area

advocate.” _ published by the Centers for Disease Cor% areas of concern?
When we asked Dr. Morris about whayo| in 2004, both FAS 1 and FAS 2 would '

did the diagnosing for her research on FASualify for a diagnosis of FAS. A: Diagnostic criteria and intervention.

she replied that she did and then eXplained “You may be interested to know thatQ: Do you diagnose FAS in atypica| medi-
her method of diagnosing FAS with usjye glso collaborated in an anthropometrieal setting or in a multidisciplinary team?
“Everyone knows that it is relatively easymeasurement study that did allow us té: Until this year, it was in the setting of a
to recognize the child with FAS who hasjifferentiate ‘partial FAS’ from normal, general genetics clinic. Since mid 2005, it
everything—the face, neurologic featuresysing 6 craniofacial measurements. Copas been part of a multidisciplinary team.
growth retardation, and the behavior. Mosks of the papers are available. (I have al

physicians will be comfortable making thag,een using this technique in helping to"
diagnosis after they have learned to regpgke a diagnosis.) | have tried the 4-digit Continued on page 12

How many patients do you estimate

Most current version of this diagnostic code as used at the University of Washington: http://depts.washington.edu/faghghigitiroide. htm.
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A Little Community that Could

Jocie DeVries

When Ann Streissguth asked me whafeir careers helping parents raise healtiof,the participants, which included a special
the agenda would be, I'had to think. I reallyappy children. After he retired, Dr. Popguest, Mr. Fred Garcia, the Chief of the
hadn’t developed an agenda. |justknew th@gd his wife moved to Centralia to focu®ffice of Program Services in the
when you put great people in a roonheir attention on helping families who hav@/ashington State Division of Alcohol and
together, special things happen. children with special needs. They formegubstance Abuse and then a specific

It all started when Vicky McKinney a non-profit organization called Pope’s Kidsmeline to guide us through the afternoon.
moved to a town called Mossyrock. After @jace, bought property and gradually begaut as a person who operates primarily
few weeks of transition from living in theremodeling the buildings on the propertihrough intuition, | knew the result would
city all her life to country living, she startedyith the help of other community leadersome from the magic in the room when
talking to me about these two dynamic younghd Boy Scout troops. Pope’s Kids Plaggeat minds and deep passions for
women she had met. Coincidently (if yowow provides medical and dental carguinerable children came together. | was not
believe in coincidence) they were also raisingerapeutic daycare for children withlisappointed. The vitality of the
children with Fetal Alcohol Spectrumspecial needs and a respite center figsrsonalities and the devoted professional
Disorder (FASD). Eventually | was able tarents. From the beginning, Dr. Pope anginds of Dr. Streissguth, Dr. Pope, Mary
meet Dot Workman and Susan Bradlyis staff were interested in identifyingchmelik, Fred Garcia, and the parent
myself. Their combined energy levejyhatever conditions were troubling his littladvocates (Vicky, Dot, Susan and 1) came
(focused on building good, healthy lives fopatients. Of course it wasn't long until itogether in a very special way. Several
their children) was so contagious | had tgecame apparent that fetal alcohol exposugecific outcomes came out of that meeting,
laugh.  They were so encouraging to hgas a major factor for some of thesghich may be of interest to those of you

around, it made me want to break out in songhildren. who also work in the field of FASD.
“lam Woman, hear me roar!” After all, they  susan and Dot met Dr. Pope after Thefirst isthefact that one medical
had the energy and optimismyafuth adopting their respective childrendoctor can makean enormousdifference

It was fun to watch them bond witheventually five of their adopted childrenn thelives of affected children. Dr. Pope
Vicky. She had been advocating for thejere diagnosed with Fetal Alcohojs a good, humble person who is focused
kids for several years before she moved &ndrome and related co-existing mentgh learning what it takes to diagnose and
Mossyrock and had recognized theifiealth conditions. Having lived in ongelp children with FASD who live in his
leadership qualities immediatelyt wasn't  small community their entire lives, they:ommunity. His determination to move
exactly that she pickettiemfor leadership, recognized the need for communitforward is an immeasurable gift of
although she did. In reality, they came alongjucation not only for their own childrerencouragement to Vicky, Dot, Susan and
side ofVickyand decided that she would bgyt for other affected children in thene. The unique thing about encourage-
their mentor in all things FAS. So of coursgsommunity. So they enlisted Vicky to helpnent is that it generates hope—and
I knew they were smart. As master advocatg@fem. They put their collective talents tgometimes hope is all a mother needs to
they have learned to be effective by utilizing;ork and made a presentation to a lodaliild a better world for her child.
the I.D.E.A. education laws to helptheirfournteragency project, Families Moving  The second encour aging outcome of
affected children not only survive publiG=orward, thus bringing information andhe meeting camefrom the special insight
school, but thrive. One of their mostnderstanding of FASD to professionals isf Fred Garcia. The principle behind his
impressive characteristics is that they hage community. contribution relates to one of the most
already learned tdocumeneverything. In January 2005, the community helftustrating elements that parents face when

Susan and Dot are first cousins, livingheir first conference on FASD, which wak comes to FAS: the fact that the
in the small town of Mossyrock, nestled igponsored byPope’s Kids Placend the government workforce is so ill-prepared to
the woodlands and along the rivers anthmilies Moving Forward project. Vicky,identify and work with affected children,
streams of the Cascade Mountain range fijbt and Susan served as facilitators of theuth and adults. Yes, we want our local
Washington State. Between the two of therggnference. Remarkably for such a smalbctors to be able to diagnose, but we also
they have a total of eleven children. Alongywn, over 200 parents and professionaieed educators and social service providers
life’s way they became foster parentgame to learn how to identify, understang accept these diagnoses as valid. If world-
eventually adopting a total of six affecte@nd help affected children. class FAS researchers and dysmorphologists
toddlers who soon snuggled into their loving,  Now back to early December 2005. Asuch as Dr. Ken Jones (San Diego State
extended family circle. | sat at my desk, pondering the agenda fghiversity), Dr. Luther Robinson (State

One of their more interesting adventurage meeting with Dr. Streissguth and Duniversity of New York at Buffalo) and Dr.
is the collaboration that they have developgthpe, | shook my head in amazement aEdgene Hoyme (Stanford University School
with a pediatrician in the nearby town ofhought of all that had been accomplishéd California) can train pediatricians around
Centralia. Dr. Pope lived in a town not faﬂuring the previous eleven months. Latefie world (South Africa, Russia and
from Mossy Rock and Centralia, where hgyat day Vicky, Ann Waller and | finished
and his wife built a children’s clinic and spenthe agenda. First we had an introduction
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Community that Could... Q-: What diagnostic priteria do you use? W'0U|d you like to see for those with FAS'?.
A: We have a scoring system (score 0A: We feel that at least an annual visit is
120). It takes about 1 hour for the physiciamequired. FASD is a complex disorder and
Denmark) to diagnose FAS and relatetb complete the exam and fill out the formmanagement at age three differs from man-
conditions, then medical doctors in our locarhe tool has a component for exposure aggement at age seventeen. For the most
communities can also learn to accuratelyessment and scores for signs of FASD. Weomplex patients, we may need to see them
diagnose them. Fred Garcia listenetlave revised this tool extensively over thé-6 times a year. We believe this improves
carefully to the conversation andpast 15 years. The tool also encouragesitcome, reduces secondary or preventable
understanding the practical implications ofising available pre-existing data, if it isconditions and helps the rest of the family
this dilemma, offered to work with us to tryjudged to be reliable, to reduce the tim@r care providers.
and identify the appropriate people in statand cost of assessment.
government for us to discuss our concer
and goals.

Continued from page 7

Q: What is your dream for the future of
Qﬁ: Do you primarily focus on the facial diagnosing this disability?

The third positi " features of FAS? A: FAS - We hope to see widespread use of
th .de tl'rf' pc:g ve OL:j cgme concer n? A: No, we believe this is only a small por-our screening system to identify people at
€ identitication an 1agnosis ot yiqn of subjects with FASD. high risk who would then be referred to a

children who were disabled by fetal
alcohol exposurebut donot havethefacial  Q: Do you diagnose other conditions (suc
features. This diagnosis is called Alcohol@s disabilities/mental health disorders
Related Neuro-developmental Disordegaused by prenatal alcohol exposure in a
(ARND) by the Institute of Medicine and isdition to FAS?

one of the most neglected topics in the field: Yes, this is the most common manifes
of FASD according to the Collective Familytation of FASD.

Experience. Fortunately, this is where theq: \what do you call these diagnoses/co
research of Dr. Ann Streissguth and heitions?

colleagues, Dr. Fred Bookstein and Dr. Pa: Co-morbid disorders. These are disor
Connor, shine. Atthe December meeting shgsrs which are often but not always see
agreed to return to Centralia in the springy patients with an FASD, e.g., ADHD, by their local doctors. This makes the task
and talk to parents and professionals in th@ental retardation, depression, seizure digf getting the ancillary services needed easier
Families Moving Forward project about hegders, congenital heart defects, visuals well.

ARND research. She also encouraged gfhpairment, etc. ARBD - This is a much neglected area

of us to support and work with Dr. Connorﬁ%_ What diagnostic criteria do you use foand needs considerable attention. Birth de-
as he develops the assessment and e"a'”athg‘se conditions? fects are a common manifestation of prenatal
protpcoIT at :r?et I:eyv, dpracltlcgl, ftee-for—é: If it is a mental disorder, we use thealcohol exposure and ARBD needs increased
SEIVIce TIMC that ne s Geveloping 10 SBIVIR <y riteria. If it's another medical con- attention as a potential etiology for many

affected children and youth, their familieéj_ X . . o .
and professionals Want?/ng to provide suppofiition. we use the diagnostic criteria fortypes of birth defects. Prenatal alcohol ex-

' o i osure also needs to be considered in patients
services to these individuals. that disorder. P b

A this i iting ti ‘D h inad Joati with other syndromes. | believe prenatal al-
S you can see this is an exciting tim&: Do you have an ongoing doctor/patien ;.. - exposure very likely increases the

for parents in Mossyrock, Washmgton. Theyelatio_nship with the patients you diagnoseSeverity of these disorders and may add to

have shown us that one kind doctor and thréecluding regular follow-up visits? : :

determined moth i littla: Yes. Wi ider the foll ¢ the overall picture of birth defects.
etermined mothers can create a littld: Yes. We consider the follow-up of our o\ - That psychiatrists and psycholo-

community that could ¥ patients one of our most important funcists will begin to make the diagnosis. They
tions. Problems change over time an&

famili dhelo Wi erve patients who are at the highest risk for
L ar ry Bur d sue amilies need help In management. We tryiq s gition. We feel they have the exper-

Continued from page 5 to emphasize anticipatory guidance Wherﬁse to make the diagnosis and treat the

_ i possible. This aIIO\t/)vsfus to;eacrr:_lrgar:]ag yatients quite well. We hope the professional
Q: Where do your referrals typically comenent to parents before the child has 8,4 nizations for these disciplines will in-

from? problem. This of course works best ol a5 hoth their in-service training and the

A: This area of the U.S. common conditions. pre-service training. Adding questions about
Q: How many of these patients are comirfg: Do you refer your patients to anotheFASD on the licensing exams would be a
to you because they or their referring ageftedical or mental health professional fogreat start in promoting coverage of FASD
believe they have FAS? ongoing medical care and treatment?  in the training program¥

A: About 30%. A: Yes. We have a child psychologist angk, e extensive and practical information, see

rlpcal provider for diagnosis. We have devel-
ped a system that pediatricians, child
sychiatrists, child neurologists and others
can use to diagnose most affected patients.
Wedo not feel that most patients need refer-
ral to a specialty clinic for a diagnosis of
FASD. For example, pediatricians manage
"many complex disorders with great exper-
tise. FASD is a similar problem and we
believe most patients with FASD need man-
Hgement close to home and can be managed

Q: What percentage of your patients actﬁ%gr‘]”d gfi)é(;]?lsa;rrlztn?zsinaapgg gf ?ﬁér?]ri(:]l:jpm' Burd's website: www.online-clinic.com and
ally receive a diagnosis related to prenata Yy p g y &lick on introduction under fetal alcohol

alcohol exposure? pendently of the rest of the team. syndrome.

A 15%. Q: What kind of long-term follow up
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that there are striking differences betweg@hometrics of Corpus Callosum and Subcor-
Pa UI con nor! PhD controls and people who were exposed ttoal Structures in the Fetal-Alcohol- Affected
Clinical Director, Fetal Alcohol alcohol prenatally in the statistical distribuBrain.” Authors are Fred L. Bookstein, Paul
and Drug Unit, Adult tions of the shapes of the corpus callosub.. Sampson, Ann P. Streissguth and Paul D.
Neuropsychological Evaluation FAS and FAE subjects had corpus callo€onnor.
(& T T M S A AV EI I I that were either too thick or too thin whe# In 2002, The Anatomical Record pub-
Medical Center, Seattle compared with controls. We also found thashed, “Midline Corpus Callosum is a
) in those with callosa that were too thin, théyeuroanatomical Focus of Fetal Alcohol
Paul Connor graduated from Brigham,q geficits in motor coordination, whil®amage.” Authors are Fred L. Bookstein,
Young University with a PhD in clinicaly,qse with callosa that were too thick, hahul D. Sampson, Paul D. Connor and Ann
psychology and a specialization in neurQyeficits in tasks involving problem solvingP. Streissguth.
psychology; his internship was spent i,y ogical reasoning (executive functionsy. In 2002, Neurolmage, “Corpus Callosum
Detroit, Michigan in the Henry Ford Healthye |eamed that statistical analysis of braBhape and Neuropsychological Deficits in
System. While seeking a post-doctorah,ne is a powerful new source of informadult Males with Heavy Fetal Alcohol Ex-
fellowship at the University of Washingtong, relevant to FASD. We also learned thposure.” Authors are Fred L. Bookstein, Ann
(UW), he was advised to talk to Ann StréiSgsatients with FAS and FAE do not differ ifP. Streissguth, Paul D. Sampson, Paul D.

guth about the neuropsychologicahese prain shape features, but both difféonnor and Helen M. Barr.
consequences of fetal alcohol exposure. Afym the corpus callosum sha

e in unex. .
ter he metwith her, Paul says he was curioy§se individuals. P Q: Why does your clinic focus on adults and

about what his textbooks had contained _ ~ whatis your diagnostic process?
about fetal alcohol exposure, so he went bagk How has the retirement of Ann Streis#: People with suspected prenatal alcohol

to check. He says, “In all my textbooks thef@Hth affected your work? . ~ exposure oftep are not formally eygluated for
was one paragraph on FAS.” A: When Ann decided to retire we realizeldASD, especially adults. A practitioner may
) ) that no one person could take her place,lsve never linked their patient’s cognitive

Q: How long have you been in the field? e |eadership of the Fetal Alcohol and Drugd behavioral problems with the possibility
A: | began working at UW doing researciynit was divided between three directorthat these deficits may be related to damage
with Ann Streissguth in 1995 near the endy Therese Grant is now the Director of thiat occurred at the very earliest ages of de-
of the CDC Secondary Disabilities projeCigia| Alcohol and Drug Unit, which we calvelopment. This is what we hope to do with
| was a Post Doctoral Fellow and Projegiapy. pr. Fred Bookstein is the Scientifithis clinic--make an appropriate prenatal
Director of her longitudinal study. Later Weyjrector of Research and my role is Clinalcohol-related diagnosis in these adults who
got a grant to do neuropsychological testing,| pirector. My work builds on ourmay have slipped through the cracks as chil-
and brain imaging to measure regions of the,,rganatomy and neuropsychology studyen and adolescents. A comprehensive
brain of affected individuals. We tried tQye have been doing work on a functionaleuropsychological assessment can deter-
identify common behaviors of affected inyr| (#mRI) study in individuals with FAS mine if a person has cognitive and/or
dividuals and match them to specifighy FAE. This study demonstrated abndunctional problems associated with prena-
neurological damage identified through MRy jities in the functional activity of the braittal alcohol exposure. If so, help is available
imaging to find brain-behavior relationshipsy e to prenatal alcohol exposure. Subjetisassist with treatment planning, and to make
Q: Why develop this research model?  with FAS, FAE and matched controls wetgppropriate referrals for services that can
A: We realized that although experienced cliven a series of neuropsychological testddress the patient’s cognitive and functional
nicians have been diagnosing Fetal Alcohspanning the functions of mathematics, ateeds, including referrals for full FAS diag-
Syndrome for over 30 years, the rest of thiention, motor coordination and executiveostic services. We offer adults (18 & over)
spectrum of fetal alcohol damage has nitnction while a special type of MRI is bea comprehensive neuropsychological evalu-
been classified effectively. So our proposéig conducted. Functional MRI (fMRI)ation designed to assess cognitive function,
was to identify neuroanatomical structureweasures local variations in the ratio beental health status, and adaptive behavior
that might supply useful discriminators ofiween oxygenated and deoxygenated bloathong people exposed to high levels of al-
prenatal brain damage from alcohol. Our initial analyses indicate that there iscahol prenatally. The evaluation combines a
Q: What did you discover? difference in the patterps of brain activatiqdinical intervigw, neurop'sychological te'st-
A: The corpus callosum is a band of fibef etween exposed patients :.:md'controls iag, and a review of previous psycho!oglgal

e pattern and extent of activation of bragr psychiatric records. The evaluation in-

that connects the two hemispheres of tllme

brain and helps us integrate informatiorc9ions during these tasks. Like much wblves two clinic visits: an assessment and a

gathered from each half so we can undér?r#{cgrwe'tvé?;:rgloc:'e(étggtﬁtxisgiglanzjoli%?eolglg?ef olgéierfrgfg sgna::;(:lrina::gjxgs
stand all the factors in our environment and S - . ty' ;
n these patterns of activation. and consultation with current providers will

have the information we need to make wef ded. We d ¢ off .
grounded, logical decisions. If the corpu@: Which articles would help us learn morgccur as needed. vve do not orer ongoing
psychotherapy or case management; how-

callosum doesn’t develop properly—e.g., &bout your research in this area? ,

underdeveloped, missing all together, @ There are at least three papers that diyer, we are ava|lable' for follow-up

even overdeveloped (as it is in some peoysigss our neuroimaging studies: consultation. Anyone wanting to request an

with FAS)—that can dramatically effect thei® The earliest one is an article published aluation can call Dr. Connor or Dr. Hug-

judgment and reasoning abilities. We founteratology in 2001 titled, “Geometric Mor ns at (206) 543-7155. ©
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AI an U N | S nation of how | might understand a childsnough available.

e or adolescent’s presentation. | try to take into Tonight, she got up on stage when they
Continued from page 8 account the predisposing characteristics astted for the crew leaders to come up, and
on testing agents in children and adolesceHt§ Precipating events, as well as the factshe passed out the perfect attendance gift to
with early-onset psychopathology, | wa§at are keeping the patient stuck in a mtie one kid she had who had perfect atten-
ready to pursue a fresh start toward helpifgaptive pattern of behaviors. But | also watdnce—in front of all those people!
children. New protocols needed to be di€ identify the patient's potential or strengths. She got herself up on time every day and
veloped for caring for affected children an§his formulation includes my working theagot herself dressed in the safari clothes that
| just did not see that happening, so | decidé@s as to how I might impact change, usitige crew leaders wore, she made her own

to make the change. medications in the context of other rehabibireakfast and took her [medication] without
_ ] .. . . tativetherapies. The formulation provides theing told. She tolerated the loud music and
Q: Why do you think academic disciplinegamework for a treatment plan. dancing (we're talking about a room full of

(for example, mental health) at universities \yhen considering medications, | beglt00+ kids!), she got her kids to their stations
do not seem to be making progress toWaffly, those that have the most evidence for time, helped them make their crafts and
preparing their workforces to address FAS[? 54 ¢ting the most problematic behaviomnacks—and didn't eat the snacks herself!

A: In my opinion it is because researchefer the patient is more comfortable and After the program, the director came to
must focus their attention on very narroWa m e look at the other rehabilitatives and told us what a wonderful job she had
questions in order to come up with entirely,o anjes that might help the child. done, that she hadn't lost her temper with her
new discoveries. The grant support that in- | ajways keep in mind that there is ridds as some of the crew leaders had done
vestigators need to advance their caregfsicorm, systematic approach that will heland as he had done, himself, actually), and
requires them to study such narrowly definegy 1, ose with FAS/FAE because each onetist even though he had been reluctant to let
questions that are answerable in discret@|yiqe and each situation must be identifieer be a crew leader, she had done better than
designed experiments. Clinical service dgnq addressed. During this process, we ceome of the older kids.

velopment has not been a particular emphagig o iy work with the families to get some Then Anne Marie took her dad, Kelly and
of.academ|c centers whose funding basejdd of what they think might work accordne on a tour, explaining what the children
driven by getting research grants that answgg 14 their expertise in caring for theilid at the various “stations.” As we were
cutting edge questions and there are no clegfigren. This process may need to be ebout to go, a little boy came up to her and
mechanisms fc;]r turning ar:jswers 10 SURfated continually throughout childhod®. told her he couldn't find his big brother, and
questions Into iherapeutic advances. To learn more about the psychiatric care of ch%,he told us to W"’?'t right there, while she took
Q: How do you see that intellectual climatgren and youth at Sacred Heart Medical Cerf@¥ to look for his brother.

being changed? see Dr. Unis’ website: www.shmc.org/index.php/ I'm really proud of this girl today. Amaz-
A: For one thing, we must no longer discouptge/274. ing, for a kid who was never supposed to walk
the observations of parents. We need true or talk! You know, what | really want for

partnerships to maximize both the observa, each of my kids is for them to be useful to
tions and the theories of helping thesal.J , F E h other people in some way. Tonight was my
children/youth. i n * t dream come true. VBS was better because

Q: What do you see as your strengths? === === = = = = == = = = = = = = Anne Marie WAS THERE! | had to put a lot

) ) L . of effort into it—~educating the director before-
VAv.h Ii:r?c:) rtg\(/eigggenfqlte O\Iv ‘i'j; rﬁ)zdtl)ag;lic; I?;?THS:\;\?FA S i, A N E hand about Anne Marie’s disabilities, talking
her through what was going to happen the

ing about normal and abnormal child next day every night, and bringing her straight

development especially in the context of O
agnoseable medical conditions. | also had th&laudia Barker, Texa¢ Summer 2005 home after each day so that she could sleep
and recover, but SHE DID IT!!!

benefit of extensive collaborations with other ) .
developmental neuroscientists and psycholo- | don't think I've ever been prouder of When we got home, we discovered that

gists who understood how abnormal brafy daughter, Anne Marie. We finished ufye ants had invaded our baby chicken cage
development translates into abnormal psifie week of VBS with the closing prograrut back and several baby chicks had been
chological and behavioral developmentonight. She was a “crew leader.” The stdypdly bitten. She brought the chicks in and

Finally, | have had the benefit of treatingave her the smallest crew (only 1-3 kidéthed and dried them very carefully and put
enough children and adolescents wit®@ch day), butshe did great and even, of Higm all safely back in a box in the class-

standing of the potential benefits, risks arf'd Passed them out today. them tomorrow. I'm thinking, "WHOA! s

_ the lines for handwashing before snack were I'm going to savor this, because tomor-
Q: Describe your method of care for us. ¢ 9ng. she took a bottle of waterless hafyV she could be back to making up stories

A: Firstwe try to complete a comprehensivg, nitiser for her kids—she thought of that héoout our family’s recreational use of cocaine
diagnostic evaluation. This may include &gt she also took her own trash bag ea@ heroin, or turning into a whimpering ball
EEG, neuroimaging studies and/or pSyChaéy, so that her kids wouldn't leave mess& @ child when the nurse wants to draw blood.

logical testing. Next we arrive at 8,4 some extra pens because there wer8#t for now, this is sweet success!
formulation, which is an over-arching expla-
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Progress Report:
Transforming the Washington

State Mental Health System

The legislative session of 2005 was was distributed at the first meeting a

most excellent adventui@ those of us who read, in part, “Itis our vision that all peopl|
love and care for family members who have the state of Washington who experienge

mental heath conditions because the Wasimental health challenges will lead hap
ington State legislature passed the followproductive and fulfilling lives, free o
ing bills: stigma—in a safe and least restrictive
4 Engrossed Second Substitute House Biironment. This initiative will fundamen

1290, which will profoundly transform tally change the way mental health car

the way mental health services are deliyrovided and the way mental illness is pgr

ered in the community; ceived Stateand local gover nment will
¢ Engrossed Second Substitute Senate Blie accountable to consumer s and fami-
5763 that addresses treatment of subiesfor cultural competenceand service

stance abuse in persons who have mentaltcomes. The new mental health systei

health disorders; will be consumer-driven; mental heal
4 House Bill 1154 which grants insurancewill be understood as an essential ele

coverage parity for mental health; of overall health, and as a condition frg
4 Appropriation of nearly $82 million ad- which people can and do recover.”

ditional non-Medicaid, state-only dollars

for mental health services in the state’$HE POWER OF YOUR STORY

2005-2007 biennial budget. As you might imagine, these deve

According to Governor Christine Gre-opments are very encouraging to us

goire, “These triumphs come on the heelwe want you to be a part of the process|.

of much work by the Joint Legislative anccollaboration with Washington PAVE ar

Executive Task Force on Mental Healttother mental health and disability adovce yf
Services and Financing. At this time, citiorganizations around the state, FAS*H

zens, policy makers and service agenciés hosting a series of grassroots meeti
in the state of Washington are poised to uffier individuals with mental health cond
dertake the next step in reforming our statetions and their families to come togeth
mental health system.” The next step tand discuss their hopes and dreams fo
which she was referring was an applicatiofuture of mental health services in the st
by her office for assistance through a fedsf Washington. There is much power in
eral Mental Health Transformation Statéating our stories—what we have expe
Incentive Grant (MHT SIG) from the Sub-enced and what can be learned from it

stance Abuse and Mental Health Services Washington State is seeking testimg

Administration (SAMHSA). But the good from its citizens on these questions ab
news didn’t stop with the application. Inmental health services:
November 2005 Governor Gregoire ani. What works?
nounced that the state of Washington w&s What doesn’t work?
awarded one of only seven grants in th®. What would your ideal mental heal
United States for this initiative. system look like?

Ken Stark, Director of the Washingtord. How will you know the system has in
State Division of Alcohol and Substanceroved?
Abuse for almost eighteen years, was

tor of the highest caliber and we advocated (800) 999-3429 or (360) 985-7317

at Washington PAVE and the FAS Familjoy e-mailing her at Vicky@fetalalcoh

Resource Institute have high hopes for possyndrome.org.

tive outcomes of this effort.
A vision statement from the Governoihe children?v

11

Please join us. We all want a more [
reassigned by Governor Gregoire and irsponsive system for our children and fanj
troduced at the initial meeting in Decembelies, so we must take this opportunity |§o
as Project Director for the mental healtimake sure our voices are heard. You ga
grant. Ken is a people person and negotiget involved by calling Vicky McKinney

If not you, who will speak fo

FAS*FRI’s Three Newest
Publications

Nurture: The Essenceof | ntervention

This beautiful, gentle book is a showca
of over 60 affected individuals of all agg§
and races. Each individual’s personality
'happily expressed in a collage
qphotographs, accompanied by a br
review of medical and mental heal
. history as well as challenges and streng
_This photo book of individuals disabled
prenatal alcohol exposure is the first
only one available on the market. It’
“must read” for any professional who
serious about recognizing and helpi

L people with FASDCost: $35 U.S.
Lnt
Fetal Alcohol Syndrome & ME

This 2-booklet series was designed
encourage and build self esteem in child

| who have disabilities from prenatal alco
@xposure. Their cheerful educatio
|Anessage is rooted in the common beha
pattern unique to FASD, with a stro
ocus on the endearing qualities whi
|make affected kids so loveable. The wo
are phrased in the gentle languag
childhood and expressed by a happy li
rcartoon elephant. The two booklets
hentitled:
&l “What's a Diagnosis?: ldentifying f
L_Disability” and
§-U “Free to Just Be ME: Understandit
My Strengths and Weaknesses”
y Cost: $3.00 U.S. per set

ut
Prevention/Public Awar eness Poster

h

This poster, featuring individuals from t

photo book, has a very dramatic impact

his becoming a popular educational too
Available in two sizes:

(0 81/2"x 11" Cost: $3.00 U.S.

| 0 24" x 28" Cost: $5.00 U.S.

!

.

i- All prices areU.S. funds only and include
postage and handling.

n
Vicky@fetalalcoholsyndrome.org or
(800) 999-3429

Send check or money order payableto:
FAS*FRI Publications
PO. Box 2525
Lynnwood, WA 98036

r
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een I diagnosis in the FAS spectrum on the firsA: DSM V.

COI l M Orris... visit. However, we changed diagnostic cri-Q. Do you refer your patients to another
Continued from page 6 teria in 1996 (fol!owmg IOM repprt), and medical or mental health professional for
that you diagnosed during your career? Ch%”??d again in 2004 (following CDC o-occurring conditions?

A: 650. guidelines). A: Yes, we refer to therapists, including
Q: How many patients do you see on Q: What diagnostic criteria do you use?mental health therapists in the community.

monthly basis? A V\ée_ now use the EDC gui?elri]nes f0ry. What kind of long term follow up would
A: 8. FAS diagnosis. For the rest of the SpeGy e 1o see for those with FAS?

trum: Partial FAS must have either growth, . :
. ; A: | would like to see a mentor/advocate/
Q: Where do your referrals typically come.; i~ findi -
&ailure OR neurologic findings AND mUStcaseworker assigned to each person

from? have one typical facial feature. ARND doe?hroughout the life span

A: Division of Famil_y Serviges (foster not have to have FAS physical findings,
care), Early Intervention services, schogh,t myst have the FAS neurodevelopmer: What is your dream for the future of

district, Nevada PEP (parent support;pehavioral problems. diagnosing FAS?

group), psychiatrists, pediatricians, social . . A: That well-accepted criteria will be

workers, teachers, nurses. . : tDO yO]LCJFpArIg])arlly focus on the facial 4iji,eq to diagnose partial FAS, just as it

Q: How many of these patients are corrhe:a ,l\]lgisasy moré. is for FAS, and that peop!e n hea!th care,

ing to you because they or their referrin% ' N mental health :?md'early intervention will

agent believe they have FASD? : DQ you .d'lagnose other condltlpns (suckearn to recognize |.t. . .

A: 30%. as disabilities/mental health disorderspARBD - That genetic predisposing factors

] caused by prenatal alcohol exposure iwill be identified and can be used for coun-

Q: What percentage of your patients actuyqgition to FAS? seling and therapy.

ally receive a diagnosis related to prenatal: ves, our developmental/behavioralARND - That educators and psychologists

Z'Cgm' ?;%%Sturggos 650 g gediatrician does. and other professionals will first believe
: From 0 , were diagnose , o it exi i

with FAS; another 600 had prenatal expd: What diagnostic criteria do you usef{‘?rtr:;fi‘gztirigﬂ ;hv‘im EE gﬁﬁlgﬁ] eoane

sure to alcohol and drugs, but did not get ™" these conditions [next revision of the] DSMY

FUNDING for this newsletter is provided by The Washington State Department of Social and Health Services,
Division of Alcohol and Substance Abuse (DASA).

FAS Timess produced by the FAS Family Resource Institute, P.O. Box 2525, Lynnwood, WA 98036. Address corrections should be
sent to this address or e-mailed to Vicky McKinney <Vicky @fetalalcoholsyndrome.org> Letters to the editor may be $&@t to the
Box or e-mailed to Ann Waller <Ann@fetalalcoholsyndrome.org>
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