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     This quote from Yogi 
Berra illustrates an essential 
ingredient of a successful 
organization � clearly defined 
goals. Our goals are very 
clear; we want to make a bet-
ter life for those affected by 
chromosome 18 abnormali-
ties. We have a dream. We 
look forward to the day when 
the experiences that we en-
countered are a thing of the 
past. In our mind�s eye we 
can just imagine what we 
would like to see happen, 
what we hope might happen 
� we can just imagine�.. 
that a family sits down in 
their pediatrician�s office to 
find out the results of the tests 
that might explain why their 
new baby has a variety of 
problems. The doctor says, 
�The test results show that 
your baby has a rare chromo-
some abnormality. However, 
this is not as bad as it sounds. 
This is a well characterized 
condition. The molecular 
analysis tells us that your 
child is not at increased risk 
for the following things some-
times associated with the con-

dition. The molecular analy-
sis also tells us that we 
should watch for the follow-
ing problems and begin the 
following evaluations and 
therapies right now. With a 
lot of work, your child can 
grow up to experience a full 
life with all possibilities that 
your other children enjoy. 
There is an active organiza-
tion of families who can help 
you make sure this happens.� 
You can easily imagine that 
the stunned new parents 
might ask, �If this is such a 
rare condition, why do you 
know so much about it?� The 
doc tor  could  answer , 
�Because the Parents who 
came before you made it 
happen!� 
 
    This is where we are go-
ing. We obviously do not 
have the answers, but we 
know what kinds of answers 
we need. This defines our 
path. Steven Jobs said, "The 
best way to predict the future 
is to invent it."  So our job is 
to invent the future as we 
want it to be and to create a 

path that will take us there. 
We should never underesti-
mate our own power and in-
fluence over the future that 
we seek. Just by identifying 
and stating our goals and by 
taking even just the first small 
steps toward those goals, we 
are setting in motion chains of 
events that synergize with the 
unexpected. 
 
     In this Annual Report, we 
share the status of our steps to 
create the tomorrow we 
dream about.  Included are 
reports from: our Annual 
Conference which educates 
us, renews our friendships and 
give us new energy to keep up 
our determination; our re-
search progress and goals; 
and the hard work of so many 
of our members who spread 
the word and allow others to 
share in our success with their 
monetary contributions. We 
also share the list of our do-
nors for 2002, without whose 
help we could not do any of 
our education, service or re-
search. These are people who 
make it all happen. 

�If you do not know where you are 
going, you might end up someplace else.� 

� � � � � � � � � � � � � � � 	 � 
 �

��������	�
���
	��� ����

�
�
����������
� ����

��	������	����������
�� ����

��������

�� 	�

����������	���
����
�� 
�

��	�	���
�����
�
	�� 
�

�		��
���	�
�
	�
� ������

�
��
������ ���

�	
�����
 !������ � ������

��"	��

��
�
	��� ����
�

#��������$��
������ ���

Annual Report 2002 

����������	��
�����������	����
����
�	��������	�����������������������
��	��������������������
������������	������������������������������	���������
�������������������������

������������	��
���

���������������������������������������������������	��	������������

If you can dream 
it you can do it.  

 
-Walt Disney 
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     One of the major goals of 
The Chromosome 18 Registry 
& Research Society is to edu-
cate the public concerning the 
varied syndromes of chromo-
some 18.  Some of our very 
best educators are our fami-
lies.  During 2002, our parents 
made it their responsibility to 
share with others the knowl-
edge they gained by being 
members of The Chromosome 
18 Registry & Research Soci-
ety.  Following is a summary 
of just some of the educa-
tional events that took place in 
2002 and who conducted 
them. 
 
 Deb Bader of Iowa: 
• In May, at Jesup, made a 
presentation to twenty persons 
of a local support group for 
preschoolers with disabilities 
about the issues concerning 
children with chromosome 18 
disabilities who are about to 
enter kindergarten. 
 
JoAnn Baum of Illinois: 
• In January, in Mt. Olive, 
presented a workshop for 
school personnel called 
�Classroom Adaptations.� 
 
Jennifer Brex of Georgia: 
• In July, a presentation at 
Lawrenceville to fifty-seven 
members of Gwin Oaks Swim 
and Tennis Club concerning 
chromosome 18 a n o m a -
lies and its effects on children 
and their families, emphasiz-
ing physical challenges of 
these children. 
 
Marlene Brightwell of Aus-
tralia: 
• In March, organized a 
meeting at Swansea, NSW, 
for twenty-two people to ex-
change information about 
their children and discuss 
medical issues. 
• I n  J un e ,  A GS A � s 
�Genetic Disorder Awareness 

Dutch families to share and 
discuss chromosome 18 
anomalies. 
• In January, in Amster-
dam, presented genetic infor-
mation and current research 
findings on chromosome 18 
anomalies, especially 18p-, to 
changing medical staff and 
pediatric endocrinology medi-
cal students at Amsterdam 
Academic Hospital. 
 
Liz Grossman of Florida: 
• In March, provided out-
reach to a family with an in-
fant with 18p-.  The family 
subsequently joined the Reg-
istry and attended the confer-
ence in Niagara Falls, Canada. 
• In April, organized an 
annual support outing for 18q- 
and 18p- families at the West 
Palm Beach Florida Zoo. 
• In September, sponsored 
in Palm Beach County a sup-
port and educational work-
shop for Chromosome 18 
affected families from South 
Florida. 
• In November, a letter 
writing campaign in U.S. and 
Europe to generate awareness 
for chromosome 18 disorders 
and the role of the Chromo-
some 18 Registry in providing 
support for these families. 
• In December, support 
meeting in Marion, Massachu-
setts, for 18q- families from 
Florida and Massachusetts. 
 
Seth Grossman of Florida: 
• In November, in Miami, 
updated presentation to key 
executives a program to con-
tinue negotiations with PAX 
TV to air free random public 
service announcements to all 
Paxson owned and operated 
TV stations by means of a one 
minute video on The Chromo-
some 18 Registry & Research 
Society.  The PAX TV web-
site containing same is pro-
moted on all of these owned 

Week� in Sydney attended by 
Registry families.  Presenta-
tions by individuals affected 
by a genetic condition and 
Stem Cell Research informa-
tion. 
• In June, organized the 
Annual Family Meeting in 
Canberra with thirty-five peo-
ple attending.  Speaker on 
Stress Management, and in-
formation was exchange about 
services and medical issues 
followed by a social gather-
ing. 
• In August, a University 
student studying Early Child-
hood Course interviewed a 
Registry family for inclusion 
in course presentation about 
disability, education and sup-
port. 
• In November, attended 
the Association of Genetic 
Support for Australia meeting, 
representing chromosome 18 
disorders. 
• In November, a public 
meeting held to raise aware-
ness of The Chromosome 18 
Registry & Research Society 
and its work in the commu-
nity, discussing the effects, 
treatments and various medi-
cal issues of these individuals. 
• In December, participated 
in �International Day for the 
Disables�A Voice for Car-
ers.� 
 
Catherine Burzio of Vir-
ginia: 
• In August, in Roanoke, 
partnered with Parent Educa-
tional Advocacy Training 
Center staff to provide an 
interactive overview of Vir-
ginia Regulations governing 
special education using per-
sonal experience raising a 
child with 18p-. 
 
 Eva DeCarlo Gawronski of 
Holland: 
• In May, hosted a meeting 
in Erichem, Holland, for ten 

Educational Events by Registry Members  
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mittee about the success and 
needs of Venture Crew 808, a 
recreational outlet group for 
persons with special needs. 
• In July, in Chicago, edu-
cated the board of directors 
and members of SOFT about 
The Chromosome 18 Registry 
& Research Society and its 
mission. 
 
Kim Rhody of California: 
• In June, organized a 
meeting of local Bay Area 
families to discuss benefits of 
growth hormone treatment, 
how to get your child to keep 
on hearing aids and glasses, 
benefits of learning sign lan-
guage as a means of commu-
nication for pre-verbal chil-
dren, and inclusion programs 
in public schools. 
• In August, provided 
training for elementary teach-
ers and paraprofessionals at 
Beach Elementary School in 
Piedmont concerning genetic 
information and the educa-
tional, emotional and social 
needs of children with chro-
mosome 18 anomalies. 
• In December, provided 
training for elementary teach-
ers and paraprofessionals at 
Beach Elementary School in 
Piedmont concerning genetic 
information and the educa-
tional, emotional and social 
needs of children with chro-
mosome 18 anomalies. 
 
Susan Wright in Colorado: 
• In September, in Denver, 
organized, with Angie Moss, 
a gathering of eight families 
affected with chromosome 18 
anomalies, discussing com-
munity resources and medical 
issues. 
• In October, in Denver, 
p r e s e n t ed  a  p ro g r a m 
�Mobilizing Families� at the 
Colorado Association for Re-
tarded Citizens concerning 
families affected by chromo-
some 18 anomalies. 

Child?� 
• In August, provided an 
in-service at Open Door 
Childcare Center called 
�Chromosome 18 Feeding 
Issues, G-tube Feeding, and 
How to Handle Choking 
Situations.� 
• In November, made a 
presentation at Open Door 
Preschool to a retreat for staff 
on chromosome 18 and being 
a parent of a child with special 
needs. 
 
Helen Overstreet of Ken-
tucky: 
• In September, in Dan-
ville, made an educational 
presentation to parents of a 
local soccer community on 
special needs of children with 
chromosome 18 anomalies, 
especially Tetrasomy 18p. 
 
David Overstreet of Ken-
tucky: 
• In April, made a presen-
tation to the local community 
of the Presbyterian Church 
concerning early intervention 
and schooling of children with 
disabilities, especially Tetra-
somy 18p. 
 
Marie Primeau of New 
Hampshire: 
• In January, in Peterbor-
ough, provided educational 
meeting to an international 
group of care providers about 
the benefits and pitfalls of the 
internet in providing informa-
tion about rare syndromes. 
• In February, made a pres-
entation to Jaffrey Ambulance 
crew about experiences of 
caring for someone with a rare 
syndrome. 
• In May, in Peterborough, 
provided educational meeting 
to Wellness Center Ai Chi 
instructors and class about the 
benefits and challenges ex-
perienced by a person with 
Tetrasomy 18p about to the 
class. 
• In May, in Keene, edu-
cated the Scout District com-

and operated stations as well 
as an additional 20 million 
cable and satellite only house-
holds throughout the US. 
 
Susan Guthrie of California: 
• In March, met with new 
Registry family from San Jose 
to discuss growth hormone 
treatment for children with 
chromosome 18 anomalies 
and state resources for medi-
cal necessities not provided by 
insurance. 
 
Pauline Lanciotti of West 
Virginia: 
• In April, in Morgantown, 
provided an overview of chro-
mosome 18 anomalies, espe-
cially deficits and needs of 
those with 18p- to twenty-four 
individuals of the community. 
 
Belinda McAuliffe of 
Queensland, Australia: 
• In September, as repre-
sentative of Queensland, par-
ticipated in the World Confer-
ence of Inclusion International 
in Melbourne. 
 
John McGing of Maryland: 
• In May, organized an 
educational meeting in Co-
lumbia, Maryland, attended 
by fifteen families from Mary-
land, Virginia, Pennsylvania 
and New York.  Discussed 
recent clinical research find-
ings and local support oppor-
tunities in families� localities. 
 
 Marie McGing of Mary-
land: 
• In September, partici-
pated in an educational pres-
entation in Columbia, Mary-
land, to the student body and 
staff at Swansfield Elemen-
tary School on the topic of 
Children with Special Needs. 
 
Sylvia Odem of Texas: 
• In August, made a pres-
entation to the staff at Open 
Door Childcare Center called 
�What is Chromosome 18q- 
and How Does it Affect My 
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     The Chromosome 18 Reg-
istry & Research Society 
helps to support The Chro-
mosome 18 Clinical Research 
Center at the University of 
Texas Health Science Center 
at San Antonio. The Chromo-
some 18 Clinical Research 
Center has 5 components: 
 
1. Biobank � The Biobank 

is a repository for DNA, 
cell lines, and tissues 
from anyone with any 
chromosome 18 abnor-
mality and houses the 
largest such collection in 
the world. 

2. Clinical Core � This 

Core � The goal of this 
core is the determination 
of the role of specific 
genes in the development 
of the characteristics of 
people with chromosome 
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 

component is responsible 
for treatment trials and 
clinical research proto-
cols with a twofold pur-
pose; to provide families 
with individual clinical 
information and to pro-
vide comprehensive data 
about the consequences 
of a chromosome 18 
abnormality. 

3. Molecular Analysis Core 
� This core facility per-
forms the molecular 
analysis to determine the 
precise nature of each 
participant's chromo-
some 18 abnormality. 

4. Functional Genomics 

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 compre-
hensive 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 chromosome abnormalities by which the pathways 
that lead from genes to phenotype to treatment can be determined. 
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ing basis. 

• Participating families 
would have web access 
to their own medical 
records in an interactive 
format as well as access 
to the research reports 
from the Center. Fami-
lies could generate their 
own specific reports such 
as their child�s surgical 
history or medication 
history. The web based 
format would allow 
families to update their 
own information about 
growth, new testing re-
sults or changes in medi-
cations.  

• Potentially a family or 
physician could query 
the database to determine 
if problem 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 re-
search will be huge. 
 
     We have made great 
strides bringing this Center 
into existence thanks to the 
efforts of the families. We 
will continue to develop new 
strategies and programs that 
will increase the utility of the 
Center to families. 
 
  
  
  

 
  
  

for 1.5 million dollars over 5 
years from the National Insti-
tutes of Health. This grant 
will support the Functional 
Genomics component of the 
Center.  It is important to 
note that this new grant will 
not support other components 
of the Center. We will con-
tinue to apply for additional 
outside funding in order to 
fully support the other com-
ponents. The preliminary data 
we are able to generate be-
cause of Registry support 
increasingly improves the 
chances of being awarded 
additional grants. 
 
     The creation of the Infor-
matics System is one of the 
most pressing needs of the 
Chromosome 18 Clinical 
Research Center. We envi-
sion this to be an electronic 
repository for all the medical 
records of participants, as 
well as the clinical and mo-
lecular information gathered 
by the Center. Ultimately, 
this system would have sev-
eral levels of utility and ac-
cess. 
 
• The individual investiga-

tors affiliated with the 
Chromosome 18 Clinical 
Research Center would 
have access to the medi-
cal records of the indi-
vidual participants, the 
analyzed data from the 
other research team 
members, as well as their 
own raw data. 

• This will amplify the 
search for correlations 
(i.e. what physical char-
acteristics are often 
found together, and what 
regions of deletion or 
duplication correlate 
with specific features?) 

• This will facilitate longi-
tudinal studies (i.e. the 
life course of those af-
fected) because data will 
be collected on an ongo-

DNA samples and medical 
records and have increased 
by 50% the number of en-
rolled participants with each 
of the chromosome 18 syn-
dromes. This is by far the 
biggest collection in the 
world of resources from indi-
viduals 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 ongo-
ing effort and additional 
families are being recruited. 
 
     The DNA samples con-
tinue to be analyzed.  This 
provides more precise infor-
mation 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 equip-
ment necessary to perform 
these analyses. This new in-
strumentation has allowed us 
to do two things. 
• We are able to determine 

regions of deletion with 
much greater precision. 

• We are also able to de-
tect regions of duplica-
tion which was previ-
ously impossible using 
molecular techniques. 

 
    This instrumentation made 
the analysis of the DNA from 
individuals with Tetrasomy 
18p possible, with a precision 
that could not be accom-
plished using previous tech-
niques. However, because 
this is a research technique 
performed in a research labo-
ratory, we are not able to 
provide families with indi-
vidualized reports of this 
analysis. 
 
     The preliminary data gen-
erated using these resources 
allowed us to be competitive 
for and be awarded a grant 

 
See our new website at : 

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

 
 The Registry has, at this 

point in time, four separate 
fundraisers each year that are 
designed to include the entire 
membership.  The rational 
behind this is that, in order to 
press forward with research 
to better the lives of our chil-
dren, 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 mem-
ber families and extended 
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 Tour-
nament and Silent Auction 
• Run for Research 
 

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

 
The economic downturn 

caused by the events of Sep-
tember 11, 2001 touched eve-
ryone�s budget, including 
non-profit organizations.  The 
only Registry event that was 
negatively affected by the 
bad economy was the 2001-
2002 Phantom Tea which 
kicked off in October 2001 
and extended to June of 2002.  
The total raised for this event 
was $95,194.66, down from 
the previous year�s total of 
$166,323.00.  The 2002-2003 

Tapatio Springs. 
 
Only two Registry fami-

lies participated in the 2002 
Run for Research, but what 
a job they performed!  The 
Shively family from Illinois 
(Sara, Tetrasomy 18p) and 
the Lanciotti family from 
West Virginia (Maria, 18p-) 
raised a total of $21,877.55.  
This event has the potential to 
become very lucrative, even 
if only a few families partici-
pate.  The key is organizing a 
Run that includes more run-
ners than just yourself.  In the 
case of the Shively family, 
they had 81 runners who all 
brought in pledges.  The rip-
ple affect can be amazingly 
successful. 

 
These four events went a 

long way in providing re-
search dollars for our chil-
dren.  It would be great if we 
could acknowledge each and 
every person who took part, 
but gratefully, there are too 
many!  The Phantom Tea 
alone involves about 40-80 
families each year.  If you 
participated in any way, you 
are to be commended for 
helping to make a difference.  
Thank you very much for 
your help which is appreci-
ated not only by your affected 
loved one, but by all the chil-
dren in the Registry. 

 
 

Individual 
Fundraisers 

 
 In addition to our four 

Registry-wide fundraising 
events, individual families 
are invited to take on the re-
sponsibility of creating their 
own fundraiser.  The Chro-
mosome 18 Registry & Re-

Phantom Tea campaign is 
completed and far exceeds 
the previous year.  As of Sep-
tember 2003, the Phantom 
Tea total is $170,904.14.   

 
The Birdies for Charity 

is an event held in conjunc-
tion with the PGA Tour Pro 
Tournament in San Antonio 
that raises substantial dollars 
for charities in the San Anto-
nio area.  Preparations begin 
in August and end with the 
tournament in October. The 
2 0 0 1  B i r d i e s  r a i s e d 
$12,242.21 in fulfilled 
pledges or straight donations. 
2002 was the third year that 
The Registry participated, 
and it was a truly fabulous 
success for us, garnering 
$19,818.00 for research.  It 
should be pointed out that 
Golf San Antonio who runs 
this event does not get the  
financial totals and donor list 
to us until February of the 
following year, so the dollars 
and donors are actually re-
corded the calendar year fol-
lowing the event. 

 
The Third Annual Golf 

Tournament/Silent Auction 
was extremely successful, 
due to the remarkable efforts 
of Claudia and Jim Traa, with 
support from office �family� 
and local volunteers.  Regis-
try members become in-
volved in the Silent Auction 
venue when they donate 
items to be sold or raffled on 
the day of the tournament.  
The last event was held on 
June 15, 2002, at Tapatio 
Springs Resort in Boerne, 
Texas.  The golf tournament 
raised $19,822.27 and the 
auction $2,555.00 for a total 
of $22,377.27.  The Fourth 
Annual Golf Tournament 
took place June 14, 2003 at 
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Fundraising Activities 
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 anniversaries and special 
occasions) 
In-kind donations 
 
There were Memorials in 
2002 for: 
Elijah Bowcutt 
George Cox 
Christopher D�Aleo 
Rebecca Dodd 
Mitchell Heitler  
Benjamin Jakubik 
Yasmeen Mifsud 
Jack Potter 
Karen Reed 
Lauren Selens 

 
  
 Our sincere thanks go out 

to the generous and thought-
ful people who gave in one of 
these avenues.  All donors are 
acknowledged in the Annual 
Report except the Combined 
Federal Campaign.  These 
donors cannot be named 
unless specific permission is 
given by them to the Registry 
office. 

an episode of melted choco-
late!) and he donates the pro-
ceeds to The Registry.  Joni 
Scott from California pro-
vided the most unusual and 
altruistic fundraiser of all.  
She was told that the baby 
she was carrying may have a 
chromosome 18 anomaly.  
She contacted The Registry 
to learn all she could so that 
she could be prepared for 
what may lay ahead.  �In 
order to stay positive during 
my pregnancy, I decided to 
raise funds for chromosome 
18 research.�  She did that to 
the tune of $600.00.  Her 
baby girl was born in Novem-
ber with no chromosome ab-
normality.  Thank you, Joni! 

 
These seven fami-

lies, by their fundraising ef-
forts and expertise, raised 
$24,573.55.  They show the 
rest of us by their example 
that any event will do and 
will make a difference.  Our 
sincere thanks to all of you 
for sharing the results of your 
labors and creativity with all 
the other families in The Reg-
istry!  None of these people 
will object if you steal their 
idea for a fundraiser!  And 
The Registry is here to help 
in any way if you choose to 
devise your own event. 

 

Other Areas 
of Giving 
 
 In addition to fund-

raising events, there are nu-
merous other ways that peo-
ple share with the Registry 
Family.  They include the 
f o l l o w i n g :                        
Combined Federal Campaign 
Memorials 
Matching Gift 
Donation with dues payment 
Donor�s Choice 
Research pledges 
Charitable endowments 
Charitable awards 
Special events (birthdays, 

search Society has been ex-
tremely fortunate to have 
some families who are not 
only energetic, but very crea-
tive. They enlisted the help of 
their families, friends and 
community to raise aware-
ness of chromosome 18 syn-
dromes and to raise money to 
fund the research that will 
change and brighten the lives 
of their children. 

 
During 2002, seven 

families hosted events that 
ranged from a backyard 
drive-in theater to a dinner 
comedy night in The Big 
Apple.  The commonalities 
were effort, time expended, 
educating the public, and a 
desire to be active and make 
a difference.  The parents of 
Katelyn Bainter from Illi-
nois (partial Trisomy18q/2) 
gave a percent of sales of 
their craft business.  The Bo-
tello Family (Cameron and 
Joshua Botello, identical 
twins with 18q-) held their 
second extremely successful 
golf tournament in West 
Barnstable, Massachusetts.  
The Getz family from Mor-
ton, Illinois, (Amy Jo, Ring 
18) continued their long 
standing garage sale with the 
help of area Registry families 
of Grace Thompson and Tho-
mas Christ. The parents of 
Dean Johnson (18q-) who 
live in New Jersey, held their 
first Comedy Night in a 
nightclub in New York. De-
laney Patterson, eight year-
old sister of Liam Patterson 
(18p-) held another Backyard 
Drive-In Theater, serving up 
the expected movie, popcorn 
and soda.  The neighborhood 
looks forward to the annual 
event with check or cash in 
hand. Delaney�s efforts 
should certainly inspire us all. 
Bruce Steinke from Wood-
bridge, Virginia, (Dylan 
Steinke, 18q-) continues to 
keep his candy vending ma-
chine at work filled (despite 
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My wife Ellen and I, 
along with so many of you, 
were blessed with �special� 
children. Our identical twin 
sons, Cameron and Joshua, 
were born November 22, 
1998, and they have 18q-. We 
are so fortunate because lo-
cally we have quite a few 
dedicated organizations and 
outlets for our children to be 
nurtured physically and men-
tally.  Although we have ac-
cess to these resources, it is 
so easy, as a parent, to feel 
helpless.  Many times we 
questioned what we could do 
for our boys to make their 
lives a little easier.  As the 
boys became older, we 
quickly realized that above 
all, we had to become active 
parents in our children�s 
lives. We were so fortunate 
that our physician put us in 
contact with The Chromo-
some 18 Registry & Re-
search Society.  The Registry 
has been a godsend to my 
family, and I am sure to yours 
as well.  The only way that 
we are ever going to prevent 
another child from being born 
with a chromosome abnor-
mality is through research 
and development.  And the 
way this organization will 

tomers and asked if they 
would like to support our 
charity golf tournament.  The 
tournament filled quickly.  
On the day of the event, we 
had a large raffle and a silent 
auction.  Local businesses, 
suppliers and friends donated 
every item.  We also ran a 
few contests on the greens 
that are standard to most golf 
tournaments.    

 
An event of this size 

does not happen without a 
great deal of volunteer help.  
Many people converged to 
make it possible. One indis-
pensable dynamo who de-
serves special recognition is 
my administrative assistant, 
Jean D�Olimpio, who brought 
her experience from working 
in other golf tournaments to 
the Botello Golf Tournament.  
Our gratitude goes out to all 
our helpers for making the 
tournament a great success. 

 
I challenge any one 

that works for a large com-
pany or is fortunate enough to 
own one to get involved in 
the fundraising effort!  It is 
the most gratifying experi-
ence you will ever encounter. 

   -  Stephen Botello 

succeed in their research ef-
forts is through continued 
donations from Registry 
families and friends.   

 
Because our family 

owns Botello Home Center in 
Osterville, Massachusetts, we 
felt we would be in a position 
to make a difference. We 
tried to come up with some 
way we could help raise 
money for The Registry.  
Two years ago we started our 
own charity golf tournament.  
We didn�t know what it 
would entail or if people 
would even be receptive to 
the idea.  We were com-
pletely overwhelmed with the 
interest and the support we 
received!  The first tourna-
ment brought in $13,000.00 
for the Registry.  The second 
brought in $20,000.  

 
There is a lot of 

work involved in a golf tour-
nament.  Key components are 
a good contact list and a raf-
fle or silent auction.  We first 
sent letters to all of our sup-
pliers and distributors and 
asked if they would sponsor 
the event in some way and/or 
play golf themselves.  Next, 
we contacted our local cus-
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Revenue and Suppor t 
Membership Dues        10,075 
Interest Income         (9,411) 
Conference Income       28,742 
Special Events                                                                      38,879 
Merchandise Sales         4,696 
Fundraising      185,775 
Combined Federal Campaign      14,588 
Contributions        52,354 
TOTAL      325,698 
 
Expenses 
Program Services     241,577 
Management and General        5,859 
Fundraising          3,375 
TOTAL       250,811 
 
Net Assets, Beginning of Year    303,874 
Net Assets, End of Year                378,761 
 
 
Prepared by Cavazos and Coleman, P.C. 
Cer tified Public Accountants 
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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 
accomplished through ser-
vice, education and research. 
Our service activities include 
an annual conference and 
numerous 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 major 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 professional 
education. Our newly revised 
web site 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 (18q-, 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 goal is to 
make sure that the syndromes 
of chromosome 18 are under-
stood. This understanding 
will bring treatments and 
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 potential 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.   
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