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Annual Report 2000

HIGHLIGHTS OF THE YEAR

The year 2000
marked our tenth anniversary
as an organization. Over these
past ten years we have touch
the lives of over 1000 affected
families. This amazing num-
ber is even more impressive
in light of the fact that many
of us were told that our
child's syndrome was very
rare with possibly only sev-
eral dozen other affected
families in the world. Our
families include children as
well as adults with chromo-
some 18 abnormalities. We
have found each other across
oceans and language barriers,
yet are al bound by the com-
mon trail that we are blazing
to help individuals with chro-
mosome 18 abnormalities
live better lives.

Our accomplish-
ments of the past year are
again derived from the talents
and energy of our members.
Claudia Traa chaired our an-
nual conference that brought
families together from al
over the world. The story and
pictures are inside. We spon-
sored out first annual San An-
tonio charity golf tournament,
directed by Jm Traa This

fundraiser was fabulously
successful, even though this
was itsinaugural year.

In 2000, we also
launched a completely re-
vised web site.  This site is
our primary mechanism for
reaching new families, their
educators, and health care
providers. The index page art
(pictured below) was created
by Bruce Steinke (Dylan,
18g-) and the web master
who designed and maintains
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the entire site is Robert Moss
(Zachary, 18p-).

In addition, a seven-
minute introductory videotape
was completed by Dawn Sci-
bilia (aunt of Jason Sassono,
18p-). The tape is available
free to our members to use at
educational and fundraising
events. The video features our
own members explaining who
we are and what we are doing
to help our affected loved
ones.
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The mission of The Chromosome 18 Registry & Research Society is to help individuals with chromosome 18
abnormalities overcome the challenges they face so they might lead happy, healthy and productive lives. We do

this through service, education and research.
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OUR MEMBERS TOUR THE CHROMOSOME 18 CLINICAL
RESEARCH CENTER FACILITIES AT THE UNIVERSITY OF
TEXAS HEALTH SCIENCE CENTER AT SAN ANTONIO

One of the highlights of the conference
was a tour of the University of Texas Health
Science Center at San Antonio. Families were
welcomed to the Health Science Center by an
important group of university officials, Dr.
John P. Howe, 111, President of the Health Sci-
ence Center, Dr. Anthony Infante, Associate
Dean for Research, Dr. Celia Kaye, Chairman
of the Department of Pediatrics and Dr. Brian
Herman, Chairman of the Department of Cellu-
lar and Structural Biology. After the introduc-
tions, the adults were taken on a tour of the

Health Science Center facilities and the
children stayed in the auditorium and were
entertained by Daisy Bee the clown.

The tour included visits to the vari-
ous laboratories and the hospital. Eillen
Lundeen (above and to the right), Research
Coordinator for the General Clinica Re-
search Center, shows off the facilities that
are housed in Audie L. Murphy Veteran's
Hospital. This is where families who par-
ticipate in the clinical research studies stay

during their visit to the Chromosome 18
Clinical Research Center. The staff of the
Genera Clinica Research Center very
proudly display pictures and thank you notes
on their bulletin board (left). These have all
been sent from the families who have partici-
pated in the chromosome 18 studies.
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During the tour of the various laboratories,
families view cells through a microscope
(upper left). Dr. Robin Leach (upper right)
shows how cells are grown in the incuba-
tors behind her and are kept frozen in lig-
uid nitrogen for storage. Dr. Teresa John-
son-Pais (right) explains her plans for mak-
ing mice with 18g-. Xavier Reveles (lower
left) discusses how chromosomes are ana-
lyzed under the microscope. Families
(lower left) are shown how to interpret mo-
lecular analysis data in the laboratory of
Dr. Jannine Cody.
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The Chromosome 18 Registry &
Research Society

(RATI)

RESEARCH ON THE SYNDROMES OF
CHROMSOME 18

In 2000, The Chro-
mosome 18 Clinical Research
Center at the University of
Texas Health Science Center
at San Antonio continued to
broaden its scope to include
all the syndromes of chromo-
some 18. The clinical and
molecular studies on 18g-
began in 1993. In 1997 mo-
lecular studies of individuals
with 18p- began, followed by
clinical evaluations, which
began in 2000. Also in 2000,
the molecular studies were
expanded to include anyone
with any chromosome 18 ab-
normality. The scope will be
complete only when all of the
syndromes are able to be in-
cluded in the clinical studies.

This Center will be
able to bring together the
critical mass of information
that will be necessary to learn
about and treat the chromo-
some 18 syndromes. This in-
formation will come through
the combined efforts of many
scientists from a variety of
medical specialties in concert
with the participation of as
many affected individuals as

possible. Together, families
and researchers will over-
come the two major obstacles
of the rarity of the syndromes
and the complexity of a chro-
mosome abnormality.
Highlights of some
of the specific findings from
the Chromosome 18 Clinical

Research Center are:

In individuals with 18g-:
Virtually everyone
has a unique break-
point on his or her
chromosome 18.
14% of the people
who were told they
had deletions of the
end of the chromo-
some actualy had
more complicated
rearrangements that
were interstitial de-
letions, partial dupli-
cations or involved
other chromosomes.
Mental ability is re-
lated to the size and
location of the dele-
tion. Those with the
biggest deletions
have the lowest

mental ability and
those with the small-
est deletions have
the highest.
68% qualify for
growth hormone
replacement therapy.
Individuals treated
with growth hor-
mone have perform-
ance 1Q changes of
between 0 and 47
points, with an aver-
age increase of 23
points.

In individuals with 18p-:
Only 20% have
mental  retardation,
yet 100% have
speech delay.
72% have similar
breakpoints near the
centromere.
23% qualify for
growth hormone
therapy.

In the coming years, we
will add information to this
list about every syndrome
and increase the depth of in-
formation.

The Syndromes of Chromosome 18

Norma

Chromosomes

Tetrasomy 18p

Ring 18

18p-
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PROGRAMS AND SERVICES

Our mission is to
help individuals with chro-
mosome 18 abnormalities
overcome the obstacles they
face so they might lead
healthy, happy and produc-
tive lives. This mission is ac-
complished through service,
education and research. Our
service activities include an
annual conference and nu-
merous newsletters. The
Chromosome 18 Commu-
niqué is the most widely cir-
culated of our newsletters.
Memos for Members is a
member's only newsletter
containing information about
upcoming events and ongoing
projects. Our syndrome coor-
dinators (one for each of the
five magor syndromes) pro-
vide a syndrome-specific

closed circulation newsletter
for the exchange of informa
tion and personal stories
among families. Each of our
ten Regional Coordinators
oversee local events such as
family get-togethers as well as
local public and professiond
education. Our newly revised
web dite is our primary means
of public outreach.

We have two main
avenues for parents/guardians
to share information: the Par-
ent Network and listserves,
both open to current parental/
guardian members. The Parent
Network is simply a contact
information list. The online
listserves (18g-, 18p-, and Tet-
rasomy 18p) are maintained by
parent volunteers.

We believe there are

no incurable conditions, only
those that have not yet been
understood. Our goa is to
make sure that the syndromes
of chromosome 18 are under-
stood. This understanding
will
therapies that will lessen the
burden of these syndromes.
The path to understanding the
chromosome 18 syndromes is
paved with research dollars.
Clinical research is very
costly, which is why we de-
vote so much effort to fund-
raising. The price may be
high, but the potentia re-
wards are even greater. Re-
search will bring us the an-
swers to the many questions
we have about our loved
ones. It will give us insight
and will guide our actions.

FINANCIAL STATEMENT

for the year ending December 31, 2000

Revenue and Support

Membership Dues 9,119
Interest Income 3,122
Conference Income 23,093
Merchandise Sales 7,852
Fundraising 138,433
Combined Federal Campaign 10,279
Contributions 55,315
TOTAL 247,213
Expenses

Program Services 93,609
Research Grant 80,000
Management and General 5,480
Fundraising 8,844
TOTAL 187,933
Net Assets, Beginning of Year 91,361
Net Assets, End of Year 150,643

Prepared by Cavazos and Coleman, P.C.
Certified Public Accountants

bring treatments and |==
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Conference Statistics
Attendees included:
249 individuas
73 families
5 affected adult
37 extended family
members & friends

They came from 24
states and the following
countries:

Australia Canada
Costa Rica Mexico
Scotland

2000 FAMILY CONFERENCE

Last June we held
our annual family conference
near the Registry’s home
base of San Antonio, Texas.
Tapatio Springs golf and con-
ference resort in Boerne,
Texas, proved to be a won-
derful forum for both educa-
tion and fellowship. The
conference began on Sunday,
June 25, with a successful
charity golf tournament and
silent auction. This was fol-
lowed by a combination
awards ceremony and wel-
come reception. It was a
wonderful  opportunity for
local supporters to get a
glimpse of our families and
our wonderful kids. Since
The Registry is headquartered
in San Antonio, it is essential
the city know our organiza-
tion and our mission. The
timing was wonderful from a
media standpoint because our
conference coincided with the
announcement that the entire
human genome was mapped.
This resulted in local news
coverage and two informative
newspaper articles about The
Registry.

Early Monday was
the official start to three days
of numerous, exciting speak-
ers. First we debuted our 7-
minute video produced by
Dawn Scibilia, aunt of Jason
Sussano. Brad Prewitt, coun-
sel to United States Senator
Thad Cochran from Missis-
sippi, officialy started our
program. Brad has been an
ally to The Registry prior to
our meeting with him during
the Washington, D.C. confer-
encein 1999. He spoke to us
in a sincere manner about
policymaking and how it ap-
plies to both our organization
and as individuals with spe-
cial needs children. He
taught us that we had each a
voice to be heard on Capitol

Hill, and encouraged us to be
loud and clear. He shared
with us the language, which
he suggested appear in the
committee reports, which
spoke directly to syndromes
of chromosome 18.

Don Meyer, Director
of The Sibling Support Pro-
ject, went above and beyond
as a spesker. He held a
“Grandparents only” work-
shop, where these wonderful
members of our families were
able to talk openly about their
concerns, hopes and fears.
Their discussion remained
top-secret, but insiders re-
ported that many sighs, tears,
smiles, as well as stories of
pride and joy were shared.

Don presented to all
attendees, Meeting the
Unique Concerns of Sblings
of Children with Special
Needs. His presentation was
insightful and moving and
drew our focus to the brothers
and sisters of our kids. He
addressed the sibling’s possi-
ble feelings of isolation, am-
bivalence, guilt, and pressure
to achieve. In addition, he
explored their feelings re-
garding their increasing role
as caregiver, especialy for
older siblings, and their fear
of what the future holds in
store.

Finally, Don took a
group of about twenty sib-
lings ages 8 to 16 and held a
sample Sb Shop. The only
attendees permitted were sib-
lings. No adultsl! Once
again, Don provided a safe
environment for the kids to
offer each other peer support.
He accomplished this within
a lively, recreational context
that emphasized a “kids-eye-
view”. Unique, offbeat fun
games were the communica
tion tools used in this support
project.

In the science por-
tion of our conference, Jan-
nine Cody, President, gave us
a valuable lesson in Genetics
101. Even for repeat atten-
dees, this portion aways
sheds light on something new
or clarifies something we
thought we knew. We were
fortunate to have two distin-
guished guests from The Na
tiona Institutes of Health
(NIH). Dr. Mary Lou Oster-
Granite, Ph.D., is a Hedlth
Science Administrator at Na-
tional Institute of Childhood
Development. She spoke to
us about the NIH, specifi-
caly: what is it, how is it or-
ganized, and how the various
institutes set priorities. Dr.
Monique Monsoura, Ph.D., is
Policy Analyst to Voluntary
Health Organizations at the
National Human Genome
Research Ingtitute. She spoke
to us about the very news
worthy genome project, gene
sequencing, and what this
might mean to our families.
A highlight to our conference
is aways the Research Up-
date portion of the program.
This year we were fortunate
to have Drs. Dan Hale, Robin
Leach, Peg Semrud-
Clikeman, and Celia Kaye
present an update of the re-
search findings and progress.

Related to the sci-
ence portion of our confer-
ence, the families boarded
busses and got a tour of the
University of Texas Health
Science Center, San Antonio
(UTHSCSA), and Chromo-
some 18 research facilities.
Various faculty and depart-
ment heads including Univer-
sity President, Dr. John P.
Howe, also welcomed us (see
pictures on pages 2 &3).
This alowed our families,
many of whom only imag-
ined what was going on at
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UTHSCSA, to take away a
more concrete picture of the
important things happening
there. We then took the bus-
ses downtown for some R&R
a San Antonio’'s beautiful
Riverwalk.

Paul Burton, JD.,
M.S. Ed., educated us about
parent’ s rights under the Indi-
viduals with Disabilities Edu-
cation Act (I.D.E.A). This
very interactive presentation
was designed to acquaint par-
ents, educators and involved
parties with specific sections
of [.D.E.A. that address par-
ent involvement.

Kathleen Doria, by
trade a professiona fund-
raiser, was an extremely dy-
namic, motivating individual
who spoke to us about how to
get involved in FUNd-raising
in our organization.  She
helped us understand that we
are al capable of and respon-
sible for fund-raising.

Since dl of our chil-
dren seem to have speech de-
lay in common, we invited
Shawn Williams, Speech-
Language Pathologist to ad-
dress our group. She dis
cussed terms we hear all the
time like language, vocabu-
lary, articulation, fluency
voice and oral motor. She
analyzed oral motor, feeding
and speech development dur-
ing the first three years of
life. She also armed parents
with tips to use with their
children to help with speech
and language devel opment.

Rick Guidotti, Presi-
dent of Positive Exposure
was an “out of the box” addi-
tion to our conference. Rick,
a former high profile fashion
photographer, shared his vi-
sion and project “The Spirit
of Difference” and
“Redefining Beauty” and to-
tally enchanted us. Rick de-
cided he was weary of soci-
ety’s rigid definition of
beauty. He immersed himself
among people affected by the
genetic condition known as

albinism. In away that never
exploited these people but
rather helped to build self-
image and self-esteem, he
photographed them in all cor-
ners of the world. His mis-
sion is to show them and the
world that they are, in his
words, “amazing and gor-
geous’. We could al relate
because our children are all,
by Rick’s definition and our
own, truly beautiful. He pho-
tographed our kids at the con-
ference and they felt pretty
special. Visit his website at
www.rickguidotti.com.

This year we were
able to continue the tradition
of Syndrome Breakout Ses-
sion with each of the various
syndrome groups meeting
together to discuss problems,
accomplishments, hopes, and
fears. Thisis always a favor-
ite part of the conference be-
cause we learn so much from
each other.

The last day before
our farewell Cowboy Bar-B-
Que, we tried something new.
We held two pand discus-
sions. We had a pane of
doctors present and then an-
swer questions. Since our
children are affected in dif-
ferent ways, we decided sev-
era specialists would be the

most effective way to address
at least some of our medical
concerns.  The panel con-
sisted of Dr. John V.
Mumma, pediatric ophthal-
mologist, Dr. Kenneth
Bloom, pediatric cardiologist,
Dr. Ted Knicker, alergist,
(discussed his theory on how
certain food affects behav-
ior), and one of our members
Dr. Susan Sheinkop, pediatri-
cian, Mom to Ellie, Ring 18
mosaic (discussed medical
advocacy).

Our other panel was
of our own very talented
members, who have so much
to offer. Panel members in-
cluded, John McGing, Dad to
Sean, tetrasomy 18p, Cath-
erine Burzioo Mom to
Pauline, 18p-, Juana Carter,
Mom to Geoffrey, 18p-, and
Torrie Bryant, 18g-. This
was an extraordinary segment
to our conference. Members
shared their struggles, ac-
complishments, advice, tal-
ents and heartwarming sto-
ries. Tears and smiles were
abundant during these pres-
entations. It just goes to
show we don't have to look
very far to gain insight and
wisdom. Our own members
have tremendous information
to share.

A pand of our members shared experiences and infor mation with the conference
attendees. Catherine Burzio (I—r), John McGing, Juana Carter and Torrie Bryant.
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MEMBER SUMMARY

Identified Families:
18g-

18— mosaic

18— interstitial
18p-
18p—interstitial
Ring 18

Ring 18 mosaic

Tetrasomy 18p (includes partial)

Tetrasomy 18p mosaic
Trisomy 18

Our identified familieslivein:

360 United States 1014
19 Canada 78
12 Mexico 3

186 Australia 36

1 Europe 133

89 South America 19
5 Africa 6
81
4

319

Trisomy 18 (includes partial & mosaic) 30
Trisomy 18q (includes partial & mosaic) 24
Trisomy 18p (includes partial & mosaic) 11

Other

148

ONE

It's hard to believe
that over a year has passed
since Tdia came into this
world. Like the hurricane that
threatened the very founda
tion of St. Mary's hospital the
day after her birth, Talias
dtart in life was a rocky one.
And while the winds have
calmed and seas settled, these
past twelve months have left
all us a bit weathered. It's
been one battle after the next
with the end far from over,
but we're charging uphill and
that's what realy matters.
Fortunately the Chromosome
18 Registry & Research Soci-
ety has been there for us
every step of the way, fur-
nishing the kind of guidance
and support that keeps us
trudging along and coming
back for more. Thanks to
them, we've made enormous
progress that still leaves us
amazed. As for our little girl,
she's a true wonder. Never
could a family feel more em-
powered. Never could a fam-
ily feel more blessed. Never
could a family fed more
thankful to have such a
daughter as Talia. In Hebrew

FAMILY’S STORY

Taia means "Heaven's Dew."
There's no doubt -- our little
dewdrop was heaven-sent!

An easy pregnancy,
an easy labor, and an easy
delivery ended with an emer-
gency suctioning, a chest X-
ray, a low birth-weight and
all sorts of questions. Even
the honorary umbilical cord-
cutting was usurped by the
obstetrician  while daddy
stood by helplessly waiting.

As Hurricane Irene's
wrath left the aged hallways
flooded, monitors flickering
and back-up generators burn-
ing, we spent the next few
days going back and forth to
the Neonatal Intensive Care
Unit. All those hours | had
spent pouring over pregnancy
and parenting magazines
were to no avail. None of
them had breached the sub-
ject of brown scrubbing soap,
48-hour neonatologist duty,
miscommunication and chro-
mosome tests. Rather they
were al peaches and cream
with a bit of postpartum de-
pression on top. Lucky for us,

the well-wishes of family and
friends helped keep our spir-
its alive despite the heartache
we felt beneath. Forever, we
will be grateful!

Two weeks later,
Seth and | - with Talia in
hand sporting an adorable
Hannah Andersson Swedish
specia, don't-chaknow - sat
facing our pediatrician whose
sullen face was enough to
make the knots in my stom-
ach do afew extraloops. He
had contacted us the day be-
fore with the results of the
chromosome test, explaining
that while the test out-ruled
Down syndrome, it revealed
another chromosomal abnor-
mality. But, since he did not
like to discuss such matters
over the phone, he insisted on
meeting us the next day at
6:30 p.m. -- after his office
had closed. Click. So there
we were twenty-four hours
later, seething with anger
from having to wait, our in-
sides twisted, thoughts numb,
throats dry.

After a moment of
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awkward silence, he began,
"How long have you been
married?’ Whew! Finaly a
chance to speak, let alone
bresthe. "A year, but jeez it
feels like more,” we
joked. "We've known each
other forever and, let me tell
you, it sure does fed like it!"
Any hope for comic relief at
that point in time was quickly
extinguished as the doctor
shook his head and continued
forth with his dispiriting pre-
amble. "Well, you may think
your marriage is strong, but |
want you to know that these
type of things bresk up mar-
riages. Divorce is common.
80 percent common. Your
lives will be forever changed.
Happiness will be hard to
come by. And you know
those friends you thought
were friends? Waell, they
won't be there for you any-
more. They'll run away and
hide. There are always a few
that do. It will be lonely
struggle - a difficult one.

Youll never be the same
again. It will be a strain on
you. It will be a strain on

your entire family. "

Fifteen minutes
later, he finaly got to the
core of it. "Your daughter
has a rare chromosomal ab-
normality called 18g- syn-
drome. It's very rare, very
severe. Actualy, I'd never
heard of it. We'retalking1in
500,000 or something like
that. In fact, most kids with
18g- are typically miscar-
ried. It's not good. It's pos-
sible that your daughter will
never grow - that she will
remain in a frog-like position
and vegetative state for the
rest of her life. She might live
two years. She might live 80.
But chances are that she will
be bed-ridden for the rest of
her life, never responding to
you, never doing anything,
her 1Q non-existent”

Take that one and
swallow, then fast-forward
12+ months. Can hear Tdlias
squeals and laughter as she
babbles at the TV set in the
adjacent room. Craning my
neck around the corner away
from my computer terminal, |
look to see what all the fuss it
about. Wouldn't you know,
it's Tinky-Winky, that flam-
boyant purple Tellytubby
again. This time he's chucked
the purse and grabbed afluffy
white tutu instead. As he pir-
ouettes around Tellytubby
land, Talia flings her arms
about and bangs her blue-
casted feet against the chest
next to her. She oohs. She
ahs. She babas and das. |
swear she's hootchy-cootchy-
ing it. She's loving it. I'm
loving it.

A year ago, | never
would have thought that Talia
would bein aplay group with
Alexander, Max, Fraser, An-
nika and Lindsay. Six months
ago, | never thought that
she'd go swinging and sliding
a our neighborhood park
with across-the-street friend
Cayley --or that she'd explore
our now infamous Pam
Beach County with Boca pals
Spencer, Sam and Alex. But
she does all that and more.
And it's just such ajoy to see
her interact with her buddies
as they do al the things that
wee ones like to do. They
certainly are the cutest tod-
dlers around and we're fortu-
nate to have met them. Re-
cently, it's been one birthday
party after another. Next to
Talids social calendar, mine
is non-existent!

Being a ballet
dancer, you can't help but
notice a person's feet, espe-
cidly when it's your own
daughter's. | detected some-
thing was wrong from day
one in the NICU. As the
weeks progressed, my suspi-

cions only heightened. Never
mind her prominent heel or
her rocker-bottom feet, let's
talk flexibility. | couldn't
point Talias feet. | struggled
to position her feet in a neu-
tral position. Instead, it re-
mained almost rock-hard in a
flexed position. Thanks to the
Chromosome 18 Registry &
Research Society, we were
able to confirm our suspi-
cions and get Talias feet and
ankles squared away before it
became too late.

Finally after
convincing the doctor
to send her in for some
X-rays, we got the re-
sults. "Nothing wrong,
other than flat feet,"

All those hours | had
Spent pouring over
pregnancy and parent-
ing magazines were to

no avail.

we were told. "All ba

bies have flat feet. Adults
have them too. It's really no
big deal."

Well, 1 didn't train
all those hours for noth-
ing. Call it years of bunions,
blisters and calluses. Call it
years of comparing one arch
after the next. Call it years of
trying to get that arch higher
and higher and higher. Call it
what you will. The fact of
the matter was smple. My
daughter couldn't point her
feet. But where do you turn?

Fed-up, | sat down
at the computer and wrote out
adescription of Talia's feet to
post on the Chromosome 18
Registry & Research Soci-
ety's parent on-line support
group. | had no clue what the
response would be. Within
minutes - and I'm taking
minutes -- | was bombarded
with emails from other par-
ents. Vertical Talus, Vertical
Talus, Vertical Talus. It was
unbelievable how fast those
responses came flying in. It
was unbelievable how com-
mon Talia's foot abnormality
was to some of the parents on
this internet site. One West
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Pam Beach pediatric ortho-
pedic surgeon, one New Y ork
Hospital for Specia Surgery
pediatric orthopedic surgeon
and one Boston Children's
Hospital pediatric orthopedic
surgeon later (where we re-
mained), we had our diagno-
sis confirmed three times
over. Talia's condition: Verti-
ca Taus (Tali for two), a
rare foot abnormality in the
world at large. But, as we
surmised from all those
emails we had in hand, a
commonality amongst the
kids with 18g-.

ever sincel

Fortunately we found out
about the Chromosome
18 Registry & Research
Society from day two of
Talia'sdiagnosis - and

it's been our lifesaver

Without
knowing about my
past pirouetting life,
Talias orthopedic sur-
geon innocently told
me point-blank, "Talia
will never be a balle-
rina, let alone a profes-
sional one at that." At

first it stung, but only
for a second. | realized that
his comment was intended to
make me feel good. Most
parents probably wouldn't
care less whether or not their
child ever danced in a Nut-
cracker, wore a leotard or
executed a plie. So, why
should 1? After dl, he did
say that she would be able to
play and have fun like al the
other kids her age. In the
scheme of things, that's what
really counts. | walked away

quite happy.

Thanks to the Chro-
mosome 18 Registry & Re-
search Society, we were
alerted t o
check Talias hearing on a
regular basis. Apparently,
hearing loss in individuals
with 18g- is very high - and
SO are very narrow ear canals.
We were advised to take heed
of Talids growth hormone
levels - and fast. We were not
to wait until she had stopped
growing. It's been nightly
injections ever since - and

will be from here on for-
ward. | never knew how
someone like me (who goes
faint at the sight of a needle)
would be able to administer
the treatment to Talia, let
aone by mysdf. But |
do. Thanks to the support of
parents affiliated with the
Chromosome 18 Registry &
Research Society and other
friends who have faced simi-
lar circumstances, these
nightly injections - adminis-
tered with a short insulin
needle - have become a
breeze for both of us (Seth
does weekends) and seems to
get better with each passing
day. It's remarkable. She
doesn't even flinch. Now
brushing her teeth is a whole
other matter.

Fortunately we
found out about the Chromo-
some 18 Registry & Re
search Society from day two
of Talias diagnosis - and it's
been our lifesaver ever
since!l Aside from the spe-
cialists mentioned above, the
Registry recommended that
Talia see others. We have,
for example, learned that
Talias vision is fine. We
have, as another example,
learned that Talia's heart and
kidneys are healthy and
strong. Weve even seen a
neurologist at Boston's Mas-
sachusetts General Hospital.
He seemed quite impressed
that Talia was doing so
well. Like we said, she
doesn't fit the textbook defi-
nition - and especially the
kind of textbook that has yel-
lowed and crinkled with age.

As much as the
Chromosome 18 Registry &
Research Society has done
for Talia and for us, it's aso
done a great deal for Talias
doctors who are eager to
learn what research has
shown and what parents have
to say. As for our pediatri-

cian, he's become our Florida
medica mainstay, aways
eager to listen, always eager
to learn, aways eager to as-
sist in any way that he can. |
now understand why he
broke the news in the way
that he did. He was simply
preparing us for the worst,
leaving the sugar-coating be-
hind. Things have only gotten
better since - and each time
he sees Talia, his grin gets
wider and wider and wider.

Finally, the Chromo-
some 18 Registry & Research
Society has introduced us to
parents like us, as you might
already conclude. Each year,
the Registry holds a confer-
ence. Thisyear it wasin San
Antonio. Words cannot ex-
press what it felt like to meet
the people we had met on-
line -- to run into a college
friend whose daughter has
18p- -- to watch Taliainteract
with others so very much like
her -- to visit the research
facility -- to attend work-
shops - to see the Alamo be-
hind a locked gate -- to put
things in perspective (things
really could be much worse) -
and to let our hair down and
simply laugh. Words cannot
express what it felt like to
meet Torrie, an aspiring jour-
nalist from Massachusetts
and Kathryn, a genetics stu-
dent at the University of
Glasgow. Both young women
have what Talia has, namely
18g-.

We have no idea
what the future holds for
Talia. But there is one thing
we do know for certain. No
matter what path shell take,
we know that there will al-
ways be lots and lots of peo-
ple cheering loudly behind
her.

Liz Grossman
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The following people are responsible for the success of our organization. Without their
gener osity, none of our services or accomplisnmentswould be possible. The member ship of
the Chromosome 18 Registry extendsits sincerest thanksto the following donors.
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Feyrer, John & Diane
Fiedler, Christopher & Joyce

Finger, Judy
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Scott, Seymour & Meredith
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Sheinkop, Dr. Mitchell & Sharon
Sheinkop, Michael & Shelley
Shereck, Barry & Judith
Shiotani, Scott

Shirley, Kenneth & Gail
Shulkes, Myra

Silver, Susan

Silvestri, Jennifer

Silvestri, L. & Evelyn
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Doering, Mark & Gretta
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Egdish, Leonard & Robin
Egedus, Petar & Daniela
Eichenholz, Gene

Elliott, Karen C.

Ellis, Darryl & Sandra

Ellis, Karen

Elster, Stuart & Rachel
Emelander, Lon & Elisabeth
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Hamilton, Roberta
Hammann, Eric

Hammann, Kit & Janice
Hannaman, Nancy

Hanson, Larry & Sue
Harper, Janice

Harper, Leslie & Gail

Harris, Joe & Julia

Harrison, Keith & Paula
Harrison, Raymond & Paula
Harshfield, James & Rose
Hartwig, Mary

Haverkamp, Paul & Laura
Hawkins, Brian & Eileen
Hawkins, Francis & Helen
Hawkins, Joseph & Frieda
Hawkins, Kevin

Hazelip, Thomas & Geraldine
Hearn, Richy & Patti
Heinemann, Teodore & April
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Held, Charles & Elizabeth
Hendershot, Frank & Dianne
Hendricks, Todd & Melissa
Heneghan, Thomas & Nora
Herrera, Sandra
Herschensohn, Michael & Julia
Hess, Walter & Hannah
Hewitt, Don & Bev

Heyen, Larry & Sharon
Hill, Nancy

Hillmuth, Charles & Eileen
Hiraoka, Leona

Hirsch, Corinne

Hodges, Lee & Nancy
Hodgkins, Linden & Phyllis
Hoffbauer Hand, Bridget & Joel
Hogan, Robert & Veronica
Holt, Claudette

Hopgood, M.T. & Carolyn
Horan, William & Karlyn
Horwood, Gary & Christine
Hoss, James & Kathryn
Houran, Sharon, Kristi & Debra
Howe, Don, M.D.

Howe, Robert & Dale
Huber, Paul & Jayne
Hutchens, LisaL. Ward

Ide, Melody

Inouye, Laura

Ireland, Thomas & Jan
Irwin, Greg A.

Ishikawa, Dorothy

Iskra, Anton & Theresa
Iskra, David & Betsy

Iskra, Frank

Iskra, Susan

Jacoby, Sarah E.

James, Jimmy & Carol
Jamieson, William & Karen
Janeck, Brian

Johannesen, Irene

Johnson, Alice

Johnson, Mark C.

Johnson, Nicole & Lowe, Gus
Jonason, Mona

Jones, Bob

Jones, John & Roy, Cherisse
Jones, Mavis Loraine

Juza, Kevin & Kim
Kaczmarzyk, Paul & Pamela
Kaiser, Joseph & Deborah
Kalley, Lynne

Kaplan, Edward & Marilyn
Kato, Gerald & Oshiro, Sandra
Kaufman, Steven & Nancy
Kause, Walter

Kelly, Eugene & Susan
Kelly, Gary M.

Kelly, Kristie

Kelly, Loren & Debbie
Kenndy, Chris & Catherine
Kennedy, Helena

Kennedy, Jerry & Helen
Kennedy, William & Cheryl
Kennel, Philip & Nancy
Kennel, Scott & Penny
Kerr, Kevin & Joann
Kerrigan, Glenn & Carol
Kerzer, Steven & Robin
Kidd, Diane

Kimura, Stuart & Ronell
King, Susan

Kirkpatrick, Scott

Kizer, Kurt & Melinda
Kleiner, Lorin

Knight, Stephen & Vanessa
Koblek, Tammy

Kochaon, Sandra

Koehler, Rusty

Kohn, Leah

Kooistra, Larry & Sandy
Kopczynski, Scott & Sandy
Kopka, R.G. & Gwen
Koppele, Gerald & Anita
Kostoff, Nick & Catherine
Krape, Janice

Krause, Mr. & Mrs. Walter
Kreutz, Robert & Amy
Kroman, Mr. & Mrs. Leonard
Kurtz, Barbara

Lacey, Edward & Patricia
Lafrance, Rita

Lahav, Joseph & Esther
Lamoureux Chris
Landfield, Richard & Ilona
Landis, David & Catherine
Lascari, Paul

Lasko, Samuel & Arlene
Laupola, Simati & Susan
Laurent, Jane

Lauver, Dennis & Karen
Lawrence, Kenneth & Sharon
Lawrence, Laurie
Lawrence, Millard & Verna
Lawrence, Stan & Donna
Lawrence, Vernon & Jeanette
Lawyer, Don & Deana
Leahy, Betty

Leasure, John & Hazel

Lee, Dr. Robert

Lee, Paul & Joan

Lefelstein, Dan & Joanne
Lehl, Alvin & Angie
Lenane, Cliff & Janis
Lesher, Carol

Leshinski, Helen & Edmund
Levy, Harold

Lewis, Trudy & Professor Robert
Lilley, Ronald & Jill
Lindholm, Kirsten
Lindholm, Siri

Lipka, Frank & Denise
Lipkin, Dr. David & Carol
Logemann, Michael & Irene
Logsdon, Christina
Longchamps, D.A.

Lopas, Harry & Joyce
Lopes, Michelle & Arminio
Luna, Santiago & Emma
Luttrell, Edward & Barbara
Lyew, Raymond & Jill
Lynn, Harold & Ruth

Lynn, Heather

Lynn, Samantha

Lyons, Mark & Barbara
MacQueen, Debra
Madden, Mark & Joan
Madrio, Araceli

Magid, Dr. Edward & Naoma
Magner, Patrick & Margaret
Magrane, Cara

Mahoney, Kevin & Karen
Mahurter, Richard & Melanie
Majercik, Nancy

Maller, Elaine

Malsbary, Dick & Sue
Mamere, Herbert & Susan
Manzelli, Peter & De George, Susan
Marcondes, James & Tara
Marrocco, Kenneth, Jr.

Mataraso, Victor & Cynthia

Mayer, Lee & Regina

Mayo, Sharron

Mazuryk, Jennifer

McCabe, Clare

McCarthy, John & Maribeth

McClure, Brian & Tara

McCormick, Doris

McCormick, Martha

McCormick, Rick & Judy

McCray, Chris & Heather

McGinty, Joseph & Patricia

McGlaun, Ruth

McGovern, Tami

McKenna, David & Kristina

McKenna, Paul & Helen

McKenna, Thomas

McKewan, David & Jill

McLaughlin, Stephen & Valerie

McQuaid, Maryann

Meadows, Scott & Susan

Meadows, Thomas & Elizabeth

Means, Scott & Jennifer

Medford, Peggy

Melnick, Michael & Ellen

Melton, Glenn & Lynn

Menard, Leon & Kathleen

Menti, Janet

Mercy, Jeffrey & Tricia

Michaud, Stephen & Lucille

Miele, Lucy

Mikita, Jeffrey & Jeanette

Mikulis, Dwight & Diane

Miller, Richard & Pauline

Miller, Steve

Miller, Susan & Batteau, Allen

Miranda, Arthur & Cheryl

Miskelly, Howard & Ann

Mitchell, Brian

Mitchell, David & Tammye

Mitchell, Jr., Robert

Moniz, Mary

Montage, Dave

Montalto, Nancy

Monte, Randall & Carole

Montemayor, Oscar & Hilda

Montgomery, Rich & Lorraine

Moon, Carol

Moon, Truman & Virginia

Moore, Jerrold

Moorhead, James

Morissette, Virginia

Morrison, John & Diane

Mueck, Andrew & Shannon

Mullen, Carol

Muller, Wayne & Elizabeth

Murphy, Brian & Nancy

Murray, Robert & Irene

Nadeau, Marcel & Pauline

Nappi, Steven & Kerry

Nataly, Barbara

Nation, Stephen & Cindy

Naughton, John & Colleen

Neese, June

Ness, Sharon

Neumeler, Peggy

Newton, Judith

Nori, Srinivas & Ursula

Novish, Diane

Nowicki, Alan & Connors-Nowicki,
Ann

Nueberger, Greg & Roxann

Nutt, Joyce

QOates, William & Gwyn

Q'Connor, Francis & Joanne

O'Neill, Joseph & Christine

O'Neill, Paul & Norahann

Oppermann, Margaret

Orban, Bruce & Susan

Orban, Walter & Joyce

Ord, Lois

Orris, Woody & Barbara

Osborne, Glen & Rachel

Osdal, Mark & Bernadette

Oshman, Irving & Deborah

Oshman, Ruth

Ososki, Michael & Jill

Osterday, Lyle & Korothy

Pace, Kimberly

Padula, Michelle

Pajk, Cynthia

Palazzo, Linda

Pappafotis, Michael

Parent, Mr. & Mrs. Robert

Parker, John & Connie

Patridge, Willard & Alice

Patton, Troy & Kim

Pearson, Carl & Sharon

Peck, Michael & Terri

Pederson-Scholz, Melanie

Peirce, Frederick & Mary

Pelon, Richard & Barbara

Pena, San Juana

Pereira, Lisa

Perez Family

Perez, Ricardo & Sandra

Perry, Diamentina

Perry, Jefrey & Mary

Pinson, Seskie & Elizabeth

Pistolessi, John & Patricia

Pizzuto, Joseph & Mary

Platt, Stephen & Paula

Pleszewicz, John & Julie

Poliak, Dr. Jose

Pontes, Sandra & Jose

Postel Family

Prather, Teri

Pregana, Arthur & Florence

Press, Elizabeth

Preston, Jack & Nancy

Prewitt, R. Brad

Price, Laurie

Primeau, Marie

Prince, Dvorah

Prins, Dewey & Dorothy

Pudela, Jeffrey & Lynn

Pugliese, Mario & Antoinette

Pullen, Tim & Syhil

Rabinovich, Isaac & Norma

Ramberg, Dennis & Ellen and Heeman,
Bob

Ramos, Carmen

Ramsey, Susan

Ramunno, Dorothy

Randolph, Edward & Donna

Rapoza, Thomas & Judith

Rasnick, Joseph & Lesley

Raspet, Jenny

Reaves, Alan & Janice

Rebelo, Leonel & Mary Jane

Reeves, Ed & Helen

Regan, Mike & Mary Lou

Rego, Lori Ann

Reilly, Patrick & Sharon

Reinking, Jeff & Judy

Reitzas, M Colleen Farissey

Renn, Dean & Delores

Reynolds, Richard & Rose

Rezendes, Kenneth & Anne

Ricca, Leonard & Patricia

Kleinstein, Howard & Sharyl Marsh, Marilyn QOdem, Harry & Joanne Richter, Mr. & Mrs.

Klem, Pauline & Elbaum, Renee Marsh, Mr. & Mrs. J. Odem, Jennifer Richter, Richard & Diana

Klesath, Harold Martin, Harriet Odem, Kerry Ann Riemann, Karl

Kniff, Russell & Mary Martin, Matthew & Janet Oliveria, Mary Riggins, Mark & Jane
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Ritchie, Bobby & Lena
Ritchie, Everett & Patsy
Rizzali, Cora

Robbins, Bruce

Rocha, Eduardo & Alice
Rodiek, Kathryn & Szukala, Joanne
Rodrigues, Donna

Rogero, Eugene & Deborah
Rogers, Mr. & Mrs. George
Rogers, Ronald & Lee
Rohleder, ChrisA.

Rohn, John, Marjorie & Kevin
Rollinger, Cheryl

Romano, Bernice

Ronchak, Christopher & Natalie
Rose, Harry & Claire
Rosenkrantz, Gary & Kathy
Rouillier, Paulette

Rousseau, Jeffrey & Tracy
Royal, Keith & Susan
Royball, Sue

Rubal, Denis, D.D.S.
Rubenfeld, Beatrice

Ruble, Tom

Ruckert, Dolores

Russell, Raymond & Dorothy
Saada, Regina

Sabra, Robin

Sakre, Lawrence & Louise
Sakuma, Steven & Janice
Salerno, Elizabeth

Salerno, Helena

Salinas, Joe

Salmi, Doris & Tara

Salmi, Fr. Richard

Salts, Jason & Carey
Sandage, Raymond & Crystal
Sarles, Mr. & Mrs. Preston, Jr.
Schachter, Tzvi & Raquel
Schaub, Mark & Rebecca
Schechter, Jay & Caroline
Scherm, Geneva

Schilly, Maria

Schilly, Thomas & Angela
Schissel, Dr. Robert
Schmick, David

Schmidt, Robert & Stevie
Schmitt, James & Tanya
Schmitt, Mr. & Mrs. Durwin
Schneider, Michael & Barbara
Schoen, Bernard & Alberta
Schoeneman, Paul & Nancy
Schomp, Albert & Amy
Schramer, James & Gergits, Julia
Schreck, Jerry & Helen
Schuitema, Casey & Lorri
Schultz, George & Linda
Scorziello, Joseph & Frances
Scott, Norbert & Martha
Scudieri, Peter & Teresa
Scully, Migdalia

Seiple, Richard & Beverly
Seliger, Islon & Eve

Seney, B. Brock & Ruth Ann
Shaughnessy, Michael & Mildred
Shaw, Kevin & Diana
Shedd, Janice

Sheenan, James & Rosemarie
Shibley, Blanche G.

Shibley, Sarah

Shields, Timothy & Julie
Shively, Todd & Stephanie
Shoemaker, Ronald & Phyllis
Shoflick, Steven & Megan
Shulkes, Joanne

Sides, Alex

Siegel, Irwin

Siller, Rosairo

Silliman, Y.E., M.D. & Julie

Silva, Dennis & Bernadette

Silverman, Scott & Resnick, Staci

Silvestri, Steven & Aida

Silvia, Philip & Geraldine

Simpson, Charles & Betty Jo

Siushansian, Roohollah & Mary Ann

Skolnick, Kathleen

Skulski, Dr. & Mrs. Michael

Slatton, Helen

Smell, EH. & R. L.

Smell, Greg & Sheila

Smith, Gary & Margaret

Smith, Jean-Marie

Smith, Kim A.

Smith, Loretta& Greg

Smith, Michael & Carol

Smith, Robert & Julie

Smith, Ronald

Smyth, Susan

Snyder, Russell & Alice

Sobin, Linda

Sogard, Betty

Sonner, Alan

Soop, Allen & Pauline

Soto, Randy & Kerry

Souza, Jeffrey & Gail

Spanedda, Diane

Spart, James & Grace

Sprague, Kenneth & Pamela

Stahl, Larry & Marie

Stahl, Mordka & Miriam

Stahl, Robert & Lillian

Stapholtz, Benjamin & Idele

Steele, William & Jane

Steiger, Joseph & Barbara

Steinmetz, Thomas & Theresa

Stephenson, Michael & Ella

Stepner, Jerome & Eleanor

Stilson, Robert & Thalia

Stovall, John & Julianne

Strausberg, Claire

Strawitz, Stewart & Julie

Streng, Kurt & Shrone

Streng, William & Janet

Strevel, Kathy

Stumpf, David & Susan

Sullivan, M. & M. William &
Saulino, M.

Sullivan, Rebecca

Sullivan, Rose Marie & John

Surls, David & Mindy

Sussman, Victoria

Swan, Steven & Stephanie

Szoke, Ervin & Terri

Taff, Rick & Sheri

Tai, Ernest & Rebecca

Talucci, Frances

Tavares, Lorraine

Taylor, Joe & Marlene

Teitelman, Ann & Koditschek, Daniel

Terceiro, Elizabeth

Thomas, Drew & Kim

Thomas, Steven & Alice

Thompson, Glen & Marty

Throne, Tom & Penny

Tipping, Katy

Tipping, Ken & Lori

Tomsick, John & Debra

Tordoff, Michael & Ila

Toto, Paul & Diane

Treadwell, Kenneth & Sally

Trevino, De Saussure

Trippy, Matthew & Christa

Trotter, Jr., M.D. Francis

Tully, Dr. William & Susan

Upton, Herbert & Anne

Vafai, Abbas & Jeannette

Van Dusen, Catherine

Van Dyken, Arnold & Gretchen

Vander Hart, Chuck & Peg
Varela, Jaime

Varela, Luis

Vaughn, Matt & Carol
Velozo, Michael & Nicole
Velozo, Richard & Deborah
Ventress, Anthony & Meta
Vezzani, Ronald & Irene
Vieira, Mark & Maria
Villegas, Mary Alice

Vitale, Ronald & Maureen
Volkening, Joyce

Votta, John & Kathleen
Waidelich, Scott

Walker, Gordon & Helen
Wartell, C. Robert & Susan
Warwick, Francis & Martha
Waters, Emmanuel

Watson, Chadwick & Patricia
Watts, James & Maureen
Wax, Jeanette

Wax, Jeanette & Rosenthal, Vera
Weaver, Charles & Eloise
Weaver, Paul & Laurel
Webb, Robert & Shirley
Weber, Celeste

Weber, Joan

Weeks, Allen & Ann
Wegman Family

Weliser, Faith

Weiss, Danielle

Weiss, Robert & Barbara
Welborn, Jeanne

Welch, Gary & Laura
Welsh, Daniel & Sophie
Welsh, Jeffrey & Nora
Whitacre, Mark & Kelly
Whitchurch, Kevin & Dolores
White, Ronald & Charlain Living Trust
Whiting, Gene & Lynette
Wicinski, Paul & Susan
Wiesel, Joseph & Bernice
Wilkes, Michael & Ruth
Wilkinson, Howard & Janice
Wille, Howard & Karen
Wille, Wilbert & Esther
Willett Paul & Jo Ann
Williams, Warren & Melissa
Willoughby, Trae

Wills, Larry & Kimberly
Wilson, Mr. & Mrs. E.D.
Wilson, Mr. & Mrs. Robert
Wilson, Rudy & Mary
Wing, Wayne & Deborah
Wittlin, Frederick & Lori
Witzig, Philip & Cindi
Witzig, Scott & Darci
Wolcott, William & Gilda
Wolfe, Michele & Clinton
Wolke, Arvey & Barbara
Wolpert, Henry & Mary
Wolpert, William & Judith
Wood, Walter & Rita
Woodward, Mrs. John
Wright, Carroll & Linda
Wydner, Jerry & Mary

Y akicic, James & Elizabeth
Yungclas, Thomas & Shirley
Zablotsky, Lily

Zahn, Lawrence & Nancy
Zettle, Sharon Ann
Zimmerman, Bruce & Merna
Zinsmeyer, Charles & Cathy
Zirk, Ronald & Joanne
Zmurk, Rebecca

Zmurk, Stanley & Bernice
Zuckerman, Burton & Harriet

In-Kind Donors: 2000

Aldinos

Arikian, Karen

Boerne Physical Therapy Institute

Boudros

Carson, Scott & Kim

Channel at Saks Fifth Avenue: Johanna
Lopez

Chappell, Brett & Nichola

Cody, Elizabeth

Cohen, Mollie

David Robinson Foundation

Ellwanger, Gloria

Embroidery Concepts

Expressive Screen Printing and Em-
broidery

Galleria Framing

Gemline Bags

Gerrish, Betty

Hard Rock Café, San Antonio

Hoodless, Paul & Myrna

Johnson, Tammy

Kinkos

Luxor Jewelers

Mack, Delores

Manning, Payton

Mullen, Buddy

Paesano at the River Walk

Passalacqua, Kay

Racquetball and Fitness Club

Reagan, Michael

Reyes, Liliana

Rio Rio Cantina

San Antonio Spurs

Scaliese, Michael

Schilly, Dan & Katie

Sea World

Six Flags Fiesta Texas

Southwest Airlines

Tapatio Springs

Victorsen, Chris
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Board of Directors
Officers
President

Jannine D. Cody, Ph.D.

Vice President for Member Relations
Shelley Hunt

: 2

1S

Vice President for Public Relations
John McGing

Secretary
John T. Cody, Ph.D.

Treasurer
Kurt Streng

Syndrome Coordinators

18g- Katie Schilly
18p- LindaMeyer
Tetrasomy 18p John McGing
Ring 18 Denise Budz
Trisomy 18 Judith Wol pert
Regional Coordinators
Great Lakes Beth Hawkins
Great Plains Marty Thompson
Mid-Atlantic Kathy Kraemer
Northwest AdaKramer
Rocky Mountain Kelli Hamilton
South Central Helen Overstreet
Southeast Russ Petersen
Southwest Susan Guthrie
Texas etc. Liz Conner

I nter national Coordinators

| would like to become a member!

Annual Membership Contribution:

$20.00 for U.S. Residents

$25.00 International (U.S. Dollars)
$ Amount of additional donation

Name

Address

Country

Phone

E mail

Y our relationship to the affected person (self, parent,
doctor):

Indicate the chromosome 18 abnormality:

L Trisomy 18 L 18g-
O Tetrasomy 18p O 18p-
O Ring 18 O Other

Name of affected person

Their date of birth

O Check hereif you are a parent and would like to be
included on our Parent Network List. Your signature indi-

cates your permission to add your name to the List.
Signature

D' | am unableto pay the membership contribution at

this time, but please keep me on your mailing list

Australia Marlene Brightwell
Canada Shelley Hunt
Europe Eva DeCarlo Gawronski All donations are tax deductible.
South America Leo Garcia
The Chromosome 18 Registry & Research Society Bulk Rate
6302 Fox Head » San Antonio TX 78247 « (210) 657-4968 U.S. Postage
Paid
San Antonio,
TX
Permit No. 370




