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Inside:
Life has been interesting in my little corner of the world lately—not that it's ever been dull-but §
times life just surprises you. On the one hand, | have been preoccupied with reading and analy Q’ég%%‘?h Lyons Jones,
research of the different scientists that we’ve featured in the winter and now spring issues of FAS Tif
the other hand, FAS*FRI's overall mentoring and advocacy has recently spotlighted a new me nlng of
success that | hadn’t noticed before and it is striking. Page 3
Alot of my time, and my colleagues’ time, is spent trying to help parents keep their children with|FAgIp May, PhD;
from falling through the cracks in our social service systems. This can be agony for the affected dritrdi3ookstein, PhD
their siblings and parents. But now that we have been doing this for fifteen years, the kids of so
first families we worked with have grown up and have turned to us for help as trusted mentors. As &%\%I Robinson. MO
we are sharing with a succeeding generation our basic intervention strategies which can bring a m 6\?&{8 :

stability and happiness. Sometimes life is not so bad on the other side of childhood. Sometimes it'§ succe - Kalberg, MA
redefined. Page 7

| think of one not-so-young man, whom we have struggled so hard to help. He is one who fell paring for a Diagnogs
the cracks early and often. As a young adult he spent a lot of time living on the street and doing 815
was eventually rescued by some young men in a faith-based recovery plan, which is where we éﬁ'ﬁ‘ Rich, MD

There indeed must be a special place in heaven for the men and women who have this type of jm
Through their own youth and naiveté, these men expected sobriety, recovery and maturity in this marl?wglﬁ:ﬁlo
would, of course, result in a disciple who would be able to return the favor and mentor other people yhbeive\SD Behavioral
on the street. Well, that's a good idea; but when it comes to being born with neurological brain damddehfemetype: Personalize
generations of fetal alcohol exposure, it often doesn’t work out that way. In his case, success ¢ 1
defined by whether or not he is able to live independently. Success is defined by the fact that, onc ;%
from the street, he doesn't feel isolated, he does have a social peer group, and he has a safe pla to S
Our advocacy boiled down to letting him know that no matter how far down through the culture h& &gl 15
we were not giving up on him and we expected his church family to feel the same way. We expregsdie duthe FAS Lane
goal to those who were ready to throw him to the wind because he was never able to meet their qgg&gtgm
tions—to become a disciple and mentor. In essence we taught him that he was a member of God’s fnmga)(ggg
that God is in the business of loving and supporting people who trust Him and that the Creato God is
trustworthy. Therefore we encouraged the church officials in his life to look beyond Plan A (beqdmi TIMES
independent)-when he is homeless, take him in as long as he is cooperative, but even more importm
him a safe place to sleep (unobtrusively in the parking lot) wheaeh@éngly refuses to cooperate. THe Project Director
success has thrilled everybody. Even though he still sleeps in his car occasionally, he attends chufch megk pavries
ings three or four times a week (including regular attendance at their Alcoholics Anonymous megtings),
sees a church counselor regularly, attends an emotional recovery group, and participates in e ry%ﬁﬂﬁ@winSher
curricular activity that any group sponsors in the church building. He is the most eloquent man of prgyer 9615‘ Waller
can imagine because he has a happy, grateful heart and has had lots of practice talking to God. H¢ may i¥&ial Board
in the shaglows of our Cu_lture, but he_z is working toward a college degree in C(_)mputer technology. V|cky McKinney
In this issue of FAS Times you will find another beautiful success story written by one of our Bdard gbthy Beckwith
Directors, Ken Dunning. Being a family-run organization, about 80% of our board members arq eitlpetie Clark
parents of children with FASD or affected adults; but Ken is a child and family mental health therapigt. Qioéne Clark
of the strongest motivating factors in his life has been trying to understand the complex relationghip leda La Fever
tween himself and his brother, Greg. Be sure and read on page 10 the fascinating story of another |ife, fedcreen
successfully, even after falling through the cracks. (Continued) Don Gore

o

ne Hoyme, MD




You might ask, just what doehat
mean? It means that Greg’s life did n
follow Plan A. Upon examining the courg
of his life, most people might say that
was a disaster, but not his brother Ken.
looked deeper into the soul (which (
course is what makes him a good the
pist) and found all the good things t
celebrate in Greg's life. Ken didn’t ha
blinders on or live in denial about Greg’s
egocentric (and sometimes illegal) behay-
ior; he just observed, shook his head in a

at how Greg always seemed to land che

fully on his feet, and learned to apprecia gcts assocrl]atzd glth_ prenatal alcohol
the genuine innocence of Greg’s nature &POSUre, the dev oping stru_cture most
When | thought about it, | found my_sensmve to alcohol is the brain, and the

self asking: Isn’t that what we all struggl esulting neurobehavioral abnormalities

tolearn? Asyou read and contemplate t qve the most profound ano_l 'as_“f‘g con-
issue of FAS Times, | think you will seeSequences for affected individuals.

as | did, that the motivating factor behin&empggrs]is_ou;]s]'ﬂus, althm\j\?hh ?}fjisn nct
the scientific work of all the doctors and'®roPenavioral p enotype, which Is com-

researchers that we have featured is t able t(.) t.h € structural features that are
same struggle: What makes people wi aracteristic of p_renat_a_l alcohol EXPOSLIE,
this disabilty tick? How can it be that theyl® 10t ¥t zze”hFld(f”“f!edh.the C'asst')gg
can be so mischievous and maddening aj\gn of affected childrenint IS study,

yet so darn cute and lovable at the salﬁg r;easureﬁ of cognitive peg‘orman;:e and
time? It's not one or the other; it's botf<” opment, seems most refevant from a

r%{b“c health perspective.

Kenneth Lyons
Jones, MD

Chief, Division of
Dysmorphology/Teratology
Department of Pediatrics
School of Medicine
University of California San Diego

It is important to emphasize that alco-

| is primarily a behavioral teratogen.
?_though thereisa broad spectrum of de-

sides of the same person—-the sweet in

nition to embrace the reality that with
recognition comes responsibility. The re-
sponsibility is to take one’s observations and
scientific achievements beyond the labora-
tory or the bedside into the mainstream of
human existence, to educate and in some
situations to involve oneself in discussion
of public policy.

“Dr. Josef Warkany was born 100 years
ago in Vienna, Austria. In 1932 he came to
America and spent his career at the Univer-
sity of Cincinnati. In 1953 he took the
position of Professor of Research Pediatrics.
Between 1966 and 1976, Dr. Warkany
served as Director of Mental Retardation
Research at the Children’s Hospital Re-
search Foundation. In part, his work focused
on experimental teratology, recognizing the
effect of maternal dietary deficiencies on
fetal development. He was deeply commit-
ted to developing public policy that would
protect the health of unborn children and
his life’s work demonstrated a profound
responsibility to society.

“Dr. David Smith, born in 1927 in Oak-
land, California, received his medical degree
from Johns Hopkins; after 3 years of pedi-
atric residency training, he completed a

cence and the self-centeredness.

That's the mystery of FAS. The scien-
tific discoveries are absolutely fascinating.
But they are even more intriguing when
they bridge the gap between the theoreti-
cal and the practical-when they can

The Role of Genetic Susceptibility for

Dr. Ken Jones ¢a|1owship in pediatric endocrinology. He
Maternal Alcohol Metabolismin joiqed the Depf'irtmer?t of Pediatrics at the
Determining Pregnancy Outcomes University of Wlscon_sm an_d over the years
Editorial in the Journal of Pediatrics, SP€Nt @s an endocrinologist at the univer-
January 2006 Sity, became intrigued by the large numbers

of children referred to him for short stature

identify and explain the very real people According to the Collective Family Ex-Who had other structural defects but lacked
behind the disability¥ perience, which FAS*FRI started gatheringny endocrinologic problem. As was typi-

from our first parent Surveyin March 1991(;3' with his nature, he was determined to
Save the Date!

October 6 & 7, 2006
Nampa, ID

FASD:
Who's Affected and
How Can | Help?

Target Participants: Educators
Medical Doctors, Mental Health
Professionals and Parents

Conference sponsored by
Northwest Nazarene University &
FAS Family Resource Institute

For more information,
call Ann Waller, (425) 466-1918.

testimony such as this statement by Dynderstand those problems better and thus

Jones is the single most important factayas born the field of dysmorphology. Later
that keeps us parents from giving up arfée spent a year studying human embryol-
helps us preserve the bond of nurture REY With Dr. Gian Tonderry. Afterwards,
our relationships with our affected childrer?€ went to the University of Washington
Such declarations by noted empirical revhere he collaborated with other research-
searchers provide us a secure anchor ®& in the Teratology Society to develop one
understanding FASD and a foundation of the foremost programs in dysmorphol-
which we can develop strategies to kee}fly, teratology and human embryology in
our children and others safe from their ifthe United States. Although David Smith
nocent but unpredictable behavior. was dedicated to his work, eminently tal-
When Dr. Jones gave his lecture to tHented and intellectually curious, he was first
Teratology Society in 2002, he stated thef all a pediatrician who felt a profound re-
following two goals for his speech: sponsibility to care for children with birth
1.Set forth the most importantdefECtS and to educate the public about the

scientific issues related to the recognitiof@uses of birth defects. Anyone who knew
of FAS and him could sense the deep responsibility that

2.Put the scientific issues related to thige felt to instill in young physicians who
disorder into the context of two individu-would follow him the same excitement and

als, Josef Warkany and David Smith. Thel{'gency that he felt about the field.
vision of science went far beyond recog- Continued on page 6
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Phil May, PhD dysmorphology, 2) intelligence an§geleYy MiTeYo] (=11 d1])]

. behavior, and 3) maternal history of rig
Professor of Sociology; factors. Professor of Statistics, Professor of

Psychiatry & Behavioral Sciences;
Scientific Director,

Professor of Family and
Community Medicine, NS .
University of New Mexico b IE RN  Fetal Alcohol & Drug Unit (FADU)

Q: Do you diagnose other conditions (su

caused by prenatal alcohol exposure
Dr. May has been solely a researcher arglidition to FAS?

prevention specialist since the beginning oA: Yes, our dysmorphologists, diag- Dr. Bookstein recently retired from the

his career in FASD about 26 years ago. Heosticians, and psychologists do. University of Michigan as a Research Pro-

is the Principal Investigator of the égssor in the Institute of Gerontology,

although he is still serving as Professor of

University of Washington

distinguished research team of HoymeQ: Ifyes, what do you callthese diagnose

Robinson, Kalberg and many others TheFond't'(.)nS? Anthropol he Uni ity of Vi

' and | - ' "®A: partial FAS, ARBD and ARND. pology at the University of Vienna.
research collaboration includes patients in He has spent more than twenty years as a
the Native American population of theQ: What diagnostic criteria do you use fopajor force in developing the data acquisi-
Northern Plains, South Africa and Italy.these conditions? tion software and data analysis methods that

When asked what it was that originallyA: I0OM criteria from the 1996 report.  gre used in the corpus callosum studies with
brought h|m inFO the field of FAS; Dr. May Q: Do you have an Ongoing doctor/patier@rs. Sampson and Streissguth at the Univer-
said that it was in 1980 when he was StUdy'”ﬂalationship with the people you diagnose9ity of Washington. And his work in the U.S.

the epidemiology of FAS for the Indiana: |t gepends on the research project, soni&not finished.
Health Service. yes and some no. On November 11th, 2005, during her el-

. ; ; . egant retirement reception, Dr. Ann
Q: What is your primary area of research?Q: Do you refer your patients to anothe g P

A:Prevention, epidemiology and maternah,.: . Streissguth welcomed Dr. Bookstein to his
hedical or mental health professional foﬁew position as the Scientific Director of the

risk factors. } ; i

) _ C(_) gccurring conditions? Fetal Alcohol and Drug Unit (FADU).
Q: How many patients dp you estimate thah: Yes, when warranted. FAS*FRI is delighted have Dr. Bookstein in
you have diagnosed during your career? . \what kind of long term follow-up Seattle because he is working on some of
A:My projects have diagnosed over 45Qoyd you like to see for those with FASZhe most fascinating studies on fetal alcohol
individuals. A: Educational interventions are parexposure that have ever been done. The re-
Q: Where do your referrals typically cometicularly useful for all children with FASD. sults of his research (and other MRI studies
from? N Q: What is your dream for the future oftt variou_s univer_sities) are providing aprac-
A: Local communities, schools and Ioca'diagnosing FAS? tical, logical basis from which the common
providers. A: That people use the IOM criteria whichpehavior pattern of FAS and ARND can be

Q:How many of tes pajens e cominmte i daoses s P41 Ui Ve oo
to you because they or their referring ageréfter the dysmorphology, maternal risk anif! wally be standardized int dical di
believe they have FASD? neuropsychology are assessed arft/®" ”t.a y .te S "‘]}” 2rR;\IZ[e) into medical di-
A It varies from project to project. All of weighted according to the Revised IONMINOSHC critena for y .
. . s e The first research project to which we

our work in the Plains and New Mexico isCriteria. X )
from referrals, but in South Africa and Italy. e wanted to introduce you was written by Dr.
we do active case ascertainment in ff Dr. May has been the Principal Invesgookstein with Ann P. Streissguth, Paul D.

hool figator for many of the studies funded bysampson, Paul D. Connor and Helen M.
SChools. the National Institute of Alcohol Abuse andgarr. The topicCorpus Callosum Shapeand
Q: What percentage of your patients actualifflcoholism (NIAAA). His first work  Neuropsychological Deficitsin Adult Males
receive a diagnosis related to prenatal alcoh@hich was with Karen Hymbaugh, now gyjth Heavy Fetal Alcohol Exposurewas pub-

exposure? scientist at the Centers for Disease Contrgkhed in Neurolmage in 2002. The abstract
A: 2 - 12% depending on the project an@nd Prevention) began as a pilot study agkplains the significance of this study: “Per-
the population studied. the incidence of fetal alcohol syndromeygns with brain damage consequent to

Q: What diagnostic criteria do you use? zm?:gwAeTfncfgnlgﬁfg i?]eolrgz.z Trf:eﬂ:eprenatgl alcohol exposure have typically
A: Revised Institutes Of Medicine (IOM) ecientific jourrr)1al Alcohol Health and Re_%een diagnosed with either fetal alcohol syn-
criteria (Hoyme, etal, 2005) Iwas a membesrearch World T’he article describes a crome (-FAS) > fe_tal alcohol effects (-FAE)’
of the 1996 IOM committee on FAS and I' "~ . "~ cianed to depending on facial features. There is great
believe that the criteria defined by the IOMCt dp p F: F,?\S EIJ p variability of behavioral def|C|ts_W|th|nthese
committee are extremely useful. Study and preven among Indians groups. We sought to combine neuroana-

o __in the Southwest United States The  tomical measures with neurocognitive and
Q: Do you primarily focus on the facial project featured clinical diagnosis and treaheyromotor measures in criteria of greater

features of FAS? ment, the development of an FAS trainingensitivity over the variety of consequences
A: No, we focus on extensive examinatiorand education curriculum for related stafff alcohol exposure. To this end, midline

of three domains: 1) physical growth and curves of the corpus callosum were carefully
Continued on page 14 Continued next page
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H to this type of geometric data, Procrustesampson, Kristi D. Covell, Helen M. Barr,
FrEd BOOkSteln'" analysis, with a multivariate strategy focus=hristine A. Gleason, Raymond W. Sze,

Continued from page 3 ing on differences in variability. In this datalenny A. McBroom and Ann P. Streissguth,
digitized in three dimensions from magnetiset, the shape of the corpus callosum aisdentitled,Preliminary evidence that prena-
resonance (MR) scans of 15 adult males dis vicinity proves systematically muchtal alcohol damage may be visible in
agnosed with FAS, 15 with FAE, and 15 whanore variable in the alcohol-affected brainaveraged ultrasound images of the neonatal
were unexposed and clinically normal. Frorthan in those of the normal subjects. Frohuman corpus callosum. It was published in
5 hours of neuropsychological testing wthis excess variability follows a promisinghe December 2005 issue of the journal,
extracted 260 scores and ratings pertainigéassification rule, having both high sensiAlcohol. The abstract reads: “Brain damage
to attention, memory, executive function, fingvity (100 out of 117) and specificity (49consequent to prenatal alcohol exposure can
and gross motor performance, and intellput of 60) in this sample. The discriminabe detected by measurements of the corpus
gence. Callosal midline shape was analyz&dn uses four landmark points and twoallosum in the midline MR brain image in
by new morphometric methods and the relasummary scores of callosal outline shapadolescents and adults. The present article
tion of shape to behavior. The FAS and FAEhe information from the corpus callo- extends this finding into the neonatal period,
subgroups have strikingly more variabilitysum and vicinity, as viewed in MR brain when the power of detection to ameliorate
of callosal shape than the normal subjectgiages of full grown subjects may serve the quality of the child’s future life is great-
With the excess shape variation are assoas a permanent record of the prenatal ef- est. The midline corpus callosum of the very
ated two different profiles of behaviorafects of alcoholeven in patients who areyoung infant can be located reliably in mul-
deficit unrelated to full-scale IQ or to thdirst suspected of these syndromes relativeliple frames of clinical transfontanelle
FAS/FAE distinction within the exposed subtate in life or who lack the facial signs otiltrasound. A sample of 18 children was stud-
groups.A relatively thick callosum is prenatal alcohol damage. The statistical paéd, aged 17 weeks or less, 7 of whom were
associated with a pattern of deficit in ex- tern underlying the callosal diagnosis alsexposed to high levels of alcohol prenatally
ecutive function and one that is relatively leads to speculations on mechanisms of taed 11 of whom were not exposed or... mini-
thin, with a deficit in motor function. The prenatal damage.” mally exposed. The midline callosum of each
two combine in very promising bipolar dis- [Update] Dr. Bookstein and his col-child was imaged up to 50 times by a stan-
crimination in callosal form for prognosis ofleagues’ most recent scientific findinglard clinical device, and coplanar subsets of
neuropsychological deficits in this frequentlyeflects the team’s continuing assessmeitkese series were averaged with reference to
encountered birth defect.” of these original MR studies that revealefiducial image structures. On each average
The second research article that we wapatterns of corpus callosum damage. Timage, four semilandmark points were set and
to bring to your attention was also writtermost recent data is showing even more their configuration quantified by standard
by Dr. Bookstein with Paul D. Sampson, Pairiking pattern of damage in the cerebel- landmark methods. The angle between the
D. Connor and Ann P. StreissguMidline Ium of those same exposed subjects. Aerminal bulb of splenium and the long axis
Corpus Callosumisa Neuroanatomical Fo-  abstract is not yet available, but the resulté the callosal outline classifies four of the
cus of Fetal Alcohol Damagewas published have been released through a presentatg#ven exposed infants as different from all
in The Anatomical Record in 2002. The aldy Dr. Bookstein recently given in Alaskall of the unexposed infantsThis simple
stract explains the significance of thighe cerebellum (or “little brain”) is a struc-angle measurement upon averaged ultra-
follow-up corpus callosum study which inture below and to the rear of the cortex thabund images of the human neonatal
cluded 15 adolescent males (aged 14 throulghs been known for a longtime to be tomidline corpus callosum is perhaps a ver-
17), 15 adult males, 15 adolescent femalegnall, on the average, in the brains of FAS&lon of the long-sought ‘biomarker of
and 15 adult females: “Prenatal exposure patients. The FADU team showed that thepgenatal alcohol damage’and may be able
high levels of alcohol often induces birth deis a wide size range in the cerebellums & discriminate baby brains affected by pre-
fects that combine morphological stigmatadolescents/adults with FASD. Althougimatal alcohol exposure from those that were
with neurological or neuropsychologicathe FASD cerebellums that seem to henaffected.” The FADU team hopes to inte-
deficits. But it has proved problematic tovithin the normal size range have the sangeate neonatal imaging of the cerebellum into
diagnose these syndromes in adolescents @verage shape as the normal cerebellutiis work, to see if that measurement proves
adults in whom the morphological signs areearly four-fifths of the patients in theifeasible at ages as early as the corpus callo-
absent or attenuated, the behavioral deficgtudy of 60 adults with FASD can be chasum measurement turned out to be.
nonspecific, and the exposure history oftedcterized as having abnormally small Besides his many research projects, Dr.
difficult to reconstruct. Localizing the assocerebellums just by measuring the size 8ookstein has also immersed himself in the
ciated brain abnormalities might circumverihe cerebellum in a sufficiently careful waytask of bringing scientific research into the
most of these difficulties. To this end, threeFhe well-known variability in motor func- arena of public policy change. We are very
dimensional locations were recorded for 6tfon problems that characterizes the FASIhankful for this because his areas of concern
homologous points on or near the corpygatient population might in this way tracare much the same as those we have at
callosum in MR brain images from 60 adoback directly to variability in the extent toFAS*FRI-to bring to light scientific data
lescents and adults who were normal, 8@hich the cerebellum itself was specificallabout the neurological damage of those with
diagnosed with fetal alcohol syndrome andamaged by the alcohol exposure. FAS/ARND who up until now have been
60 diagnosed with fetal alcohol effects. We The third research article, also primarapped in the revolving doors of our jails,
combined the standard statistical approacity written by Dr. Bookstein with Paul D. prisons and mental health institutior.
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New York at Buffalo but includes basi
LUther K. fe?;}lalg(;ho?resltjea?c% inuethn?cup(f[?ula?if)l Wendy O' Kalberg’

RObiI‘ISOH, MD around the world with Ken Jones, Phili MA, CED

May, Gene Hoyme, Wendy Kalberg an Certified Ed. Diagnostician

others. We are working together to stug Uni itv of New Mexi
the effects of fetal alcohol exposure i niversity ot New Mexico

Associate Professor of Pediatrics;
Director, Dysmorphology and

Clinical Genetics, i . .
school of Medicine and Russia, the Ukraine, Italy, Finland, Sou

Biomedical Sciences, Africa, and among Native American and . hed di . h hich
State University of New York at Alaska Native peoples. Now that | haveduished diagnostic research team whic

Ms. Kalberg is a member of the distin-

Buffalo been working with these colleagues f0|LnCIUdeS Dr. Luther Robinson, Dr. Philip
many years, | know that FAS is over-!vIay _am_d Dr. Eugene Hoyme (also f_eature_zd
When he was asked how he got interecognized in minority populations be-" this 'SSL_Je)‘ She has worked with this
ested in Fetal Alcohol Syndrome, Dr. Robcause when doctors want to do researdfd™ for nine years. -
inson answered with a twinkle in his eyehey go where the kids are—and there are a When ask_ed what originally brought
“Well, it was quite by chance really. Whildlot of kids in clinics where poor folks comen®' mt(?‘ the field (_)f FAS, Ms. Kalb_erg
| was doing my pediatric residency at Safor medical care. The over-recognized FA§Fate(?’_ _My educatlona_l background 'S I
Diego State University, | chose an electivim minority populations happens becausg'sabIIItIeS of young children, from b|rtf_1
by professor Kenneth Lyons Jones.” Dthat's where we're collecting the data. to age three. | then went on to study dis-
Robinson says of that experience, “Ken’s “The data from our most recent stud)fib'“t'eS across the age span. | worked for
enthusiasm for his work to prevent birtls very interesting. It was published in Sep9 years_at the Un|ve_r5|tyAff|I|ated Prpgram
defects from fetal alcohol exposure was gember 2005 in the Journal of Studies OI(‘IUAP) n New_Me>_<|co th_at 'Fa_rgets |ts_ef-
contagious that | refocused my careerAlcohol. The topic, ‘Fetal Alcohol Syn- f‘?”s at 'mproving life fof individuals with
instead of going into pediatric medicine, irome Epidemiology in a South African_d'salbIIItIeS throug_h policy o!evelop_ment,
turned to dysmorphology.” My first fac-Community: A Second Study of a Very'mpr_oved evaluat|_on and_dlagnO?ls, and
ulty position was in the Department of PeHigh Prevalence Area,’ was not so much yaining and technical assistance.
diatrics at the University of Texas Medicastudy on the high rates of FAS in the WestQ: How long have you been in this field?
School at Houston. But in 1987 | moved tern Cape of Africa as it was on the facA: | have worked in the field of disability
the State University of New York at Buf-that severe episodic drinking is the patterdiagnosis and programming for 18 years,
falo where | still live and work today. of drinking that leads to FAS in low-SESspecifically focused on FAS for 9 years.
_ “I had always assumed that my pr_ac{-Socio-Economic Statu_s] populations, antb: Do you diagnose FAS in the context of
tice would be about ‘barrettes and braidshaybe in any population. The data the\Ie earch and/or clinical practice?
[young children]. But as | got more deeplyrave been gathered summarizes a secopdg .,
involved with my patients, | began to notactive case ascertainment initiative that
that in the science of birth defects evergives us the prevalence of FAS in the WesR: What s your primary area of research?
cell is encoded with that syndrome and thirn Cape Province of the Republic of SoutA: Diagnostic criteria, prevention, and in-
intrigued me. Gradually | started concemfrica. The project (funded by the Na-tervention. | am interested in a better
trating on other causes of birth defects su¢ional Institute on Alcohol Abuse and Al- quality of life for children who have been
as thalidomide and my interest was kindlegcbholism, the National Institute on Minor-Prenatally exposed to alcohol. It is my
into working to prevent birth defects byity Health and Health Disparities and thé?@ssion to work with other disciplines to
finding out what causes them. My thoughtSoundation for Alcohol Related Researcietter diagnose the full spectrum of effects
went something like this, ‘OK, can we reof South Africa) follows an initial, com- in children who were exposed to alcohol
ally prevent Down syndrome other than byprehensive inquiry in 1997 that docu-Prenatally and to create individual learn-
not getting pregnant in the first place?’ Famented the highest rate of FAS ever reng profiles for affected children so that
me, that didn’t seem like a very good oported, more than 40 per 1,000 and raisdfey can receive meaningful educational
practical choice. Then gradually, as theany issues regarding the exact conditiofi@ogramming that s tailored to the specific
years went by, | began thinking more anproducing FAS in South Africa and genereeds of the individual child.
more about Ken Jones’ work in preventinglly in human populations. (Adnams, 2001; po you diagnose FAS in a typical medi-
fetal alcohol syndrome. For one thing, iMay, et al, 2000; Viljoen, et al, 2002)  ¢g| setting or in a multidisciplinary
disturbed me that the scientific data indi- These two studies were conducted in Brofessional team?
cated that there was a greater rate of FABIlaborative project with the governmenta: \We work as a multidisciplinary team
among African Americans than the generalf South Africa and are unique to the scii making the diagnosis. We have pediat-
population and | began to wonder if thagntific inquiry on fetal alcohol exposureyic dysmorphologists who do the medical
outcome was really what the data wergecause it had all of the following factorseyaluations. | evaluate the children with

showing. Having my curiosity so kindled® population based; regard to early developmental skills (when
eventually led me to the work I'm involved¢ agreement and full consent of thqhey are less than 4 years of age) and | do

in today. people in the community; psychometric and neuropsychological test-
“My current work involves not only my ¢ a very high prevalence of FAS; ing with the older children. We also have
clinical practice at the State University of Continued on page 14

Continued on page 8
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Kenneth Jones...

Continued from page 2

campaigns even now.

“Ann Streissguth and | went to the Na-

“The next step of discovery for us wasonal Institutes of Health and studied the
through a collaboration with the Nationatharts. | was looking through the physi-
“Recognition of the Fetal Alcohol Syn-Institute of Neurological Disease andal and medical histories and Ann was
drome was based on the evaluation of eightroke. They had research data from fadearching through all the neurological
children born to alcoholic mothers who werdowing 55,000 children up through severecords. We found 23 other babies with
initially diagnosed by Dr. Christie Ulleland,years of age. This data base was an incréue syndrome and 46 controls. Four of the

a pediatric resident at the University of

babies had died but 19 had lived. As

Washington, and then followed by D
Shirley Anderson, Director of the Pedi
ric Outpatient Clinic at King Count
Hospital (Harborview Medical Center
On February 23, 1973, those eight ¢
dren were evaluated by dysmorpholog
Dr. David Smith and myself when | w
his fellow. Four of the children had t
unique pattern of malformation ultimatel
referred to as FAS. On that same da
search of Dr. Smith’s files revealed
more children with a similar pattern
malformation born to alcoholic mother
During the next week two additional a
fected children were identified, one by
in Seattle and the other by Dr. Smith w
was spending a week as a Visiting P
fessor in Akron, Ohio. Thus in a peri
of 2 weeks, a specific pattern of structu
defects associated with growth and m
tal deficiency was recognized in eig
children born from women who ha
abused alcohol.”

When Dr. Jones was asked how it f¢
when the significance of their discove
of the syndrome began to dawn on hi
he replied, “I was totally stunned and
wondered how in the world physicia
could have missed such a significant p
nomena throughout human history. It al
left me stunned when the paper we wr
was accepted by the scientific journ
Lancet, in two days and the edito
thought it was such a significant disco
ery that they didn’t even send the artig
out for review.

“The next questions we had wer
How common is this? Does every wom

n
who drinks produce an affected child1

But it wasn’t long until we found two
more children in Seattle; one lived but o

|

Dr. Jones is the Principal Investigator
the OTIS* Research Studies. His research
focused on the clinical delineation of bi
I'defects, mechanisms of normal and ab

new human teratogens. The work on reg
nition of new human teratogens is primal
focused through CTIS Pregnancy Risk In
8mation, a service which is funded
California.

books, and is the author of Smith's Rec
nizable Patterns of Human Malformation.

tmal morphogenesis and the recognition of°

Dr. Jones has authored over 400 publjka
tions in scientific journals as well as sevefa

we struggled to understand the mean-

ing of the data we found, we debated
n the best way to determine the full

spectrum of the disorder.

_ “We determined that to find the full
pectrum of the disorder, we scientists

r

would need to start documenting the
child’s health and family history from
_the time of conception. That's why |
have so much admiration for the work
of Ann Streissguth and Claire Coles be-
cause over time this is how we will get
the data on the full spectrum of fetal al-
_cohol exposure.”
e When Jocie asked Dr. Jones how
many children he had diagnosed since

is considered to be the father of Fetal Al
“hol Syndrome (FAS) since he was one of

doctors at the University of Washington
Ifirst identified FAS in the United States
"1973.

As Chief of UCSD Medical Center
Division of Dysmorphology/Teratology, D
Jones is in clinical service throughout
year, and trains fellows in dysmorpholo

San Diego County.

Teaching goes on virtually every day as|jhe
' sees patients in clinics and serves as congu 2
ant on hospital inpatient services through utt

Dt;that February in 1973, even over the

o phone she could feel his embarrassment
as he said, “I have no idea.” She doesn’t
know if that's true or not. But she felt
that she was in the presence of a humble,
good man who didn’t measure his suc-
cess as a scientist in numbers of children
diagnosed, and who, like Dave Smith,

' wanted to make a positive impact on the

hildren and families whose lives he

ouched.
As they closed their discussion, Jo-

ie felt compelled to ask one more

Dr. Jones is past president of the Wes
Society for Pediatric Research and presi
elect of the Teratology Society as well as
» co-chair of the Scientific Working Group
Diagnostic Guidelines for Fetal Alcohol Sy

[in the Centers for Disease Control].

*QOrganization of Teratology
Information Specialists
http://otispregnancy.org/otis_physicians.asp

drome, convened by the National Centefjjof
[E Birth Defects & Developmental DisabilitigH

uestion: “Dr. Jones | know a lot of
eople are saying that an FAS Behav-
ioral Phenotype is not likely to be found.
_ What do you think about that?”
With his customary gentleness he
said, “Yes, that's what a lot of people
are telling me, but | think that is one of
the most important issues. That's not
my field—it's for people like Ann Streiss-
guth and Claire Coles. But other
syndromes like Downs and Williams
have common neurobehavioral pheno-

died and that was significant because d

C-

tors were able to do the first known autopsy
on a child with the syndrome. Although thatPle find because these children had been Jocie laughed and said, “Me too. |

was an indescribable tragedy to the child arifirough a battery of tests during their firghink the problem is that some people are
family, it did provide scientific data thatseven years of life—testing vision, hearingreavily invested in not finding one.”

there was severe neurological and neurfeurological responses—and all that data Dr. Jones had no commert.
pathological damage to affected childrefvas in the computer. We received permis-

That was where that brain slide came frofion to search the data so we started looking

that is so widely used in public awarened8r babies of chronic alcoholics.

6

types so it has always seemed logical to
me that there is one for FAS.”
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Preparing for a Diagnosis: Getting Your Ducks in Order
© FAS Family Resource Institute, 1992, rev. 2005, 2006
Gather and take the following documentation and pictures to your child’'s appointment with a medical doctor or at an FASD spe

clinic. [If you are a foster or adoptive parent, with no prenatal history on your child, you have a federally-guaranteeatdghs the
“non-identifying” medical and mental health birth family history of your child.]

History of Prenatal Alcohol Exposure History of Your Child’s Growth Pattern
Sources to verify prenatal alcohol exposure: ¢ Was your child a “preemie” (born weeks before the dyie
¢ A birth parent (the ideal source) date)?
¢ A paternal or maternal relative or friend ¢ Did your child have a “Failure to Thrive” diagnosis?
¢ A previous foster parent who knew the birth moi| & Did your child have a low birth weight even though he/
during pregnancy she was full term?
¢ Your adoption caseworker (based on persorldl ¢ Do you have access to your child’s hospital birth records?
knowledge or written records) ¢ Do you have medical records and/or school class pictufes
¢ Written records from a hospital, doctor, treatmen (smallest child in group) which document your child’s
center, or adoption agency. growth deficiencies?
Physical Characteristics Central Nervous System Damage:
1. Look for the most “typical” facial features of FAS: Behavioral and Cognitive Characteristics

¢ narrow eye openings, causing eyes to appear wide-

: : Set Does your child have the following traits?
¢ a short nose with flat bridge

Unpredictable and impulsive behavior
Unable (as opposed to unwilling) to accept
2. Has your child had any of the following? responsibility

¢ ear infections/hearing problems Lies with a clear conscience

¢ seeing/eye difficulties Manipulates others frequently

¢ teeth/jaw malformations and/or braces Excessive vulnerability to peer pressure

¢ seizures Multiple or pervasive developmental delays
Volatile behavior (not necessarily violent or
intentional)

¢ asmall head in proportion to the body

¢ Difficulty concentrating or staying on task
¢ long flat (or curved ogt) space between the bottomof o proplems connecting behavior to consequence
th_e nose aqd upper lip (phyltrum) ¢ 0Odd logic or reasoning
¢ thin upper lip ¢ Trouble thinking rules are only for other people
¢ flat mid-face .
¢

L 2R 2R 2R 2R 2

Q
—

3. Collect a sequence of your child’s photos (face shots, 1
smiling, if possible) between ages 5 and 10.

In order to receive a diagnosis of FAS, a child/adult must have a history of growth deficiencies, the pattern of facial feasjre
evidence of central nervous system damage and documentation of prenatal alcohol exposti@wever, the large majority of
affected individuals do not have the facial features. In these cases, many medical doctors who diagnose the spectrsabitifythis di
use the diagnostic term, Alcohol Related Neurodevelopmental Disorder (ARND). For this diagnosis, you will need to find a mec
doctor, a scientific researcher or research team who is very knowledgeable and experienced in evaluating MRI studiesdkdeigined t
the specific organic brain damage involved in FAS/ARND. The professionals who are pioneering this type of research to este
diagnostic criteria are Dr. Fred Bookstein and his colleagues at the Fetal Alcohol and Drug Unit at the University of Wgsh®)gto

But the diagnosis of ARND is more typically made through comprehensive assessments, including a neuropsychological evalu
done by a doctor or diagnostic team of doctors who are knowledgeable about the patterns of maladaptive behavior andft@gnitive ¢
unique to prenatal alcohol exposure. If a diagnostic team or specialty clinic is not available in your area, this avetting #or ge
diagnosis would probably require you to first educate your primary care doctor about FASD and then engage him or hetthe overs
diagnostic process and refer you to identified specialists in the related areas: speech/language, child developmepsygao&ims,
(using the Vineland Adaptive Behavior Scale or the Achenbach Behavior Scale), etc., to rule out other causes of impagmaent. C
diagnosis is made based on all the assessments, the diagnosis is very solid and will hopefully generate appropriateisegport ser

&) 3—_. So)  SH wm;;w%
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We n dy Ka | be rg . trai_ned to Io_o_k at the fuII_ spectrum of disis a concern behaviorally or psychqlogically
abling conditions and etiologies. about a client, referrals to appropriate local

. - : Do you diagnose other conditions (Sucﬁes_ources are ma_d_e. I_ncluded_m the refer-
a psychologist who administers some o ELaI is the salient clinical information that we
t

Continued from page 5

h hological ith hil s disabilities/mental health disorders I d that h ided ¢
the neuropsychological tests with our ¢ il Jused by prenatal alcohol exposure in a ave collected that has provided reason for

dren. Finally, we have a maternaljiio 1o FAS?
interviewer who interviews the biological '

€ concerns.

: A: The individual being evaluated mayQ: Do you have an ongoing doctor/patient
mothers Wh.o are available, so that we “Have a co-occurring condition that is in theelationship with the people you diagnose?
get a clear idea of prenatal exposure. mental health realm but this must be corA: Yes, for the children who are diagnosed
Q: How many patients do you estimateidered very carefully in the context of thevith FAS or another FASD diagnosis, we
that you diagnosed during your career? child’s life and family circumstances.continue to follow the children year after
A: | have worked on multidisciplinary Some children have mental health issuggar. We provide suggestions for school
evaluation teams my entire career, so | hathat are not necessarily related to alcohgrogramming for affected children and work
been part of teams who diagnose childreexposure but more to the post-natah concert with the family and the school
with all kinds of conditions, not just FASD environmental influences. We collecteams to determine the best ways to develop
diagnoses. In my career | have seen amatensive background information on eachppropriate programming for the affected
diagnosed approximately 4,000 childrenchild to determine as best we can the childshild. Again, this is done on an individual-

| have been a part of diagnosing approxiexperience over his life-span. If we are corized basis for each child.

mately 400 children with FAS or a related:er_ned about a mer_1ta| health issue, V\G: What is your dream for the future of
diagnosis. typically refer the child to local resource iagnosing?

Q: How many patients do you see on Heople o look more f:losely a_t potentlaﬂ: My dream is that all children who have
monthly basis? mental health cond|t|9ns._ .T.h's ProCeSyeleterious effects from prenatal alcohol
A: 40-60. holds true for other disabilities as well, xposure be given the best possible supports

When we are concerned about a child wit . -
. . . ) " ; order to develop into functional and ha
Q: Where do your referrals typically comey different disability, we provide as much, 4 i« This profess needs to begin wﬁﬂya

from? diagnostic information back to the family - : -

. ; . Jdiagnosis as early as possible. The diagno-
A our refe_rrals come from_a_ variety O-fas we can and then we make certain th ts?s then foIIowsz bs a clear assessn?ent
sources: primary care p_hyS|C|ar_1_s, sociglhild is referred to the appropriate loca f the individual child’s abilities and chal-
service agencies, biological families, fosprograms and resources for follow-up Cargsnges. This assessment should include

ter families, school districts, etc. . L . oo :

Q: What diagnostic criteria do you use fostandardized testing information as well as
Q: How many of these patients are comnese conditions? information from the family, the teacher, and
ing to you because they or their referring\: These other diagnoses are done accordem functional assessment data. Functional
agent believe they have FASD? ing to the different protocols of theabilities of the child are only apparent in the
A: Currently all of our referrals are beingexpertise of the team. When there areontext of the child’s life in school, home,
made because there is concern that the chilredical diagnoses, the doctors provide thend the community. As far as | am con-
dren may have a condition related triteria for the diagnosis. When there areerned, the diagnostic label is only the
prenatal alcohol exposure. other suspected psychological disorderseginning of the journey for these children
Q: What diagnostic criteria do you use?'eferral is made to the appropriate reand families. Helping the prenatally exposed
A: Our team uses the Revised |OM Critesources in the community. Our protocothild achieve a sense of membership, posi-
ria published by Hoyme, et al, in Januarftesting, questionnaires, etc.) is bound totéve quality of life, and positive sense of self
2005, Pediatrics. research project so the specific testing fare the ultimate goals of this whole

other conditions is not a standard part céndeavor.¥

Q: Do you primarily focus on the faCialour diagnostic process. Therefore, if there

features of FAS?
A: We derive a diagnosis by considerin

three areas of information: (1) medieg 2006 NW Regional FASD Conference

evaluation information (e.g., facial fea o ]

tures, height, weight, head circumferencg, "BU|Id|ng Bndges to Success"

minor anomalies), (2) psycho-educationgl

and neuropsychological data, and (3) mg- .

ternal information on exposure. W Sponsored by NOFAS Washington State

believe it is imperative to have a medicdl October 5 & 6. 2006

doctor as part of the evaluation team bg- ’

cause there are times when the childr¢n | ynnwood Convention Centeré Lynnwood, Washington
t

have other genetic anomalies that are ) ) _ _
related to alcohol exposure. Some of the &-or more information, contact Julie Gelo, NOFAS Washington at 206-940-2832 or

other genetic disorders can look very sim|- FASDSupport@aol.com or visit http://www.nofaswa.org.

lar to FAS to someone who is not we
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H chiatric diagnostic clinical exam, includ{treatment programs in a rural area of NC for
Susan D. RICh’ MD’ ing a detailed history, to augment the parewomen in recovery and their children, | re-
MHP and child questionnaires and other asse$grned to school again—only this time,
ment forms sent with the intake packemedical school-in order to become a na-
Behavioral Sciences Patients may receive follow-up in the Detipnal voice to speak ak_)outthis issue._ I have
S I L T oo partment of Psychiatry and Behavioraiince chosen a career in adultand child/ado-
Washington, D.C. Sciences and appropriate referral to othbrscer_ltpsychlatry, gaining additional
clinical and allied health professionalsexpertise in FASD.”

Dr. Susan Rich was originally introducedR€ferrals may include, but are not limite¢y pg you diagnose FAS in the context of
to us in 2004 by Dr. Kieran O'Malley (a 10; developmental pediatrics, genetic$esearch andjor clinical practice?
child/adolescent psychiatrist working withSPeech and language, neuropsychology, \ainly clinical practice—I have no re-
Dr. Ann Streissguth in the Fetal Alcohol and'€Urology, and/or nutrition. Children withse 5rch funding.

Drug Unit at the University of Washington).2 known or suspected history of prenatal - -
At tgat time, Dr. Rich wzi/s working ?)n a)sa|C°h°| exposure with psychiatric Q- Whatis your primary area of concern?

. L ; \. Diagnostic criteria.
proposal to the American Psychiatric Assol€Urodevelopment, behavioral and/or cod: Diag

ciation to add the continuum of Fetal Alcoholitiveé problems  (ADHD, learning Q. Do you diagnose FAS in a typical medi-
Spectrum Disorders (including FAS, partiaflisabilities, and executive dysfunction) wilcal setting or in a multidisciplinary
FAS, ARND and other neuropsychiatric disP€ Seen in this clinic. Other potential pgrofessional team?
orders associated with prenatal alcohd{€nts would be those with complex. | work in a teaching hospital and refer
exposure) to the Diagnostic and StatisticdlSychiatric medications management igatients for multidisciplinary evaluations,
Manual (DSM). As most readers of FASSU€S (&.9., not responding to standagien follow up with them to ensure the evalu-
Times know, that has been a primary goal §fatments, etc.) with a known or suspectegions are completed and recommendations
FAS*FRI since early 1994 when Vicky, AnnNistory of prenatal alcohol exposure.  implemented. | do family work, individual
and Jocie were appointed to Governor When we inquired as to what broughivork (particularly play therapy and support-
Lowry’s FAS Advisory Panel. her into the fleld of FAS from a career ifve therapy) with affected children/
While the decision has not been finalPharmaceutical research, Dr. Rich's rexdolescents and parent guidance.

ized to include these conditions in the ne)&ﬁonse Wf'is'l | wahs_ Wlf)r_k”llg 'M9. How many patients do you estimate that

revision of the DSM, we have been very erP _armace_unﬁa reslearc Inc w:}:ca NEUrY ou have diagnosed during your career?

couraged by the work of Dr. O'Malley, Dr. Sciences in the early 1990s and met a pgst, ) beginning child training, | have

Rich and others. We firmly believe this is gloctoral researcher at Comell University oo 4o diagnostic evaluations of

critical step to help affected individuals, whdVledical Center who had done work look> 2 = 5 Lo dren/adolescents.

do not have the facial features, to get an al?9 at the subtle changes in the .

curate diagnosis. In the meantime, being evBgUromuscular junction of neonatal réQ. How many patients do you see on a

encouraged by their efforts toward this goaPUPS €xposed in utero to very small (tmonthly basis?: o

we were recently delighted to receive a flyejfated) amounts of alcohol. He sharefi. My practice is not solely working with

from Dr. Rich announcing her latest ventureVichael Dorris's book, The Broken Cordghildren/adolescents with FASD. | see about

the establishment of an FASD Assessmefith me in April 1993. I read it on the pland new patients a month for general psychi-

Clinic in Washington, D.C. back to North Carolina and couldn’t put iatric evaluations, and about half are referred
The flyer explains that psychiatrists at th&own the following week until | finishedbecause they have been prenatally exposed

Children’s National Medical Center'®ading it. The book changed my life. ~to alcohol or other substances.

(CNMC) are currently working with psy- | P€gan doing my own research ang) \where do your referrals come from?
chiatrists at the Kennedy Krieger Institutd"€€ting with the department heads o{ the p.c. metropolitan area (Northern Vir-
to develop consistent evaluation, diagnostid\Orth Carolina state health and human sgjiia Maryland, and D.C.).

referral and treatment guidelines for childre{/C€ @gencies to find out what was goin&j - :
and adolescents WitthASD. It notes thath in that state about the epidemic caustt How many of these patients are coming

there is currently no consistent way for psyPY our social drug of choice—alcohol. Sooweﬁgsebﬁl%auﬁaejgiiggge'r referring agent
chiatrists to diagnose the spectrum offter, | began going to Native America®? 5 00 y '

problems caused by prenatal alcohol exp@OWWOWs and_festlvgls across the state tefR- 0

sure, although they are usually the clinician&9 March of Dimes literature and a displag). What percentage of your patients actu-
who prescribe medications to treat the assBard explaining how fetal developmendlly receives a diagnosis related to prenatal
ciated neuropsychiatric conditions caused Hy2PPeNs. This led me to begin writingicohol exposure?

prenatal alcohol exposure. The flyer goes d#fants. first with the March of Dimes, them. 75-100%

to say, “Pediatric dysmorphologists diagnos/th local agencies in Robeson County, ., diagnostic criteria do you use?
NC. Needless to say, | left my career i -
Referral to a geneticist for dysmor-

FAS, but many pediatricians mistakenly be* b foal hin 3 1084
lieve there are no treatments available” sgharmaceutical Tesearch in January phologic examination and testing; evaluation
of documented (or suspected) history of pre-

why should they diagnose it? in order to go to graduate school for a Ma
Patients evaluated in the FASD clinic a{er of PUb“C Health degree' Later'_ afterq%ta| exposure with low birth We|ght,
CNMC will receive a comprehensive psy_developlng substance abuse prevention an

Department of Psychiatry and

Continued on page 12
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The FASD Behavioral Phenotype: Personalized

[Ken Dunning has been a counselor for over
twenty-five years and a board member of
FAS*FRI since 1993. We originally met himwhen
he attended a training sponsored by FAS*FRI in
early 1992. After coming to Six or seven more
FAS*FRI seminars, he remarked, "Every time |
attend one of your conferences, | learn a bit
more." Little did herealize that his half-brother
would make it personal. Ken specializesin indi-
vidual therapy for children and adults who have
FASD and their family members. Hisclientshave
benefited greatly by Neurofeedback and other al-
ternative therapies.]

Kenneth Dunning

summer getting glimpses of a world mucimg, wood cutting, or any physical labor in
larger than the one | had known previouslgeneral provided a work environment where
During the late sixties and early severtsreg was second to none. But he needed
ties, Greg was an alcoholic's alcoholic. H®meone to do it with him. And there were
could be the life of the party when he wasrmers and woodcutters and others in need
lubricated. One liners could flow as fast angho were happy to have a good buddy who
as potently as the alcohol. He was goimgould work his fingers to the bone for hous-
through a fifth a day by his own estimateng, food, and occasionally a good used car,
He was taking a liquid "long walk off a shorsome money or pot. | don't want to make it
pier." Then a sort of salvation happenedsound like farmers and friends took advan-
Greg was taken in for a time by a single stage of Greg. He truly loved them and they
cial worker who related to the countereally worked to see he was taken care of.

| was 16 when | met my half brotherculture and introduced him to pot. AlcohaHe was truly blessed in this way. He had
Greg. | had heard about him frequently ipecame obsolete. Greg became mellowidends/resources he could nomadically ro-
our home as | grew up. Greg's mother afd@d didn't mind sitting in a room full oftate between, so they could get a respite from
my Dad had split up when Greg was ayourﬁlijIO'e talking about sophisticated socidim and welcome him back the next time.
child. He was born in Dayton, Ohio wher€0Nncepts, even if his contributions were ustihey filled his life with meaning and | think
our father worked in construction and Gregﬁ:ﬂy limited to supporting more liberalhe did some of the same for them. One very
mom was a secretary. It was rumored thifinking about sex, drugs and rock-and-rolbld and dear friend of Greg's shared with me
after they divorced, Greg's mother died dihose were the values Greg saw that needbdt anytime he seemed to be getting too
cirrhosis of the liver. True or not, | knowi© be championed—-and Greg could be quidewn and/or depressed, she knew the thing
from my own childhood that alcohol wa champion of them. Thus the hippidb do was to think up a work project (a roof,
often, if not always around and it was cergounter-culture movement and its legitia fence, firewood, a garden, etc.), tell him
tral to day-to-day life. | heard that at onBlization of stepping outside the boabout it, provide the resources needed and
time Greg had tried to come live with u§onspired to camouflage Greg’s disabilityhe perked up and was off and running. He
when | was very young. For whatever rea- In fact, the sixties and seventies, artdok pride in his work. And through it all he
sons, things hadn't worked out and Hen into the eighties, had to be heaven famoked tobacco and, to a lesser extent, mari-
returned to the west coast. But | was reawople with FASD. Greg could get loosejuana. His lungs took a beating but his liver
to be impressed by my "big brother" whéaster than anyone | have ever met. Arathd brain had gotten a reprieve from the al-
was 29 years old when he came to visit geople striving to throw off undue psychoeohol which threatened his life so early on.
in Indiana in 1966. logical constraints in their lives could find &nd for Greg's life, he was all the more stable

Greg brought his wife and young daugtgupportive friend in Greg. He could proand mellow for it.
ter with him. They came by way ofChicagMide knee jerk reasons (and a few logical During all this time the mental health
where he picked up a long, wide, late modé&nes) for throwing off constraints with grofessional in me was looking for answers.
purple Pontiac with all the bells and whistlegpeed and dedication that would put tha 1992 | learned about FAS at a presenta-
which he was taking back to Spokan@roadband internet to shame. And he pra@n by Jocie DeVries and Sandy Randals. |
(Washington) for a car dealer there. whiged what he preached...or maybe moveas hooked. At that time | didn't equate what
an entry to impress a 16-year-old! He waxecurately he preached what he practicedvas going on in Greg's life with FAS yet,
dashing, charismatic and cavalier then. I'm sure Greg had a relatively high 1Qbut | definitely recognized several clients. |
Physically he resembled an anorexic climtwonder what he might have become hadayed with the process of educating myself
Eastwood with something strange about Hie not been hampered in fully assimilatin the reality of the effects of prenatal expo-
eyes, which maybe only served to provide3é1d implementing what he could understarsdire to alcohol and slowly it dawned on me
sense of mystery. He had stories of driviHQ his quicker moments. He was almost ahat the real "hook" had been the explana-
motorcycles and rally cars for a Datsufays charismatic and warm. Anyone naion it provided for years of trying to
dealer. They all seemed to ultimately irlacing too many demands on the relatioonderstand my brother, Greg—the eyes, the
volve wrecking the vehicle in question anghip could find an instant buddy. always moderate-to-severe anorexic appear-
sometimes involved serious injury to him- Geography and circumstances alsmce, the learning deficits, the difficulties
self. Greg didn't seem to be the moServed to provide Greg with a way to earnveith traditional jobs, relationships, mar-
coordinated person in the world. But it waldving and maintain some degree of respectages, etc. Although if demands were low
all fodder for the imagination of a teenag@bility. Due to his being raised on a workingnd Greg could come and go as he wished,
from a small town in southern Indiana! farm while he was young, he developedte would keep friends indefinitely. He was

We made a tentative plan that when knowledge of farming and a work ethic. Héhe ultimate free spirit of the 60’s. He did
graduated from high school, | would go visfieally loved to work as long as he enjoyedaintain a relationship with a beloved live-
him. In May of 1968 | did so and spent thdhe people he worked with. | think farmin companion for his last few years.
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There was a constant search for new lewere loners—people who had varying dewvent into a grieving with roots extending
els of stimulation, especially through higgrees of success in the world at large, bisack into childhood. | finally understood
youth and middle yearstruly believe that ~ who pretty much stayed to themselves. Hée depth of grief and pain some of the
individuals with FASD seek stimulation Wwas a social person who would gladly giv&AS*FRI parents had talked to me about.
as a form of self-therapy.After all, stimu- attention to a topic if it meant he could en-  Before Greg died, an old friend hurriedly
lation is what leads our nervous systems aj@dy company and be active. Without anyhrew a party for him. In essence it was his
brains to develop fully and properly.conscious effort, he had the chameleon efvake before the fact. Neither of his sons
Doesn't it make sense that if something fect down pat and lived in the momentwere present, but one daughter which he had
interferes with that process initially, our While he might get judgmental if othernot seen since around 1970 came from the
survival instinct will lead us to try over people around him were, | think it rarelyeast coast. Another daughter who lives
and over again to complete the process? ever stuck. He could be anyone’s friendeloser was there; throughout his physical

Later in life, though, comfort and secu-as long as no one was trying to diminisklecline, she came to see him often and do
rity increasingly began to matter. Gregor inhibit his seeking of new stimulation.everything she could to help him be more
eventually accumulated enough money tblow many people knew a friendship thegomfortable. This was despite his years of
make a down payment on a piece of rockyouldn't have experienced if Greg hadntieglect of her and her needs. | think Greg's
land and a run-down house. As happendwen there? Greg was primarily interestegeneral lack of malice did a lot to make him
many times during his life, his friends camén interaction but he also seemed to haveam easy person to forgive for past slights.
through—in no time the house was roofedatural appreciation for life in general. Greg had 5 grandchildren—three he had not
painted, and fixed up. Then, lo and behold, Atone time | tried to get Greg hookedmet. He was introduced to one of these the
an acquaintance who was into beekeepingp with Neurofeedback treatment, but helay or so before the party. (He had previ-
saw value in Greg's rocky but well locatedhought it was a great joke. | arranged foously met the two children of the daughter
property and beekeeping became anothanother provider in the Spokane area t@ho lives closer.)
source of friendship and income. work with him for no fee. He did notseem At the party, old friends and his newly

It's important to note here that Greg watp have any inclination to take advantagitroduced grandchild provided some truly
never officially diagnosed with FASD. of it, which in my experience has been typiexcellent music. Greg sat tired, and I think
However, | cannot imagine that FASD wasal (especially for males with FASD) whenmore than a little in awe, taking it all in. As
not present in light of his appearance, bdaced with something that is therapeutic but in shifts, as it had been in his life, friends
havior and history. So in about 1998, | jusot fun. | was not geographically closeand loved ones sat with him to hold his hand
began operating on the presumption that ngnough to provide ongoing support, strucand share a few words. After hanging
own screening was accurate and Greg h&dre and motivation. Although at variousaround a little longer than we all expected
FASD. | knew that Greg was not lookingtimes during his life when one friend orhe would, Greg quietly passed away mid-
for a diagnosis and | could see no reason &nother helped lead him, Greg was the reaorning on Dec. 20th, 2005.
push him to get one at that time. But undegipient of massage therapy, chiropractic In thinking through all of this, | have
standing that Greg probably had FASDreatment, counseling, recreational therapgome to recognize three absolutely invalu-
relieved my frustration and helped me findsome nutritional education, and "workable truths. The first is that early, consistent
peace in our relationship. When | recogtherapy.” | think it all helped to keep hiseducation in real-world skills (both for liv-
nized him as being affected by prenatdife more stable and more healthful. As &ng and employment) is vitally important.
exposure to alcohol, things began to mak@ental health counselor, | kept my eye$he second is that FASD does not go away.
sense and nothing ever showed up to coand ears open through the years for eveflyying to act as though it does only serves
tradict my conclusion. | don't think that Inew discovery and development that pronte deprive the affected individual of the sup-
shared my "diagnosis" with any of Greg'ésed to provide needed nutrition,portthey need to have as full and rewarding
close friends until just before his deathstimulation and/or impetus toward healtfa life as possible. Thirdly, | have learned how
They simply were caring, intelligent, flex-for his nervous system and brain. hard it is for so many parents, family mem-
ible people who accepted Greg at face value, |even senta few valued books his wapers, loved ones and professionals to accept
liked him over all, valued his friendship andoefore | learned that for Greg the mairthe second truth. But we must, for it pro-
responded to him in a mutually beneficiavalue in books was in giving them awayfoundly determines how we react to and
manner. The context and nature of thel\n exception, that | believe Greg readerve affected individuals. We all want to
relationships allowed that and it seems teover to cover, was the illustrated book bgave the person who seems to perpetually
have worked. Sometimes when | see thidam Dass entitled, "Be Here Now, Nowbe on the brink of putting it together...a brink
difficulties that other affected individualsBe Here." It is all about living in the mo-which is in reality an insurmountable chasm.
face in the world, | am astounded at hownent and it spoke to Greg’s heart. Will there ever be a treatment? | think
blessed Greg was in many ways. Somewhere deep down inside, | jusit's appropriate that we continue to hope and

Greg was greatly enabled socially by hisouldn't give up on the dream of the relaseek in that area. But in the meantime we
early childhood education in farming and dionship | envisioned back in 1966. Whenneed to recognize and accept FASD on it's
work ethic. Having learned real-world skillsthis autumn, | learned that Greg had beeswn terms, harsh as they may be. For only
early in life, he was able to contribute in &iagnosed with lung cancer and given twby doing so can we respond in a manner
way that made him welcome in many placegnonths to live, | found myself graduallywhich truly serves affected individuals in a
With a few exceptions, a lot of Greg's friend@nd ever-increasingly feeling cheated. Kind and compassionate way.
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Susa n Rich"_ with PAE should be carefully considered (iarticle, FAS Times, Spring 2005.) The chil-

terms of treatment and medication manag#ten, who participated in the study on which
ment) due to the medical risks that many gfe article is based, were identified through
prematurity; developmental delays and/dhe children have. active case-ascertainment methods, in
neurocognitive problems; and other relatqg. Do you have an ongoing doctor/patieﬁix American communities in the U.S. and
factors to distinguish FAS or partial FAS fron’r‘elationship with the people you diagnosé?'€ community in the Western Cape
ARND. In other words, the geneticist proa ves and No. Many of the patients rd2rovince of South Africa. The children and

vides the dysmorphological data angred to see me will continue to see thdfy€ir families underwent standardized mul-
chromosomal/genetic analysis to rule O'ﬁ?imary psychiatrist and therapist as they didisciplinary evaluations, including a

other disorders and help clarify the extent %ming to me for an evaluation only. | ggysmorphology exam, developmental and
the facial dysmorphology. In absence of su¢§j;ow a number of patients for several vidreuropsychological testing, and a structured
features, or where there are fewer featurgs after the initial diagnostic sessions jmaternal interview, which gathered data
than would warrant a diagnosis of full-blowRy,yer to ensure proper follow-up on refefbout prenatal drinking practices and other
FAS, then the possibility of partial FAS 0f5is | have made. Additionally, | hayv&emographic and family information. Data

ARND is considered. Drs. Ed Riley and Sajatients in my clinic who | see for medicdor these subjects were analyzed and revi-
rah Mattson at San Diego State Universityyn, management, play therapy, fami|§ions and clarifications of the existing IOM

Center for Behavioral Teratology and Drstherapy, and related treatment. diagnostic categories (fetal alcohol syn-
Ann Streissguth and Keiran O’Malley at the ) _ drome - FAS; partial fetal alcohol syndrome
University of Washington have provided inQ- DO you or a diagnostic team develop_gFas: alcohol related neurodevelopmen-
sights for understanding the complexity ¢Png-term treatment plan, including reguiqg) gisorder - ARND; and alcohol related

Continued from page 8

neurodevelopmental and cognitive deficif!low-up visits? birth defects - ARBD) were formulated on

these children often face. Through my work- YES, in most cases. the basis of the results. The revised IOM
with Dr. Paula Lockhart at the Kenned®. What is your dream for the future adiagnostic method defined accurately and
Krieger Institute in Baltimore, MD, | havediagnosing? completely the spectrum of disabilities in a

developed a comprehensive approach to U\-FAS: That psychiatrists are able to diaégrge cohort of children who were prenatally
derstand the individual patient’s uniquaose the disorder (since we are the org¢posed to alcohol. This critical research was
strengths and limitations to help guide fuinvolved most often in long term treatmentfunded in part by the National Institute on
ther diagnostic evaluations and referrals (e.8RBD: There are very few cases of ARBBIcohol Abuse and Alcoholism (NIAAA),
neuropsychology, speech/language, physicial/which there are no associated neurodBe National Institutes of Health Office on

occupational therapy). velopmental or neuropsychiatric sequel&dinority Health and Health Disparities and
Q. Do you primarily focus on the facial fea(l-€-» conditions arising from the birth dethe Mosbacher Family Distinguished Pack-
tures of FAS? fect). I have never seen any. To me, if theded Fellowship of the Lucile Packard

A.Not at all. | believe the neuropsychiatri€hildren exist (in rare cases), their problerféildren's Hospital at Stanford. The posi-
neurobehavioral, social functioning, cognf'€ mostly medical in nature. tive prognosis for affected individuals and
tive abilities, and developmental issues afeRND: That better diagnostic descriptioribeir families is immeasurable because of the
more important — those factors (and not whafe established since the DSM-IV TR do@ower of this research. Dr. Hoyme writes,
inot fit well for this spectrum of problems. “On the basis of our extensive experience
FASD: That a diagnostic framework simiwith alcohol-exposed children and adults in
_ . _ lar to the continuum for Autistic Spectrunthe U. S. and South Africa, we propose a
Q. Do you diagnose other conditions (besidegsorders or Alcohol Use Disorders be egiodification of the 1996 IOM diagnostic cri-
FAS) caused by prenatal alcohol exposurZpjished to help guide future researcteria for FASD, making them more specific

they look like) will determine their functiona
limitations and strengths.

A. Yes. clinical practice, patient care, and ultimateBnd clinically applicable in general pediat-
Q. If yes, what do you call these diagnosegrevention ¥ ric practice. Our aim is to improve both the
conditions? reliability and validity of diagnoses within

A. The mental health diagnosis (e.g., lea H. Eugene Hoyme! the FASD continuum.”

Curious about the origin of his passion

ing disabilities, ADHD, mental retardatio MD ano _ !
motor skills disorders, etc.) is made seco toward helping isolated and suffering fami-
ary to the general medical condition (prena ” I?rofessor a.nd Chief, . lies, we asked Dr. Hoyme what it was that
alcohol exposure or PAE). Division of Medical Genetics. originally brought him into the field of FAS.

_ o Department of Pediatrics He answered, “l am a pediatrician and a dys-
Q. What diagnostic criteria do you use ft School of Medicine

h ditions? . . - . morphologist. | trained in dysmorphology
these conditions” _ o Stanford University, California with Dr. Kenneth Lyons Jones at UC San
A. DSM IV-TR. If the patient meets criteri

for a mood disorder, but not the strict criteria  Ré@ders of FAS Times may remembB€d0- Along with Dr. David Smith, Dr.
for Bipolar Disorder, | qualify the diagnosisP"- Hoyme as the primary author of the Zoogin?r?a\llvgfti?: (;)(ist(r:]reib(i:r?-allirgrisnotfhtehe
as being secondary to a general medical codticle, A Practical Clinical Approach to E gl' h i dical I"? . "
dition, prenatal alcohol exposure. In cases &tiagnosis of Fetal Alcohol Spectrum Dis- dng 'S -sptea_ N9 mihlga jera u_re:[h \lNztis
ADHD, | strongly feel it is important for cli- orders: Clarification of the 1996 Institute uring my training with br. Jones in e fate
nicians to be aware that ADHD associate@f Medicine (IOM) Criteria. (See review of 1970'S that | developed my passion for this
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Eugene Hoyme Q: How many of these patients are comsariable, as above.

ing to you because they or their referringg: Do you refer your patients to another

Continued i

—_— agent believe they have FASD? —  meical or mental health professional for
field. | have subsequently served as a faé:: As above, about 25% of my practice I%0-occurring conditions?

ulty member at the University of Vermont,related to FASD referrals. A: Yes, as is necessary.

the University of Arizonf'i, an_d (for th_e Pasky: What percentage of your patients act
9 years) at Stanford University. During my,y receive a diagnosis related to prenat
tenure in Arizona, my colleagues and I evalugiconol exposure?

ated over 500 children prenatally exposed tg. Approximately 50% of those referred
alcohol, and these children, adults and famjg (e out FASD.

lies convinced me that there was a need for ) o 5
amore uniform and comprehensive approad® What diagnostic criteria do you use? 5. \ypat i your dream for the future of

to the diagnosis of children with FASD. f\:hl l(ste the :Teyissddl'otm Cr(i':jria as ptublijiagnosing FAS?
] i ished recently in Pediatrics (Hoyme et aly. .
Q: How long have you been in the field? pegiatrics. 2005 Jan:115(1):39-47) A: Widespread acceptance and use of the

A: | have been interested in FAS since 197%. ; ; . Revised IOM Criteria so that all affected
%: Do you primarily focus on the facialgyidren will have the availability of diag-

: What kind of long term follow-up would
u like to see for those with FAS?
A: Annual follow-up visits with a multi-
disciplinary team and more frequent visits
as needed.

Q: Do you diagnose FAS in the context ofeatures of FAS? nosis and treatment.
research and/or clinical practice? A: The Revised IOM Criteria use the pres- _
A: Both. ence or absence of prenatal alcohd: What is your dream for the future of

Q: What is your primary area of concern?SXPoSUre: growth parameters, a small he&#gnosing ARBD?
’ yourp y “ circumference or other structural brain ap®: Widespread acceptance and use of the

A: Diagnostic criteria, prevention and normality, characteristic objective facialRevised IOM Criteria so that all affected
Intervention. features, and the learning and behaviorghildren will have the availability of diag-
Q: Do you diagnose FAS in a typical mediprofile to assign diagnoses within the'0sis and treatment

cal setting or in a multidisciplinary FASD continuum. (See reference above@; What is your dream for the future of

. o _ ;

professional team : .. _Q: Do you diagnose other conditions (sucfiagnosing ARND?

A: In my research, | work in depth with a ¢ ;o pijities/mental health disordersf: This diagnosis remains problematic be-
specific multidisciplinary team (from the . ooy by prenatal alcohol exposure in a§2use, although psychologists and

University of New Mexico) that includes .. " “crco neuropsychologists have moved closer to
professionals from a number of d|SC|pI|nesA: Yes. suggesting a unique phenotype for this di-
dysmorphology, psychology, neuropsychol- _ gnosis, we are not yet there. My dream is
ogy, special education and maternaQ: What do you call these diagnosesy; qch a specific profile will be devel-

interviewing. In my clinical practice at Stan-conditions? oped, allowing for accurate diagnosis and

ford, I gather information from healthA: The diagnostic categories are: FASp.o - ention for children affected with
professionals in education, psychology angartial FAS, alcohol related birth defect RND.
neuropsychology for any child | evaluate fofARBD) and alcohol related neurodevel-

potential FASD prior to my dysmorphologyopmental disorder (ARND). When asked about his current projects,

inati ; At . . Dr. Hoyme stated he is involved in the fol-
examination. Prior to my examination, | alsqg: What diagnostic criteria do you use fofowingyareas of studly

review all medical records, reports and tes itions? . . .
P these conditions? ¢ Determining diagnostic parameters for

ing in addition to the biological family o- revised IOM Criteria. as above. s ! :
history, if available. After gathering these . ) FAS_D in mfz_incy—a new_prolect that will be
data, | assign either an FASD diagnosis & Do you have an ongoing doctor/patientarried out in South Africa.

another (often genetic) diagnosis for a paF_eIationship with the people you diagnose® Epidemiology, diagnosis, treatment and
A: Sometimes. | always offer follow-up; intervention for FASD in the Native Ameri-

_ ) however, because of distance, health itan population of Northern Plains (in
Q: How many patients do you estimate thafy,rance or the comfort of the referringollaboration with Dr. May at UNM).

you have diagnosed during your career? pnysician with caring for children with ¢ Epidemiology, diagnosis, treatment and
A: 800 FASD patients. FASD, the family may decide all that isintervention for FASD in South Africa (also
Q: How many patients do you see on kequired is a one-time diagnostic visit. in collaboration with Dr. May at UNM).
monthly basis? always make my services available agai# Consultation to the PASS project, evalu-
A: | evaluate approximately 40-50 dysmorto any patient if new issues arise...even dtion of the role of prenatal alcohol exposure
phology patients per month. Of thosel don't follow him or her regularly. in SIDS and stillbirth in the Northern Plains

approximately 5-10 are referred to rule OUQ: Do you or a diagnostic team develop gnd South Africa (in collaboration with

FASD. long term treatment plan, including regu_I-|arvard University and the University of

Q: Where do your referrals come from? lar follow-up visits? SOlfAt\h Dakt(_)ta)t. shing ‘
A: My referrals come from the foster caréA: We always recommend appropriate . tny p? ens Wlst mtho':eques ?n6§8-
system, pediatricians, family physicians, anthedical/psychological/educational interPOINtMeENL, May contact Lr. Hoyme & (650)

self-referrals from families themselves.  ventions for each patient. Follow-up i/ 2368589

ticular child’s disability.
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Phil May children prenatally exposed to alcohol teraf all alcohol consumed at the time of the
e to earn lower scores on arithmetic tests thamerview by both groups was on weekend
Continued from page 3 on other tests. (Streissguth, et al, 1994) days, i.e., the children all lived in a similar
and research protocol for FAS. Avyear latef, There is increz_ising eviden_c_e tha_tiultural environment_—92_.3% of_ the case
a follow-up study,Epidemiology of FAS aicohol-exposed children are defiuent imothers reported drinking during preg-
Among American Indians of the Southwest, different components of attention andancy, and 88.7% - 92.5% reported
was published with Jon Aase, Jonathagxecutive functioning (Coles, et al, 199@rinking about the same amount through-
Samet, and Karen Hymbaugh in the scieffodituwakku, et al, 1995) out the trimesters.
tific journal, Social Biology. This study " _Various qther iesearch_ers have obtained possibility to document_the drin_king
focused on specific populations of Navajoe,V'dence of impairments in: habits of the fathers of the children. Ninety-
Pueblo and Plains native tribes where at-information processingjacobson - ‘98) six percent of the case fathers currently
total of 115 alcohol-affected children were 2- NUMber processir(gopera-Fry et al, ‘98) drink compared with 73% of the controls.
identified. 3. visual memoryUecker and Nadel, ‘96) Drinking fathers of children with FAS con-
The third major project by Dr. May 4.verbal learning, memoryvattson et al, sumed 84.6 drinks per months, compared

(with Karen Hymbaugh) was published in ‘96) with 47.5 for drinking controls. Fathers of
1989 in the Journal of Studies on Alcohol.2- languaggAbkarian, ‘92) children with FAS were more likely to be
The article reported on research to develop?: motor functionRoebuck et al, ‘98) reported as having a drinking problem than
A Macro-level Fetal Alcohol Syndrome 7.Behavioral and emotional difficultiescontrols and to be farm laborers. It was clear
(Steinbausen and Spalac, ‘98) that residing on some of the fruit and wine-

Prevention Program for American Indians > X oo
and Alaska Natives. The goal of this This article goes on to describe in detdifoducing farms in the region is a grave
program was to provide native the purpose and focus of the authors’ WOH§k_ factor because severe e.p'S.Od'C drink-
communities throughout the U.S. with in South Africa. In other related researcR9 'S perpetuated by norms within a context
the knowledge, skills, and strategies to articles from the Western Cape of South APY POVErty. despair and hopelessness.
initiate effective and culturally- rica, a research team of which Dr. May is Uit grape and wine production domi-
appropriate prevention measureswhich  the Principal Investigator, found the high?t€ the region. Wine production over the
would be unique to the needs and norms ekt prevalence of FAS ever reported arouﬂast _300 years has mfluenced _the _modal
each community. The key purpose of théhe globe and 100 “gold standard” cases’ _rmIgng patterns. Wine was hist(_)rically
project was to provide training to a cadre  Also in 2001, the articl@he Effects of distributed daily to workers as partial pay-
of trainers/advocates in local Indian angrenatal Alcohol Exposure on Executive MENt for labor, under what was called the
Alaska Native communities served by th&unctioning authored by Piyadasa w Dop’ system. Dop was o_utlawed by mul-_
Indian Health Service. With this dis-Kodituwakku, Wendy Kalberg and Philipt'ple_StatUteS and there is general public
tinguished track record, Dr. May continuesay was published in Alcohol Research artf "iment againstits practices, but residual
to do research in the American Indian andealth. The essence of the data was tREHEMS of regular, heavy episodic alcohol
Alaska Native cultures and periodicallypeople who have been exposed to alcoff@nsumption by some are a legacy.
publishes data gathered from this researghenatally may exhibit impairments in the | "€ children in this study were each ex-
base. performance of relatively complex angmined by i‘ourtwo-perS(_)n_ teams (one_dys-
Over the years, Dr. May's collaborativenovel tasks These tasks include tests™orPhologistand a physician being trained
work has steadily grown and now includedesigned to measure executive'! diagnosis). Every team worked indepen-
a large number of scientists gathering datanctioning (EF) or the ability to plan and €Nty but simultaneously, using standard-
on ethnic groups across the globe. In 200guide behavior to achieve goals in an'2€d Institutes Of Medicine (IOM) assess-
he along with several colleagues (Colleesfficient manner. ment criteria. It is important to note that
M. Adnams, Piyadasa W. Kodituwakku,  For a more comprehensive look at pihe evaluations did not stop at the point of
Andrea Hay, Chris D. Molteno, and DenisMay’s amazing quality and quantity of dysmorphology examination but contin-
Viljoen) publishedPatterns of Cognitive research, please see the associated artig@d With an interdisciplinary, multiple-
Motor Development in Childrenwith Fetal  on Dr. Hoyme (p. 12), Dr. Robinson (p. 5j°™Main. control-group design that we be-

Alcohol Syndrome from a Community in  and Ms. Kalberg (p. 5 lleve Iisdcomfplf]te, acculrate andOI rerlliable
South Africa in the scientific journal, nowledge of the prevalence and charac-

e Clini ; . teristic of FAS. Final diagnoses were made
Alcoholism: Clinical and Experimental LUther ROblnson'“ only after case conferegces were held for

Research. This article is significant in_ g
Continued from page 5 each child. Results from dysmorphology

several ways, one of which is the inclusior R g
of a comprehensive outline of previoug® intact-relatively low mobility in the examinations, developmental testing and
maternal interviews (each domain com-

research that has documented the cognitigémmunity; : : :
dysfunction in children with FAS as¢ Ppossibility to do comprehensive materpleted by independent investigators) were

follows. nal interviews on affected children.presented at the structured case conference.
*» The average IQ of these children is ifMaternal drinking variables indicated thaf-urthermore, as of the completion of this
the borderline range: 70-79 (Mattson, et athe mothers of all children with FAS weresecond wave of research in this commu-
1997; Streissguth et al, 1990) likely to be drinking more at the time ofnity, these studies have identified 100 “gold
= On tests of academic achievementhe interview. Furthermore, almost goystandard” cases for further research and for
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clinical services. That's the good news.

The magnitude of the problem is sub- L , i n f h t
stantial. Most of the children were born in
1993, one year before the end of apartheid™
Past apartheid policy (enforced segrega- FA s LA N E
tion by ethnicity), resulted in an over-
representation of individuals in lower SES,
as is clearly reflected by the concentration
of cases in the poorer, rural areas. But the
sad news is that the rate of FAS among |had worked so hard keeping Alex fronmore expensive than we thought-$65. Plus
children in this study is 60% higher thagating or drinking all morning because, adoth Amy and Alex were so hungry they
reported in our similar and previous Soutéording to the dentist's instructions, Alekad to stop at KFC (and that little diversion
African study. We can speculate on th&asn't supposed to have anything to eatawst $22 for both their lunches). Add the
possible causes of this increase, but whalrink until after his appointment. Once i1$7 it cost to get Amy's blood sugar up and
ever the cause, the rate of increase in #e car, Alex found an unopened bottle dfcost me $94 for a dentist appointment that
already alarming rate (the first study founwater. He was determined he was going ttmesn't include the actual doctor's fee.
40.5-46.4 affected children per 1,000 arftave a drink. | thought maybe I could roll ~ Anthony brought both Alex and Amy
the second, 65.74 affected children pdown my window and try to grab it out ohome. | decided to go to lunch in Wenatchee
1,000) is cause for grave concern. his hand by reaching in the back seat, buwvith my other son, Travis. As | got back

Those of us who have worked on thigured he would probably be quicker thahome into Chelan, | got a call from a very
South Africa project feel that a new era diwas or | would end up driving off the roadirate Alex who was at home by that time.
understanding has opened up on the caiter some fast talking | was able to get hirkle had locked himself in the bathroom with
sequences of prenatal alcohol exposute.setitdown. (Now | know how the policeéhe phone and pliers. He told me the tooth
The data show the affects on the childréael when they try to talk a gun away fronmurt bad and he was going to pull it out. |
already born, revealing many of the vulsome deranged person.) | finally convincezbnvinced him to wait for me because it
nerabilities of their family situations anchim that | would not let him die of thirst. would be easier for me to do it.
the critical changes that must be made if |changed the subject to get his mind off My husband, Harley, and Anthony were
societies around the globe want to preveiftod and water-when suddenly, Alex's priocked out. Alex allowed me in because |
these birth defects in future populationgnary aide Amy announced, "I am starvingsaid | would help him. Harley told me he
Comprehensive studies similar to the Soutrhaven't had anything to eat since 11 lasad given Alex some Tylenol so | knew |
Africa research are currently under way inight. | have a migraine and | am feelingvould have to stall until it took effect. |
other parts of South Africa, in Washingtosick. | think it's low blood sugar from nottook 5 minutes trying to find the right tooth.
D.C. and in Italy. % eating. | really need something to eat, nowl'knew that 5 minutes was all he would tol-

Pam Medgard

In spite of all the complaints, | artfullyerate when he starting to call me all the

dodged her demand and finally got Alex intstupid names. So | looked at the pliers and
%Ve th e DateS| the dentist’s office. | leaned over and whisaid, "My goodness these are filthy” and |
pered to Amy, "See if Alex will play foosballbegan washing them with hot water and
with you to work off some of his anxiety."soap. OK, that was good for 5 more min-
DASA Treatment Institute Amy just stared at me. | waited a few seates. | placed the pliers in his mouth,
July 6-8, 2006 onds and could tell it hadn't sunk in. | triedhecked again to make sure it was the right
Seattle Pacific University again. "Amy, Alex is very anxious. See ifooth and said, "Wait! | am calling Tari to
he will play the play station or foosball withmake sure | pull this out the right way."
Pam Sacks-Lawlar (360) 725-3812| you, OK?” She said, "No. | am starving, When she answered the phone | explained
haven't eaten since 11 last night." 1 finallthat we were pulling the tooth that was just
DASA Prevention Summit said, "Hey Alex, let's play foosball.” Nofilled because it hurt Alex so badly. He was
dice. Instead we all three sat gloomily fonodding his head in agreement. She is so
October 18-20 40 minutes...just waiting. When Alex finallygood, she caught on right away and yelled
Kennewick, WA went in to see the doctor, | could have kissé&d the phone (loudly enough for Alex to
Steve Brown (253) 476-7015 || thereceptionist. While he was with the defiear), “No don't do that! He will bleed to
tist, | walked next door to get Amy somealeath!" His eyes got really big. | said, "Oh
. . food. When | suggested protein, she assumlgx, | would have killed you!"
Co-Occurrlng Disorders me that large fries and a large milkshake Either the pain pills took effect right that
Conference would be best for her low blood sugar. minute or the thought of bleeding to death
Sept. 18-19, 20086, I met Anthony (Alex's aide from Ser-eased the pain. Either way, he was able to
. vice Alternatives who works with Alex onwalk to his chair and continue playing his
Yakima, WA the second shift) at the dentist. He wenew game-his new expensive game. That's
Ruth Leonard (360) 725-3742 with Amy and Alex to buy the play statiorthe good news. The bad news is that Alex

game. He called me to say it was a littlstill has one more cavity. ¥
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Wow, this is fantastic. You guys do theDear Mrs. DeVries and Staff:
best newsletter! | want to show this to As | sit with my “fit-throwing” nine-
every person on our Task Force. year-old, this last issue of FAS Times is
Teresa Kellerman open before me and | am so grateful!
FAS Community Resource Center | remember the first gathering of FAS
in Tacoma (that | attended four years ago).

Hi Ladies, At the time we lived in Washington and it

| just wanted to drop you a quick notevas the first time | had been alone with
_ to say how much | appreciated this editiomy thoughts since the boys came home. |

'You may remember me—the gal with the the FAS Times. It is wonderful to learnremember sitting and listening and think-
white hair—we met about 15 years ago. fyore about the health care providerimg | might just start weeping right in the
was able to get my son diagnosed aboutound the country that are working in theniddle of the presentation. My babies were
year after we met. Thought you might wanfie|q. | especially enjoyed the story aboupre-schoolers then and you understood the
to use his story sometime in FAS Times. Thghat is happening in Mossyrock as I'm irworld | live in each day.
diagnosis helped him to get into manyhe midst of working with a group here in | was overwhelmed, relieved and en-
services. | have been a faithful reader of FARnchorage that is trying to get a secondouraged. You told me about books to read,
Times for many years. You all have done giagnostic team in place that will be abl@eople who might help, resources. | saw
superb job of spreading the word aboyj evaluate non-native children, youth anih your eyes resolve, peace and wisdom. |
FASIFAE. adults. saw the same look in the eyes of the other
Thanks to all of you for continuing to mothers. It is not a wisdom most moms
Cammy M. |ead the way—and report back to us frorget to achieve. It is not a path | would have
the edge! chosen. But | am honored to be among the

Best wishes for a peace-filled spring.ranks of parents who, by God’s grace, help
the challenging ones. And thank you—you
have made a profound difference in the life
FASD Parent Support Projectof our family.
Stone Soup Group Joyce C.

Jocie,

Sincerely,

The following are notes we have received
in response to our last (Winter 05/06)
issueof FASTimes, FASD: Diagnosingthe Cheri Scott
Spectrum - Part 1.
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Division of Alcohol and Substance Abuse (DASA).
FASTimesis 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 $e@t to the
Box or e-mailed to Ann Waller <Ann@fetalalcoholsyndrome.org>.
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