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     These pages are filled with 
the excitement of people who 
are making a difference. These 
people are our friends, grand-
parents, aunts, uncles, parents 
and people who themselves 
have a chromosome abnormal-
ity.  They are making a differ-
ence because they have made 
a conscious choice to go for-
ward rather than sitting in the 
sidelines waiting for someone 
else to do what needs to be 
done.  
     Making a difference comes 
in many forms.  For some, it is 
being an educator, and without 
a doubt, our active parents and 
family members are the ex-
perts. They presented to a 
wide range of persons and 
groups the basic background 
information about what chro-
mosome 18 abnormalities are 
and how they affect the lives 
touched by these abnormali-
ties.  Teachers and students, 
friends and neighbors, medical 
personnel, government and 
state agencies and the general 
public are just some of the 
people who benefited from 
these presentations.  Because 

of these educational efforts, 
many more people across the 
world now register a spark of 
recognition when the term 
“chromosome 18” is men-
tioned.   
     Others made a difference 
by putting fingers to the key-
board to write an article for 
one of our publications:  The 
Chromosome 18 Commu-
niqué, Memos for Members or 
the Annual Report.  These 
families told their story, a 
story similar in many ways to 
others, but still unique.  The 
story might have been about 
their child and what an impact 
he or she has on their lives.  
The story might be about an 
event they hosted to raise 
money for the education of 
others and the continuation of 
research.  Or the story might 
be a report on our annual con-
ference.  These people went 
one step further, putting their 
educational event on paper to 
share with others. 
     Still others made a differ-
ence by taking part in some 
fundraising event.  Many par-
ticipated in one or more of the 

four Registry-wide fundrais-
ers.  In 2003, an increasingly 
greater number of families 
hosted their own fundraising 
event.  It required a great deal 
of planning and coordinating, 
recruiting of volunteers, and 
then actually carrying out the 
event.  If you look at page 12, 
you will see just what an im-
pact they made on the liveli-
hood of The Chromosome 18 
Registry’s educational and 
research efforts.   
      Each year it is necessary to 
use a smaller and smaller font 
to record our list of donors!  
Each donor knew someone 
touched by a chromosome 18 
abnormality, and because of 
this, they chose to make a dif-
ference by supporting The 
Registry financially. The edu-
cators mentioned earlier are 
responsible for this. These 
collective contributions sup-
port our annual conference, 
our communications and our 
Clinical Research Center; the 
cornerstones of our mission;  
Service, Education and Re-

search. All working together 
to make a difference!  

Working Together & 
Making a Difference 
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“As we let our light 
shine, we consciously 

give others  
permission to do the 

same. As we are  
liberated from our 
fear, our presence  

automatically  
liberates others.”  

 

~ Nelson Mandela 
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     One of the major goals 
of The Chromosome 18 
Registry & Research Soci-
ety is to educate the public 
concerning the varied syn-
dromes of chromosome 
18.  Some of our very best 
educators are our families.  
During 2003, our parents 
made it their responsibility 
to share with others the 
knowledge they gained by 
being members of The 
Chromosome 18 Registry 
& Research Society.  Fol-
lowing is a summary of 
just some of the educa-
tional events that took 
place in 2003 and who 
conducted them. 
Tam Aldrup of OH: 
• In April 2003, took 

part in a Disability 
Awareness Fair at 
son’s school in Con-
cord.  Explained to 
traveling students 
about syndromes of 
chromosome 18, espe-
cially Tetrasomy 18p. 

Deb Ammann of NY: 
• In October, held a 

gathering for 20 per-
sons from the Chro-
mosome 18 Registry 
membership, discuss-
i n g  a n d shar ing 
the challenges of hav-
ing children with  
chromosome 18 abnor-
malities, especially 
social medical, and 
educational issues, as 
well as resources 
available.   

Sue Bentivenga of MD: 
• On May 4th, hosted a 

family gathering for 
Mid-Atlantic Region 
members in Columbia, 

effectiveness of differ-
ent therapy techniques 
and ways to include 
them in daily living.  
Discussions included 
physical, occupational, 
speech, vision and oral 
motor therapy.  At-
tended by three Chro-
mosome 18 Registry 
families. 

Liz Grossman of FL: 
• In April and May, par-

ticipated in workshops 
in Palm Beach County 
involving support and 
education for families 
with special needs.  
They included topics 
such as “Dads and 
their Special Needs 
Children,” “Dealing 
with Behavioral Is-
s u e s , ”  a n d 
“Occupational Ther-
apy Activities in the 
Home.” 

Kelli Hamilton of CO: 
• In September 2003 

spoke to high school 
students of Fruita 
M o n u m e n t  H i g h 
School about the spe-
cial class attended by 
her daughter called 
Side by Side.  Ad-
dressed challenges of 
raising a teenager with 
a syndrome abnormal-
ity called 18p-, the 
work of the Chromo-
some 18 Registry and 
the research being 
conducted. 

Debra Kovacs of Lang-
ley, British Columbia: 
• In November, pre-

sented to a small group 
of educational thera-
pists from ASPIRE 

MD.  25 adults and 16 
children attended.  
They met for support, 
information about dif-
ferent syndromes, and 
to learn about re-
sources in the region. 

Jere Corven of OH: 
• In September, distrib-

uted written informa-
tion concerning chro-
mosome 18 abnormali-
ties, especially Tetra-
somy 18p, to 165 staff 
and teachers at Wes-
terville High School. 

Robin Coursen of CO: 
• On March 3rd, gave a 

presentation, with son 
present, at a news con-
ference at the Colo-
rado State Capitol re-
garding Medicaid cuts 
to the disabled.  About 
125 people present, 
including two legisla-
tors, three news chan-
nels and two newspa-
pers and several dis-
ability organizations.  
Explained the medical, 
emotional, behavioral 
and financial ramifica-
tions of chromosome 
18 anomalies.   

Kristen Earl of MI: 
• Set up welcome table 

with information about 
chromosome 18 at her 
daughter’s pre-school 
in Portage, MI, and 
handed out brochures 
to preschool parents.  
Later, brochures were 
given to persons in 
their neighborhood.   

Cindy Fenner of CA: 
• In April, held a meet-

ing in West Palm 
Beach, FL,  to discuss 

Educational Events by Registry Members  
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the future. 
Marty Thompson of IL: 
• In November, pre-

sented information to 
students of a univer-
sity child development 
class regarding parent-
ing a child with 18p-. 

Martha Sakre of LA: 
• On February 3rd, met 

with Bossier Parish 
evaluation team mem-
bers and transition 
team personnel to dis-
cuss school and work 
a c c o m m o d a t i o n s 
needed for individuals 
with 18p- syndrome.  
Briefed attendees in 
regard to motor, 
speech, and cognitive 
deficits associated the  
syndrome and sug-
gested remedial meas-
ures to address the 
special needs. 

• On April 2nd, at 
Shreveport, assisted in 
the planning and exe-
cution of a Youth 
Transition Fair de-
signed to provide spe-
cial needs students to 
community services.  
Attended by twenty 
exhibitors and pro-
vided information to 
them on chromosome 
18 abnormalities and 
the services offered by 
the Chromosome 18 
Registry. 

Kathy Zuback of MD: 
• In October, served as 

prime interviewee for 
CFC Video to the Na-
tional Security Agency 
workforce, resulting in 
numerous inquiries 
about the abnormali-
ties of chromosome 
18, their implications 
and affects of persons 
involved.   

children with chromo-
some 18 anomalies.   

Coral Rizzali of Austra-
lia: 
• On May 24, presented 

to 33 adults and 14 
children at Caloundra, 
QLD, “Making Your 
Way through the 
Maze” to aid in the 
education of chromo-
some 18 children con-
cerning the obstacles 
parents encounter as 
they guide their chil-
dren though school.  It 
included handouts.   

• Published her book, 
“The Book of John” 
about her son, John 
Rizzali who had Ring 
18.   

Stephanie Roach of UT: 
• In January 2003, gath-

ered 20 family mem-
bers together to pre-
sent and discuss chro-
mosome 18 anomalies, 
especially 18q-, and its 
affects on their daugh-
ter.  Discussed her 
condition, therapies, 
research, and outlook 
for the future.   

• In May 2003, gathered 
10 parents and friends 
together to present and 
discuss chromosome 
18 anomalies, espe-
cially 18q-, and its 
affects on their daugh-
ter.  Discussed her 
condition, therapies, 
research, and outlook 
for the future.   

• In September, pre-
sented their daughter’s 
chromosome anomaly 
to five of her Early 
Intervention teachers 
and aids, focusing on 
communication and 
physical issues, thera-
pies and outlook for 

Integrative Remedial 
Education Society in 
Langley the back-
ground of chromo-
some 18 abnormali-
ties, especially 18p-, 
and its affects on those 
persons with this 
anomaly.   

• Belinda McAuliff of 
Australia:              On 
May 24, presented to 
33 adults and 14 chil-
dren gathered at 
Caloundra, QLD, the 
workshop “Person 
Centered Planning” 
concerning the future 
needs of persons who 
have chromosome 18 
anomalies.   

Monica McDivitt of TX: 
• On April 13, presented 

at Katy, TX, to Uni-
versity of Houston 
Early Childhood Inter-
vention group (speech 
pathologists, early in-
tervention specialists, 
occupational Thera-
pists, physical thera-
pists and social work-
ers) information about 
the anomalies of chro-
mosome 18, especially 
18q-. 

Denise Moon of CA: 
• In April, presented 

program in the Transi-
tion Parent/Student 
Program for the Irvine 
School District and 
Newport Mesa School 
District, with emphasis 
on disabilities associ-
ated with Tetrasomy 
18p. 

Angie Moss of CO: 

• In May, hosted a fam-
ily gathering for fami-
lies in the Rocky 
Mountain region for 
sharing of medical and 
educational ideas for 
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The Chromosome 18 Registry & 
Research Society helps to sup-
port The Chromosome 18 Clini-
cal Research Center at the Uni-
versity of Texas Health Science 
Center at San Antonio. The 
Chromosome 18 Clinical Re-
search Center has 5 components: 
 
1. Biobank —The Biobank is 

a repository for DNA, cell 
lines, and tissues from any-
one with any chromosome 
18 abnormality and houses 
the largest such collection 
in the world. 

2. Clinical Core – This com-
ponent is responsible for 
treatment trials and clinical 
research protocols with a 
twofold purpose; to provide 
families with individual 
clinical information and to 
provide comprehensive data 
about the consequences of a 
chromosome 18 abnormal-
ity. 

3. Molecular Analysis Core  

collection in the world of re-
sources from individuals with 
chromosome 18 abnormalities. 
The Biobank includes samples 
from 120 people with 18q-, 38 
with 18p-, 10 with Tetrasomy 
18p, 2 with Ring 18 and 5 with 
Trisomy 18. This is an ongoing 
effort and additional families are 
being recruited. 
 
     The DNA samples continue 
to be analyzed.  This provides 
more precise information about 
each person's chromosome 18 
abnormality than is available 
anywhere else. Registry funding 
was responsible for the purchase 
of the state-of-the-art equipment 
necessary to perform these 
analyses. This new instrumenta-
tion has allowed us to do two 
things. 

• We are able to determine 

regions of deletion with 
much greater precision. 

• We are also able to detect 

regions of duplication 

This core facility performs 
the molecular analysis to 
determine the precise nature 
of each participant's chro-
mosome 18 abnormality. 

4. Functional Genomics Core 
The goal of this core is the 
determination of the role of 
specific genes in the devel-
opment of the characteris-
tics of people with chromo-
some 18 abnormalities. 

5. Informatics System– This 
web-based database will be 
an informational resource 
for researchers and families 
who are study participants. 

 
     The Registry supports the 
most basic aspects of the Re-
search Center: Biobank and the 
Molecular Analysis Core. We 
have continued to collect DNA 
samples and medical records and 
have increased by 50% the num-
ber of enrolled participants with 
each of the chromosome 18 syn-
dromes. This is by far the biggest 

Research Update 
 

The Chromosome 18 Clinical Research Center 
Department of Pediatrics 

University of Texas Health Science Center at San Antonio 
 

 Jannine D. Cody, Ph.D. and Daniel E. Hale, M.D. 

What would you 
attempt to do if 
you knew you 
could not fail?  

 
– Robert Schuller 

Vision 
Every person with a chromosome 18 abnormality will have an autonomous and healthy life. 
 

 Mission 
To provide families affected by chromosome 18 abnormalities with comprehensive medical 
and educational information. 
 

 Goals 

• To be the international medical and educational resource for the families of individuals 
with chromosome 18 abnormalities. 

• To perform and facilitate both clinical and basic research relating to the syndromes of 
chromosome 18. 

• To devise treatments to help these individuals overcome the effects of their chromosome 
abnormality. 
 

 Significance 
This study is the first comprehensive clinical evaluation of a large number of individuals with 
the chromosome 18 abnormalities. We are establishing a model for the study of other chromo-
some abnormalities by which the pathways that lead from genes to phenotype to treatment can 
be determined. 
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format would allow families 
to update their own infor-
mation about growth, new 
testing results or changes in 
medications.  

• Potentially a family or phy-

sician could query the data-
base to determine if prob-
lem X has been seen in 
others with this syndrome. 
This would not provide the 
names of others, but could 
provide summary data.  

 
     A system such as this does 
not exist, so it will require a 
significant capital investment, 
but the long term payoff to the 
families and to the research will 
be huge. 
 
     We have made great strides 
bringing this Center into exis-
tence thanks to the efforts of the 
families. We will continue to 
develop new strategies and pro-
grams that will increase the util-
ity of the Center to families. 
 

electronic repository for all the 
medical records of participants, 
as well as the clinical and mo-
lecular information gathered by 
the Center. Ultimately, this sys-
tem would have several levels of 
utility and access. 
 

• The individual investigators 

affiliated with the Chromo-
some 18 Clinical Research 
Center would have access 
to the medical records of 
the individual participants, 
the analyzed data from the 
other research team mem-
bers, as well as their own 
raw data. 

• This will amplify the search 

for correlations (i.e. what 
physical characteristics are 
often found together, and 
what regions of deletion or 
duplication correlate with 
specific features?) 

• This will facilitate longitu-

dinal studies (i.e. the life 
course of those affected) 
because data will be col-
lected on an ongoing basis. 

• Participating families would 

have web access to their 
own medical records in an 
interactive format as well as 
access to the research re-
ports from the Center. 
Families could generate 
their own specific reports 
such as their child’s surgi-
cal history or medication 
history. The web based 

which was previously im-
possible using molecular 
techniques. 

 
    This instrumentation made the 
analysis of the DNA from indi-
viduals with Tetrasomy 18p 
possible, with a precision that 
could not be accomplished using 
previous techniques. However, 
because this is a research tech-
nique performed in a research 
laboratory, we are not able to 
provide families with individual-
ized reports of this analysis. 
 
     The preliminary data gener-
ated using these resources al-
lowed us to be competitive for 
and be awarded a grant for 1.5 
million dollars over 5 years from 
the National Institutes of Health. 
This grant will support the Func-
tional Genomics component of 
the Center.  It is important to 

note that this new grant will not 

support other components of the 

Center. We will continue to 
apply for additional outside 
funding in order to fully support 
the other components. The pre-
liminary data we are able to 
generate because of Registry 
support increasingly improves 
the chances of being awarded 
additional grants. 
 
     The creation of the Informat-
ics System is one of the most 
pressing needs of the Chromo-
some 18 Clinical Research Cen-
ter. We envision this to be an 

 
See our website at : 

www.pediatrics.uthscsa.edu/chromosome18/ 
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Registry-wide  
Fundraisers 

   
The Registry has, at this 

point in time, four separate fund-
raisers each year that are de-
signed to include the entire 
membership.  The rational be-
hind this is that, in order to press 
forward with research to better 
the lives of our children, we 
must have a system in place that 
will consistently raise the funds 
to aid in that research.  These 
events are meant to encompass 
all member families and ex-
tended families.  Ideally, each 
and every member family should 
participate in one or more of 
these events which are varied 
enough that members can choose 
the event that best fits their style. 
These four events are: 

• Phantom Tea 

• Birdies for Charity 

• San Antonio Golf Tourna- 

        ment & Silent Auction    

• Run for Research 

Two of these four events 
overlap into two separate years.  
They are the Phantom Tea and 
the Birdies for Charity.  Both 
start in the fall and carry over 
into the next year. 

        The 2002-2003 Phan-
tom Tea kicked off in October 
2002 and extended to June of 
2003.  The total raised for this 
event was $173,404.14, our 
highest total in the history of the 
Phantom Tea.  

         The Birdies for 
Charity is an event held in con-
junction with the PGA Tour Pro 
Tournament in San Antonio that 
raises substantial dollars for 
charities in the San Antonio area.  
Preparations begin in August and 
end with the tournament in Octo-
ber.    2003 was the fourth year 
that the Registry participated and 
it brought in $5,668.17 in ful-
filled pledges or straight dona-
tions for research.  It should be 
pointed out that Golf San Anto-
nio who runs this event does not 
get the totals and donor list to us 
until February of the following 

individual families are invited to 
take on the responsibility of 
creating their own fundraiser.  
The Chromosome 18 Registry & 
Research Society has been 
blessed to have some families 
who are not only energetic, but 
very creative. They enlisted the 
help of their families, friends and 
communities to raise awareness 
of chromosome 18 syndromes 
and money to fund the research 
that will change and improve the 
lives of their children. 

During 2003, there were 18 
individual events hosted by the 
family and friends of our af-
fected children and adults.  That 
is more than double the number 
from 2002!  Some of these 
events took place with nary a 
word from the busy parents and 
families about just what they 
accomplished—they are so mod-
est and quiet about it!  We wish 
to acknowledge those of you 
who went out of your comfort 
zone and helped raise research 
funds for our children. 

The Aldrup family (David, 
Jr., Tet18p mosaic)  from Con-
cord, Ohio, held a craft event 
and a garage sale.   

Laura Asencio, friend of 
our own Claudia Traa, hosted a 
Pampered Chef party and gave 
the proceeds to the Registry.    

Kristen Earl  (Kaylyn, 
18p-) from Portage, Michigan, 
also hosted a flower potting sale 
at Kaylyn’s preschool. In addi-
tion, friends of the Earl family 
(Jim and Lorri Ross) put to-
gether a neighborhood picnic 
that included games for the kids, 
food and a raffle for the express 
purpose of helping fund chromo-
some 18 research.    

Bill and Beth Hawkins 
from Chardon, Ohio, (Shaleigh, 
18q-) headed up a racquetball 
tournament and silent auction at 
Bill’s health club, with friends 
donating the athletic items.   

Doug and Julie Masterson 
(Jake, 18q-) from Pacific Pali-
sades, California, were on the 
golf course for the 4th time to 
host what has become a much-
anticipated golf tourna-

year, so the dollars and donors 
are actually recorded in follow-
ing financial year.  

 
 The Fourth Annual Golf 

Tournament/Silent Auction 
was once again very successful.  
It required, like any good event, 
the combined efforts of many 
people.  Jim and Claudia Traa 
spearhead this event with the 
support from office “family” and 
local volunteers.  Registry mem-
bers became involved in the 
Silent Auction when they do-
nated items to be sold or raffled 
on the day of the tournament.  
The 2003 event was again held 
at Tapatio Springs Resort near 
Boerne, Texas, on June 14th.  
The tournament cleared 
$24,360.86 and the auction 
$2,683.55 for a total of 
$27,044.41.   

 
 Three Registry families 

took part in the 2003 Run for 
Research.  On October 4th, the 
Shively family from Buckley, 
Illinois, hosted a second Run and 
they  (including Aunt Karen 
Lanning) and their many friends 
walked, ran, biked, etc. to bring 
in $22,844.81 in honor of Sara 
who has Tetrasomy 18p.  Illinois 
certainly has to have some of the 
best people in the country! The 
Thompson family from Peoria, 
Illinois, (Grace, 18p-) also par-
ticipated in the Run  and added 
$765.00.  But the South certainly 
didn’t shy away from a chal-
lenge.  Down toward Houston, 
Texas, in the community of 
Katy, the McDivitt family hosted 
their first Run for Research in 
April.  Even though they were 
members for only a few months, 
John and Monica McDivitt 
joined their hearts and their feet 
and raised $6,072.00 in honor of 
their daughter, Samantha, who 
has 18q-.   

 
 Individual 
Fundraisers 
 
In addition to our four Reg-

istry-wide fundraising events, 
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Fundraising Activities 
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       The two co-chairs of the 
Hershey Conference, Catherine 
Burzio and Denise Parker, also 
hosted events that raised money 
to offset the cost of the confer-
ence.  Between the two of these 
amazing women, they walked 
and raffled their way to 
$6,779.00. 
 
        During 2003, our members 
in both Canada and Australia 
held fundraisers.  The Canadian 
group used these funds to offset 
costs of the conference in Niag-
ara Falls.  The Australians used 
their funds to further their educa-
tional efforts within their coun-
try. 

 

Other Areas 
of Giving 
 

 In addition to fundraising 
events, there are numerous other 
ways that people share with the 
Registry Family.  They include 
the following:                      
Combined Federal Campaign 
Memorials 
Matching Gifts 
Donation with dues payment 
Donors Choice 
Research pledges 
Charitable endowments 
Charitable awards 
Special events (birthdays, anni-
versaries and special occasions) 
In-kind donations 
There were memorials in 2003 
for: 
Kathy Beninga 
Benjamin Blankemeir 
Francis Camara 
Neva Davidson 
Katherine Baldry Dole 
George Eplan 
Shirely Francke 
Sylvia Grossman 
Yasmeen Mifsud 
Sol Sherman 
Catherine Mary Sullivan 
Jacob Terry 

 
Our sincere thanks go out to 

the generous and thoughtful 
people who gave in one of these 
avenues.  All donors are ac-
knowledged in the Annual Re-
port except the Combined Fed-
eral Campaign.  These donors 
cannot be named unless specific 
permission is given by them to 
the Registry office. 

hood children about the anoma-
lies of chromosome 18.  Liam is 
eight years old and has 18p-.   

Michael Roach, a junior 
high teacher in Salt Lake City, 
Utah, spearheaded a fundraiser 
among the students of Eisen-
hower Junior High School.  Ob-
viously, educating the student 
body about his daughter’s 18q– 
anomaly (Kaitlyn) was the main 
goal, but the students thrived on 
the challenge of raising money 
for research.  These young stu-
dents became the teachers, shar-
ing their enthusiasm, good will 
and desire to make a differ-
ence—all traits of a good 
teacher!   

Sweets lovers have been 
helping Bruce Steinke (Dylan, 
18q-) keep his vending machine 
empty in his office at The New 

Republic.  For several years now, 
Bruce has given the proceeds 
from this endeavor to The Regis-
try.   

Claudia Traa (Ross, 18p-) 
once again hosted a Pampered 
Chef party and gave all proceeds 
to the Registry. 

 In many instances, parents 
and families start their fundrais-
ing efforts on a small scale, get 
their feet wet, then proceed to 
bigger and better things.  Eric 
and Allison Alper (Sydney, 
18q-) of Dix Hills, New York, 
didn’t think it necessary to fol-
low the norm.   They launched 
their first effort, with the help of 
many family and friends,  in a 
Comedy Night/Raffle at a local 
hotel.  Donors were from as far 
away as Taiwan and as close as 
sister, Jordon’s, elementary 
school.  They netted an astound-
ing $72,766.85 for research!  
They are still in a bit of a daze, 
but not so much as to  block 
vision for the 2004 Comedy 
Night.   

There may have been a 
time, long ago, when these par-
ents felt that they were not really 
able to take on the job of bring-
ing in funds for research and 
make a difference.  Well,  they 
know they CAN AND DID 
make a difference.  These re-
markable people raised 
$112,330.98 during 2003.  The 
Registry Family extends our 
most sincere and heartfelt thanks 
for these amazing deeds.   

ment/silent auction attended by 
friends and colleagues.   

Suzanne Passalacqua 
(18p-) has family and friends 
who know she is coming to their 
door to tell them about 18p– and 
ask for for their financial sup-
port. They always come through!   

Anita Wagner (Kiana, 
Ring 18) from Las Vegas, Ne-
vada, started planning a 2004 
fundraiser in 2003.  An ice 
hockey game between the Las 
Vegas Wranglers and the San 
Diego Gulls was the format for  
educating fans about the abnor-
malities of chromosome 18.  
Local media coverage made 
Kiana a famous little girl!   

Stephen and Ellen Botello 
from West Barnstable, Massa-
chusetts,  (twins Cameron and 
Joshua, 18q-) continue their 
amazing success with their 3rd 
golf tournament.  Special thanks 
to Jean D’Olimpio whose skills 
help make this event so success-
ful.   

We’ve lost count of the 
number of garage sales the 
Mark and Ruth Getz family 
(Amy Jo, Ring 18) from Morton, 
Illinois,  have staged!  The 
nearby Thompson and Christ 
families join in the work and fun 
of this neighborhood event.  
True “garage-salers” always look 
forward to these repeat events!   

Mike Reilly from Colum-
bia, Missouri is a friend of Dan 
and Katie Schilly (Remy, 18q-), 
and for three years, he has taken 
it upon himself to have a golf 
tournament to benefit The Regis-
try.  Remy certainly has a 
“pebble in the pond”  effect!   

In Canada, the bible study 
group in the congregation of 
Scott Lammers and Irene den 
Bak, parents of Steven and 
Brianne (18p-), shared their good 
will and fortune with the Regis-
try family as a result of Scott and 
Irene’s educational program 
about 18p-.  

Sandra Oshiro from Hono-
lulu, Hawaii, had the help of 
daughter, Lauren (18p-) in hold-
ing a garage sale/lemonade 
party.   

Big sister, Delaney Patter-
son, and her parents, Mike and 
Molly, were back at it again with 
their Drive-In event, a fun event 
meant to educate the neighbor-
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The Sweetest 
Place On Earth 
got a little 
sweeter June 
27-June 30, 
2003! The Hotel 
Hershey in Her-
shey, Pennsyl-
vania played 
host to Chromo-
some 18 fami-
lies with food, 
fun, fellowship 
and CHOCO-
LATE!  
Sunday night 
welcomed the 
families with an 
ice cream social. 
A puppet show, visits 
with the Hershey charac-
ters and lots of time to 
catch up with old friends 
filled the night with fun. 
New families had a 
chance to mingle and 
visit with the "old pros."  
No one can say they left 
Hershey hungry! Mon-
day's breakfast, in the 
Circular Dining room, 

followed with workshop 
sessions on Next Steps: 
Life after High School, 
Literacy, Inclusive Wor-
ship, Bone/Muscle Is-
sues, Siblings and more. 
Discussions stemmed 
from workshop topics of 
school, friends, and ma-
turing. Families were 
given time over long 
lunches and open dinner 

times to share 
exper iences 
and encourage 
one another.  
Child care is 
always the 
hardest part of 
any confer-
ence. This 
year, we had 
i n c r e d i b l e 
support from a 

Girl Scout Troop from 
Hartford County, MD, 
and The Branches Pup-
pet Team from Fellow-
ship Bible Church in 

was an awesome start 
to the conference. Ses-
sions included a Grand-
parents workshop, a 
Dad's Only and a 
Mom's only session, 
and syndrome breakout 
groups. In the past, 
members have asked 
for more breakout time 
to discuss specific syn-
drome issues. The extra 

time proved well spent 
as families gathered to 
share openly and hon-
estly the trials and joys 
of raising great kids. 
Many families continued 
discussions over dinner 
by the pool or on the 
beautiful terrace over-
looking the Hershey 
Gardens.  
Tuesday and Wednesday 

Conference Statistics 
Attendees included: 
Attendees included: 
       252 individuals 
         71 families 
        15 affected adults 
         39 extended family 
              members & friends 
 
They came from 25 U.S. 
states and from the countries 
of Canada and Scotland. 
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Hershey characters with  
Registry characters.  

Top: Michelle Moon. Middle: Torrie 
Bryant and Susan Baldwin. Bottom: 
Jon Lovett with daughters Taylor and 

Hailey 


