
 

 

 
 

The Chromosome 18  Regist ry  & Research Society  

      2005 was an impor-
tant year for the mem-
bers of the Chromosome 
18 Registry. This sum-
mer we saw the publica-
tion of the first of what 
we expect to be a long 
list of specific therapies 
that will help people 
with chromosome 18 
abnormalities. The arti-
cle entitled, “Growth 
Hormone Benefits Chil-
dren with 18q Deletions” 
was published in the Au-
gust issue of the Ameri-
can Journal of Medical 
Genetics. This work 
demonstrates that chil-
dren with 18q deletions 
who are growth hormone 
deficient have improved 
growth with replacement 
therapy, but they also 
have other improvements 
as well. These improve-
ments include changes of 
non-verbal IQ scores by 
as much as 47 points. 

This is a huge improve-
ment that will dramati-
cally change the life 
course of those who 
have this magnitude of 
benefit. There are many 
questions yet to be an-
swered about why this 
happens and why it does 
not happen for all chil-
dren equally. But the 
work is ongoing and will 
continue to improve the 
lives of people with 
chromosome 18 abnor-
malities. 
     This did not happen 
because we waited “our 
turn” for someone at 
some drug company or 
university to find a new 
market or treatment. It 
happened because the 
members of the Registry 
banded together, raised 
the money, hired the 
staff, participated in the 
research and saw that 
the concerns of our 

families were taken seri-
ously. This is just the be-
ginning. There are more 
challenges ahead, but 
there are many more an-
swers as well. This year 
we clearly demonstrated 
the power we have to im-
prove the lives of people 
with chromosome 18 ab-
normalities – if we just 
do it! 
     This Annual Report is 
filled with the many 
ways our members “just 
do it.” They hold educa-
tional forums, fundrais-
ing events, conferences – 
and have a good time 
while they do it. This re-
port is also filled the 
names for those who 
have helped our members 
in so many ways. Ac-
knowledging their sup-
port here is but one small 
way we can say thank 
you. 

Proud of our Progress 
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Annual Report 2005 

The mission of The Chromosome 18 Registry & Research Society is to help individuals with chro-
mosome 18 abnormalities overcome the challenges they face so they might lead happy, healthy and pro-

ductive lives. We do this through service, education and research. 

Make no little 
plans; they have 
no magic to stir 

men’s blood. 
 

 - Daniel Hudson 
Burnham  



 

     One of the major goals of 
The Chromosome 18 Regis-
try & Research Society is to 
educate the public concerning 
the varied syndromes of chro-
mosome 18.  Some of our 
very best educators are our 
families.  During 2005, our 
parents made it their respon-
sibility to share with others 
the knowledge they gained by 
being members of The Chro-
mosome 18 Registry & Re-
search Society.  Following is 
a summary of just some of 
the educational events that 
took place in 2005 and who 
conducted them. 
Jordon Alper of NY 
• In November in Dix Hills,  

Jordon made a presentation 
to all 4th grade classes in 
her school about what a 
chromosome 18 deletion is, 
especially 18q-, and how it 
affects her sister. 

Deb Ammann of FL: 
• In July, presented to seven 

school personnel what 18q– 
is and its effects on her son, 
Kevin, especially in the 
areas of depression, autism 
and social issues. 

Deb Bader of IA: 
• In October, was part of a 

panel of mothers of children 
with special needs who 
presented to a class of col-
lege students entering the 
teaching profession.  She 
discussed the needs of chil-
dren with 18p– and their 
need for inclusive education 
and for a greater awareness 
for communication with 
school personnel to obtain 
services. 

Marlene Brightwell of  
Australia: 
• In October, in Sydney, there 

was a conference hosted for 
Australian families of chil-
dren and adults with chro-
mosome 18 abnormalities 
attended by over 100 per-
sons.  Conference consisted 
of speakers and workshops 
that gave families and pro-
fessionals the latest infor-

• In April, Monica set up and 
manned a table at a Houston 
Aeros game, where she 
provided information and 
literature concerning chro-
mosome 18 abnormalities 
and the services provided 
by The Registry. 

• In October in Katy, Monica 
held an in-service meeting 
for therapists and teachers 
concerning chromosome 
18q deletion and its effects 
on her childSamantha. 

David Martin of St. Albert, 
Alberta, Canada: 
• David, brother of Samantha 

Martin (Tetrasomy 18p) 
received 3rd place in his 
school’s science fair for a 
project on Tetrasomy 18p.  
His goal was to create inter-
est in and explain chromo-
some 18 abnormalities, 
especially Tetrasomy 18p 
so that more people would 
understand and appreciate 
how this condition affected 
his sister, Samantha. 

Martha Sakre of LA: 
• In January, Martha met in 

Shreveport with the staff of 
LSU Health Center Rehab 
Clinic and spoke about the 
services of the Registry and 
the activities of the Chro-
mosome 18 Clinical Re-
search Center. 

• In July in Shreveport, Mar-
tha met with and made a 
presentation to a financial 
planner and an attorney 
concerning the establish-
ment of special needs trusts 
for children and adults with 
chromosome 18 abnormali-
ties.   

Stephanie Shively of IL: 
• In June at Gifford, Stepha-

nie organized a display of 
Chromsome 18 materials 
and brochures at Gifford 
State Bank and spoke to 
interested persons concern-
ing chromosome abnormali-
ties, especially Tetrasomy 
18p. 

• June 2005 – Paxton - Or-
ganized a display of 
Chromsome 18 materials 

mation on chromosome 18 
educational and research 
pursuits.  Guest speakers 
were Drs. Jannine Cody and 
Daniel Hale. 

Catherine Burzio of VA: 
• Hosted in May in Berryville 

a regional meeting and 
activity day at Kiwanas 
Pavillion for 25 children 
and adults connected to The 
Registry.  Shared and dis-
cussed the therapies, educa-
tional pursuits, progress and 
accomplishments of their 
children.. 

Kristen Earl of MI: 
• In August in Portage, Kris-

ten spoke to school person-
nel about chromosome 18 
abnormalities, their effects 
on young children and their 
learning issues.  She shared 
information about the work 
and research of The Regis-
try. 

Liz Grossman of FL: 
• In January in Ridgwood, 

Liz opened a dance school 
for children with differing 
needs, both typically devel-
oping and those with spe-
cial needs.  Activities in-
cluded performances, pub-
licity and a trip to a NYCB 
performance. 

Jennifer Kaiser of NM: 
• Jennifer (18p-) was the 

speaker at her graduation 
from the ACCESS program.  
She described her problems 
associated with 18p– and 
how the Access prlgram 
helped her with the skills 
she needed.   

• Jennifer attends a weekly 
adult dinner group where 
she, her friends and their  
parents meet separately to 
both discuss issues and 
enjoy being together. 

Norma Lennon of NC: 
• Norma spoke to a group of 

daycare and homecare pro-
viders at Smart Start in 
Kenansville on how to bet-
ter provide services for 
children with special needs, 
especially those with 18p-. 

Monica McDivitt of TX: 

Educational Events by Registry Members  

“You can not do 
great things. 

You can only do 
small things 
with great 

love.” 
 

~ Mother Teresa  



 

 

 
Daniel  Martin’s 5th grade 
science project.  Daniel is 
the brother of Samantha 
who has Tetrasomy 18p. 

and brochures at Paxton 
Carnegie Library and spoke 
to interested persons con-
cerning chromosome abnor-
malities, especially Tetra-
somy 18p. 

• June 2005, Bayles Lake - 
organized a display of 
Chromosome 18 materials 
and brochures at Bayles 
Lake Ladies Auxillary. 

• July 2005 – Paxton - Organ-
ized a display of Chromo-
some 18 materials and bro-
chures at Paxton 4th of July 
Festival. 

• July 2005 – Gibson City 
organized a display of 
Chromosome 18 materials 
and brochures at Bank of 
Gibson City. 

• July 2005 – Buckley - Or-
ganized a display of Chro-
mosome 18 materials and 
brochures at Buckley State 
Bank. 

• July 2005 – Peoria – made 
power point presentation to 
about 35 members of the 
Adult Weslyean Class, First 
United Methodist Church 
concerning chromosome 18 
abnormalities, current re-
search and organizational 
goals. 

• August  2005 – Loda - Or-
ganized a display of Chro-
mosome 18 materials and 
brochures at Federated 
Bank of Loda.. 

• August  2005 – Cissna Park 
Organized a display of 
Chromosome 18 materials 
and brochures at Prairieland 
Quilts meeting. 

• August  2005 – Cissna Park 
Organized a display of 
Chromosome 18 materials 
and brochures at Old Set-
tler’s Festival and spoke to 
interested persons concern-
ing chromosome abnormali-
ties, especially Tetrasomy 
18p. 

Kristi Street of TN: 
• In August, Kristi presented 

to endocrinology, pediatric 
and pediatric orthopedic 
residents at the local hospi-
tal in  Hampton background 
information about The 
Chromosome 18 Registry 
and chromosome 18 abnor-
malities. 

Identified Families: 
 18q-             520 
 18q– mosaic              24 
 18q– interstitial             20 
 18p-             265 
 Ring 18            123 
 Ring 18 mosaic             10 
 Tetrasomy 18p (includes partial)     134 
 Tetrasomy 18p mosaic              8 
 Trisomy 18              396 
 Trisomy 18 (mosaic)           24 
 Trisomy 18q (includes mosaic)          30 
 Trisomy 18p (includes mosaic)          12 
 Other              193 

Our identified families live in: 
 United States                           1369 
 Europe                  181 
 Canada                     91 
 Australasia                     67 
 South America               7 
            Central America/Caribbean          4 
            Africa              7 
 Asia            10 
             Mexico             7 
 Middle East             6 
 Oceania                            1 

Member Summary 

“We must be the 
change we seek 

to create.” 
 

~ Gandhi  



 

The Chromosome 18 
Clinical Research Center 
and the families of the 
Chromosome 18 Registry 
have a unique and produc-
tive partnership. The Cen-
ter exists to find answers 
for the affected families. 
The families provide the 
vision, direction and a sub-
stantial part of the funding 

flect on how far we have 
come and what we have 
learned.  
 
 When we began this 
work, it was not known 
that children with 18q- and 
18p- could have growth 
hormone deficiency. We 
knew they were all short, 

so that the Center can do 
the work of finding an-
swers. Sometimes we all 
get so focused on the ques-
tions for which we do not 
have answers that we for-
get how far we have come 
and the things we have 
learned. So it is important 
to take a moment and re-

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. 

The important 
thing in science 
is not so much to 
obtain new facts 

as to discover 
new ways of 

thinking about 
them. 

 

- Sir William Bragg  

Mission 
 To provide families affected by chromosome 18 abnormalities with comprehensive medical 

and educational information with a focus on treatment options. 
 

 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 chro-

mosome 18. 
• To devise treatments to help these individuals overcome the effects of their chromosome 

abnormality. 
 Approach 

 1.  Understand the unique characteristics (phenotype) 
Employ the most sophisticated medical technologies and assessment tools to define as pre-
cisely as possible the medical and educational characteristics. (e.g., instead of global IQ as-
sessment, evaluate more detailed subsets of features such as executive function, spatial rea-
soning and temporal processing need to be assessed). This alone may lead to treatment op-
tions. For example, knowing that the short stature is caused by growth hormone deficiency 
leads to an immediate treatment option.  

2.  Characterize the genetic differences (genotype) 
Define exactly which genes are present in something other than 2 copies in each individual 
with a chromosome 18 abnormality. This will utilize the latest information on the genome 
and will employ cutting-edge molecular genetic and molecular cytogenetic techniques.  

3.  Correlate characteristics with the genetics 
By identifying which genes are associated with which components of the phenotype, a better 
understanding of the underlying biology will be gained. This can then be used to inform the 
search for the most effect treatments. This process is facilitated by a secure custom-designed 
database for the storage and retrieval of the study participant’s medical records as well as 
study-generated phenotype and genotype information. 

 
 Significance 

• This Center will be the prototype for the development of other centers across the country 
(and indeed the world) focused on other chromosome abnormalities.  

• Since chromosomal abnormalities are responsible for half of the cases of mental retardation, 
these Centers will be key in ameliorating the personal, social and economic impact of these 
conditions.  



 

 

 
To provide families af-
fected by chromosome 18 
abnormalities with com-
prehensive medical and 
educational information 
with a focus on treatment 
options. 
 
 The goals are: 
To be the international 
medical and educational 
resource for the families of 
individuals with chromo-
some 18 abnormalities.   
To perform and facilitate 
both clinical and basic re-
search relating to the syn-
dromes of chromosome 
18. 
To devise treatments to 

help these individuals 
overcome the effects 
of their chromosome 
abnormality. 

 
 The approach is: 
Understand the physical 

and functional charac-
teristics to inform 
treatment decisions 

We employ the most so-
phisticated medical tech-
nologies and assessment 
tools to define as precisely 
as possible the components 
of their characteristics. 
This alone may lead to 
treatment options. For ex-
ample, knowing that the 
short stature is caused by 
growth hormone defi-
ciency lead to an immedi-
ate treatment option.  
Characterize the precise 

genetic abnormality at 
the molecular level 

We define exactly which 
genes are present in a 
number other than the nor-

 We found that almost all 
the adults with 18q- have 
depression or bipolar dis-
order and respond well to 
treatment once appropri-
ately diagnosed. 
 
 We have shown that hear-
ing impairment is a much 
more prevalent problem 
than was in the literature.  
70% of children with 18q- 
and 55% of children with 
18p- have some level of 
hearing impartment. It is 
therefore important that 
parents have their child’s 
hearing assessed. 
 
 We have shown that 
100% of the people with a 
deletion of a certain region 
of 18q have dysmyelina-
tion of the brain. We have 
not yet determined the 
consequence of this find-
ing in terms of the func-
tional significance.  
 
 We are just beginning to 
evaluate individuals with 
tetrasomy 18p with the 
expectation that we will 
gain new insight that will 
lead to treatment plans. 
 
 We continue to have more 
questions than we have 
time, money and staff to 
answer, but we are making 
steady progress and are 
making a positive differ-
ence in people’s lives. 
However, we have a long 
way to go and many more 
questions to address. This 
is reflected in our mission 
and goals as spelled out 
below. 
 
 The mission of the Chro-
mosome 18 Clinical Re-
search Center is to: 

but we were the first to 
report the cause. The 
cause is treatable. 
 
 We have also shown that 
those children with 18q- 
with growth hormone de-
ficiency have an average 
nonverbal IQ increase of 
18 points after they start 
growth hormone therapy. 
Some children have no 
increase and some chil-
dren have twice that in-
crease. We are trying to 
understand why this is.  
 
 We have shown that the 
amount and location of the 
missing part of chromo-
some 18 is different for 
each child with 18q-, so it 
is no wonder that they are 
each unique in their 
strengths and weaknesses. 
Interestingly, the majority 
of people with 18p- have 
the same breakpoint so 
they should be more alike 
as a group making it easier 
to make group generaliza-
tions. 
 
 We have shown that 
many of the people with 
18q- develop hypothyroid-
ism, therefore they should 
all have their thyroid lev-
els checked every year. 
 
 We found that only 20% 
of people with 18p- and 
68% of those with 18q- 
have mental retardation. 
This is not even close to 
the 100% that was re-
ported in the literature be-
fore we began, or the ex-
pectation that we were 
given at the time of diag-
nosis. 
 

mal 2 copies in each indi-
vidual with a chromosome 
18 abnormality. This will 
utilize the latest informa-
tion on the genome and 
will employ cutting-edge 
molecular genetic and 
molecular cytogenetic 
techniques. The implica-
tions of this are additional 
treatment insights result-
ing from an understanding 
of the basic biology of the 
involved genes. 
Correlate the two sets of 

findings listed above 
By identifying which 

genes are associated 
with which compo-
nents of each individ-
ual’s characteristics a 
better understanding 
of the underlying bi-
ology will be gained. 
This can then be used 
to inform the search 
for the most effect 
treatments. This proc-
ess is facilitated by a 
s e c u r e  c u s t o m -
designed database for 
the storage and re-
trieval of the study 
participant’s medical 
records as well as 
study-generated infor-
mation from the ac-
tivities listed above. 

 
 The continued success of 
the Chromosome 18 
Clinical Research Center 
is possible because of the 
dedication of the families 
as an active part of this 
partnership. Thank you all 
for helping to make and 
keep this partnership 
strong. 

 
 
 

See our website at : 
www.pediatrics.uthscsa.edu/chromosome18/ 



 

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 
 
San Antonio Golf Tournament 
        The Fifth Annual San Anto-
nio Golf Tournament took place 
at Tapatio Springs Golf Resort 
on June 18, 2005.  It was billed 
as “Come Play 18 for Chromo-
some 18 on June 18th.”  This 
was another great success, with 
the event clearing $26,433.69.  
Our wonderful corporate spon-
sors and faithful individual play-
ers were back again, with the 
only goal being to benefit our 
children.   
 

2004-2005 Phantom Tea 
       The annual Phantom Tea 
campaign always crosses over 
two calendar years, starting in 
October and ending the follow-
ing summer to make it conven-
ient for our families to have their 
Tea at almost any time of the 
year.  The tenth annual event that 
ended in 2005 was very similar 
to those of the last few years.  
Our families and their relative 
and friends donated 
$136,043.33.  There were 689 
donors who gave in the names of 

family members and friends 
resulted in raising $5,389.00.    
       All three of these families 
spare no comfort, time or effort 
to bring about such amazing 
success which they do, of course, 
to benefit the research that will 
help chromosome 18 children.   
 

Individual Fundraisers 
 

      In addition to our four 
Registry-wide fundraising 
events, individual families are 
invited to take on the responsi-
bility of creating their own fund-
raiser.  The Chromosome 18 
Registry & Research Society has 
been blessed to have some fami-
lies who are not only energetic, 
but very creative. They enlisted 
the help of their families, friends 
and communities to raise aware-
ness of chromosome 18 syn-
dromes abnormalities and raise 
money to fund the research that 
is changing and improving the 
lives of their children. 

During 2004, there were 
thirteen individual fundraising 
events hosted by the family and 
friends of our affected children 
and adults.  We wish to acknowl-
edge those of you who went out 
of your comfort zone and helped 
raise research funds your chil-
dren. 

Doug and Julie Masterson 
(Jake, 18q-) from Pacific Pali-
sades, California, were on the 
golf course for the 6th time to 
host what has become a much-
ant ic ipa ted  gol f  tourna-
ment/silent auction attended by 
friends and colleagues. The 
event took place on October 
11th.  Their hard work always 
results in a very  successful 
event that continues to be a very 
important spoke in the fundrais-
ing wheel each year.  We are so 
grateful, Doug and Julie, and we 
thank you for your loyal and 
important  participation. 

Stephen and Ellen Botello 
from West Barnstable, Massa-
chusetts,  (twins Cameron and 
Joshua, 18q-) continue their 
amazing success by hosting their 
fifth golf tournament.   We thank 

58 of our children and adults.  
This total represents 13.9% of 
the families who were sent invi-
tations.   

Birdies for Charity 
       The Birdies for Charity is 
an event held in conjunction with 
the PGA Tour Pro Tournament 
in San Antonio that raises sub-
stantial dollars for charities in 
the San Antonio area.  Prepara-
tions begin in July and end with 
the tournament in October.  2005 
was the sixth year that the Regis-
try participated, and it brought in 
$8,522.41 in pledges, straight 
donations and contest winnings.  
It should be pointed out that Golf 
San Antonio who runs this event 
does not get the final total and 
donor list to us until February of 
the following year, so most of 
the dollars and donors are actu-
ally recorded in the following 
year’s financial annual report. 

 
Run for Research 
Three amazing Registry 

families took part in the 2005 
Run for Research, the same 
faithful families who have been 
doing it for years.  On October 
1st, the Shively family from 
Buckley, Illinois, hosted their 
fourth Run and they  (including 
Aunt Karen Lanning) and their 
many friends walked, ran, biked, 
etc. to bring in $25,419.00 in 
honor of Sara who has Tetra-
somy 18p.  If that was not 
enough, they set up a golf scram-
ble on September 24th, presuma-
bly to get ready for the Run a 
couple weeks later!   

In the community of Katy, 
Texas, the McDivitt family 
hosted their third Run for Re-
search on March 5th.  John and 
Monica McDivitt, along with 
their supportive family and 
friends, walked and ran their 
way to $8,603.14 in honor of 
their daughter, Samantha, who 
has 18q-.   
        Pamela Del Angel, who 
lives in Houston, organized her 
2nd  Run in the Valley where 
most of her family lives.  The 
date was March 26th and the 
place was Weslaco, Texas.  Pam-
ela’s efforts and that of her many 

 

The Chromosome 18 Registry & 
Research Society 

 

 

We are on the web! 
www.chromosome18.org 

Fundraising Activities 



 

 

 
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) 
Workplace Giving 
In-kind donations 

 
Memorials 

During 2005, contributions were 
made in memory of the follow-
ing persons: 
Sarah Blanton 
Ryan Bowden 
Roy E. Cash, Sr. 
Betty Eslick 
Roland Fowler 
Newton Goldberg 
Shirley Goodbaum 
Trinity Heard 
Albert Hersh 
Calum Lawrie 
Cary Latham 
Bert Odem 
Mildred Patrick 
Nancy Sarzynski 
Hanna Shaner 
Lloyd Wilson 
 

Pledges 
Several families or family 

foundations have made pledges 
to provide financial help for 
research efforts that are given 
over a period of years.  These 
pledges continued to be honored 
during 2005.  We are very grate-
ful for their generosity. 

 
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. 

their third Comedy Night/Raffle 
at a local hotel.  They again 
raised tens of thousands of dol-
lars for research.  Of course this 
kind of event does not happen 
without a great deal of work, but  
Allison and gang are not afraid 
of work!  The event was another 
truly  astounding success story.  
Thank you to the entire Alper 
family for continuing to host this 
event that brings so many laughs 
to so many people and so many 
research dollars to our affected 
kids.   
          Jarvis and Renee Watson 
(Jalon, 18q-) live in a tiny east 
Texas town called DePort.  The 
family and friends of the Wat-
sons gathered at their church for 
a night of music.  They opened 
their hearts and wallets to benefit 
the research the will help Jalon 
and many other chromosome 18 
children.  As new members, we 
thank you for jumping right in to 
help! 
       Ivan and Xenia Cabrera 
hosted a birthday party for their 
son, Nicholas, (Partial T18/Y 
translocation) in Miami Lakes, 
FL.  Guests enjoyed the party 
and gave generously to help the 
work of the Registry.  Thank you 
to the Cabrera family.  There are 
no limits to the ideas that our 
families come up with! 
       Greg and Sue Dorsey 
(Carley Rose, 18p-) of Ever-
green, CO, hosted a wine-tasting 
party to raise funds that specially 
went to offset the cost of the 
2005 conference held in Winter 
Park, CO.  There seems to be no 
question as to why this was such 
a popular event!  Thank you  so 
much for helping in yet another 
way.   
       Brett and Nichola Chap-
pell (Luke, 18p-/15p transloca-
tion) held another of several golf 
tournaments in the area of Cam-
den, Australia.  These funds 
were used to help pay the costs 
of the 2005 Australian confer-
ence which was attended by both 
Drs. Cody and Hale.  Thank you 
for all your wonderful giving and 
hard work over the years, Brett 
and Nichola.   
 
 The total of these indi-
vidual fundraiser was in excess 
of $118,000! 

 

you sincerely for all your efforts 
which seem to always be carried 
off without a hitch. Special 
thanks to Jean D’Olimpio whose 
skills and hard work help make 
this event so successful.  Thank 
you, Stephen, Ellen and Jean. 

Mike Reilly from Colum-
bia, Missouri, is a friend of Dan 
and Katie Schilly (Remy, 18q-), 
and he hosted his fifth golf tour-
nament to benefit The Registry.  
Here is an example where not 
just family, but friends of our 
children, host fundraisers to help 
in the research efforts.  Thank 
you, Mike Reilly. 

The McDivitt family from 
Houston (Samantha, 18q-) not 
only did their usual Run for Re-
search, John and Monica also did 
some advertising of the Registry 
at a Houston Aeros game and 
also raised some funds. 

Cheryl Frayne is the aunt 
of Talia Grossman (18q-).  
Cheryl and her family live in 
Canada.  Cheryl, her family and 
friends hosted a second “Fall 
Get-Together” and it brought out 
dozens of interested family and 
friends.  Thank you so much for 
your help, Cheryl and family.   

The Patterson Family 
(Liam, 18p-) again showed mov-
ies and served the usual movie 
fare food after educating their 
friends who attended about chro-
mosome 18 abnormalities.  
Thanks, Molly, Mike, Liam and 
Delany, for continuing your 
unique fundraiser! 

Bruce Steinke (Dylan has 
18q-) keeps a candy machine full 
and makes it hard for his co-
workers to stay trim.  The vend-
ing machine in his office at The 
New Republic brings a steady 
income for the Registry.  Thank 
you, Bruce and Dina. 

Jill and Rodney Lee 
(Owen, Tetrasomy 18p) hosted 
three events in their town of 
Boonville in north central New 
York:  a bake sale, a poker walk 
and a golf tournament.   This 
small community has so much 
heart and expends so much effort 
to help the Lee family raise 
money for the Registry and for 
Owen.  Thanks so very much for 
all you do. 

 Eric and Allison Alper 
(Sydney, 18q-) of Dix Hills, 
New York, with the help of 
many family and friends,  hosted 



  The glorious Colorado 
sunshine and breath-
taking views set the pace 
for the 2005 Chromo-
some 18 Conference.  
The 2005 conference 
was about leaving the 
hustle and bustle of city 
life.  Attendees got to 
focus their attention on 
relaxation, slow after-
noons, and Rocky 
Mountain adventure at 
S n o w  M o u n t a i n 
Ranch/YMCA.  We 
started things out in 
Colorado style with a 
big bonfire, smores and 
hot chocolate the first 
night. 
 
 Activities abound at 
Snow Mountain Ranch.  
There was hiking, fish-
ing, mini-golf, rock 
climbing, roller skating, 
swimming, zip lines, 
horses, white water raft-
ing, and so much more!  

twist on the silent auc-
tion.  Instead of having 
several single items to 
bid on we made re-
gional baskets made 
up of several great 
items from specific 
areas.  We really need 
to thank all of the 
Chromosome 18 Re-
gional Coordinators 
for making this a suc-
cess.  They were asked 
to designate some sort 
of theme to their re-
gional area and than to 
contact families and 
ask that they go out 
and either ask for a 
donation or purchase 
something for their 
area’s basket.  Fami-
lies throughout the 
United States and even 
Holland and Australia 
participated in this 
event.  The Regional 
coordinators were re-
sponsible for getting 
all of the items from 

A favorite activity for 
the children was the 
craft center.  This center 
was amazing and the 
kids had several oppor-
tunities to make differ-
ent items.  Therapeutic 
Horseback riding was a 
popular choice for many 
of the Chromosome 18 
children and the smiles 
were invaluable.  Fami-
lies enjoyed hayrides 
one night and then on 
another we had a unique 
Wine & Cheese social.  
The wine social was a 
mini-fundraiser and fea-
tured a special Colorado 
winery.  It was an eve-
ning for kids as well, 
with balloons and des-
serts.  We ended the 
evening with a special 
slide show of pictures 
taken throughout the 
week by Rick Guidotti. 
 
This year there was a 

11th Annual Family Conference 
YMCA of the Rockies 

Winter Park, CO 
June 27– 30, 2005 

 



 

 

their area to Colorado.  
This was a huge under-
taking.  The baskets 
were beautiful and 
raised $1,250.00 for The 
Registry.  Thank you, 
Regional coordinators, 
and to all of the families 
who participated in this 
event.  There were many 
that helped make this 
happen that 
were not even 
at the confer-
ence. 
 
 The speakers 
provided us 
with a lot of 
great informa-
tion.  We 
talked about: 
inclusion, os-
teopathy and 
nutritional in-
tervention op-
tions, neurode-
velopment, learning en-
vironments for our kids 
and testing and, as al-
ways, we had a Chromo-
some 18 research up-
date.  We also had a 
mini workshop on build-
ing a joyful life with 
special circumstances, 
our kids!  One particular 
session that was a favor-

all that we did in those 
four short days.  This 
conference could not 
have happened without 
the help of many.  While 
Robin Coursen and An-
gie Moss (2005 confer-
ence coordinators) started 
running with dates, de-
tails, and planning, there 
were those who simply 
took the batons from the 
coordinators and did not 
finish until the end.  
Thank you so much to 
the whole Colorado plan-
ning team. This team was 
invaluable and worked so 
hard.  I would like to ex-
tend a special thank you 
to Bob Coursen, Hannah 
Coursen, Jeff & Chris 
DeVoss, Greg & Sue 
Dorsey, Robert Moss and 
Susan Wright.  The 2005 
conference would simply 
not have been possible 
without these great peo-
ple. 

ite for many was 
“Nourishing the Special 
Needs Family”.  Our 
guest speakers were Dr. 
Brad Beck and his wife, 
Lisa.  They shared their 
story and spoke to our 
hearts with the memory 
of their special daughter, 
Maddie. 
 

 The 2005 
C h r o m o -
some 18 
Conference 
came to a 
close with a 
B a r b e q u e 
and Square 
D a n c e .  
The barbe-
que had 
good food, 
a park for 
the kids to 
play in and 
m a n y 

friends saying their good-
byes until next time. The 
square dance ended the 
evening and many dis-
covered there was a 
country/western side to 
them that was just wait-
ing to come out! 
 
 I am exhausted all over 
again just going through 

2005 Conference Stats 
 
Attendees included: 
211 individuals 
66 families 
89 children, 36 of them  
 affected 
13 affected adults 
 
 
They came from 22 
states and the countries 
of Canada, England and 
Finland. 

Photographs by  
Rick Guidotti 
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This is one fam-
ily’s story, our 
family’s story. 
And it isn’t 
actually the 
whole story.  
Let me begin by 
introducing us.  
There’s James 
and myself, 
Jacob (8), Jonah 
(5) and Eli (2). 
The reason for 
this story is our 
middle son, 
Jonah. 
 
 Jonah was born 
in March of 

2001. He, by all accounts, 
was a healthy, normal baby.  
Very quickly things didn’t 
seem to add up. With having 
a two and a half year-old 
brother in the house, one 
would think the baby would 
startle. Because I was an ex-
perienced nursing mother, I 
shouldn’t have struggled with 
feedings. Then we had the 
diapers with some blood, 
followed by strange eye 
movements.  By three months 
old, we knew Jonah had aller-
gies and a hearing issue.  
Vision was questionable.  
Regional and county services 
started to kick in. A pediatric 
neurologist gave us a blanket 
cerebral palsy diagnosis after 
the high resolution chromo-
some test erroneously came 
back as normal. 
 
 Weeks stretched into months 
with no answers. Milestones 
went unmet. Then there was a 
bout with pneumonia at nine 
months. The doctors at the 
hospital seemed to detect 
something our pediatrician 
didn’t, and they suggested a 
trip to the geneticist. 
 Chromosome 18 deletion. 

ambitions and successes.  The 
emotions felt as a person sits 
and listens to the panel of 
affected young adults telling 
of their struggles and the suc-
cesses. Wow!  The pain is so 
deep, but the tears of joy are 
so much sweeter than what I 
believe a “normal” family 
encounters. 
 
 Such displays of courage and 
success help me to continu-
ally strive to uncover Jonah’s 
great abilities.  Please don’t 
misunderstand me, Jonah is 
severely affected. He’s autis-
tic and non-verbal living 
without much hearing. Some 
missing, some mangled, he 
isn’t working with a full set 
of tools. But neither was 
Helen Keller.  Let me tell you 
just one thing that I stand 
amazed at.  Jonah can play a 
computer game equipped 
with a touch screen, holding 
the left speaker up to his ear 
while he successfully, 100% 
of the time, chooses which 
instrument is being used to 
play a few notes. I didn’t 
even know what a bassoon 
was. 
 
 Our family’s story can’t be 
fully told because it’s not 
finished.  When it is all said 
and done, I am most certain 
that our souls will be 
strengthened, our ambition 
inspired, and through our 
own measurement, success 
achieved. And maybe, just 
maybe, we will have encour-
aged another family that life 
can be lived to the fullest by a 
non-traditional set of values. 
Jonah, born with a chromo-
some 18 anomaly, can be that 
family’s inspiration.  And for 
our family, to impact another 
for good is worth the credit of 
a life well-lived. 

There.  We had identified the 
anomaly. And, because the 
symptoms had surfaced so 
slowly, we were never hit in 
the face with the diagnosis.  It 
stung, nonetheless.  The real-
ity of it still stings. 
 
 We found the Registry 
through an internet search. 
We found a family. You’ve 
heard the saying, “You can 
pick your friends, but you 
can’t pick your family.” 
Same goes true for having a 
child with a chromosome 
abnormality. We didn’t pick 
it. But we were “born into” 
the Chromosome 18 family, a 
family which we will forever 
be a part of. 
 
 This family, similar to ours, 
gave direction and support. 
They didn’t allow for help-
lessness or hopelessness. Oh, 
if all families were like that.  
We got to meet our new fam-
ily, just a few months after 
the diagnosis, in Niagara 
Falls.   Joining this group, we 
were encouraged and there-
fore realized we, in turn, had 
the opportunity to be an en-
couragement. 
 
 I’m saddened when I think 
about how some families 
view “less than perfect” pre-
natal tests as death sentences.  
Yes, some days are almost 
unbearable, a struggle just to 
stay sane.  But though a 
struggle, we should give 
credit where credit is due.  
Helen Keller impacted me 
when she said, “Only through 
experience of trials and suf-
fering can the soul be 
strengthened, ambition in-
s p i r e d ,  a n d  s u c c e s s 
achieved.”  To me, the annual 
conference best displays the 
strengthened souls, inspired 

 

One Family's Story 
By Caryn Chung 



 

 

The  
McDivitt’s 

Fun Run for 
Research in 
Katy, TX, 

honors 
Samantha 

(18q-) 
March 5, 

2005 

The Shively Family’s Annual Bike Ride/Run 
near Buckley, Illinois,  

honors Sara (Tetrasomy 18p) 
October 1, 2005 

Left: Tucker Lee, brother of Owen Lee (Tetrasomy 18p) at the Bake Sale Benefit in  
Booneville, NY. Beside Tucker is his friend, Kyrn. Right: Owen, Rodney, Tucker and Jill Lee. 



Revenue and Support 
Membership Dues         10,084 
Interest Income        (31,297) 
Conference Income         21,271 
Special Events                                                                      123,785 
Merchandise Sales           4,321 
Fundraising        216,108 
Combined Federal Campaign        23,731 
Contributions          38,298 
TOTAL      $406,301 
 
Expenses 
Program Services       486,321 
Management and General        10,142 
Fundraising            2,620 
TOTAL       $499,083 
 
 
Net Assets, End of Year              $  572,727 
 
 
Prepared by Cavazos and Coleman, P.C. 
Certified Public Accountants 

FI NA N C I A L STA T E M E N T 
for the year ending December 31, 2005 

Our mission is to 
help individuals with chromo-
some 18 abnormalities over-
come the obstacles they face 
so they might lead healthy, 
happy and productive lives. 
This mission is accomplished 
through service, education and 
research. Our service activi-
ties include an annual confer-
ence and numerous newslet-
ters. The Chromosome 18 
Communiqué is the most 
widely circulated of our news-
letters. 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) provide 
a syndrome-specific closed 
circulation newsletter for the 
exchange of information and 

personal stories among families. 
Each of our ten Regional Coor-
dinators oversee local events 
such as family get-togethers as 
well as local public and profes-
sional 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 Parent 
Network and listserves,   both 
open to current parental/
guardian members. The Parent 
Network is simply a contact 
information list.  The online 
listserves (18q-, 18p-, Ring 18 
and Tetrasomy 18p) are main-
tained by parent volunteers.  A 
relative listserve has also been 
added, and it is moderated by 
Julia Wentz, grandmother of 
Bryan Yocum who has 18q-. 

 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 chro-
mosome 18 are understood. 
This understanding will bring 
treatments and therapies that 
will lessen the burden of these 
syndromes. The path to under-
standing the chromosome 18 
syndromes is paved with re-
search dollars. Clinical research 
is very costly, which is why we 
devote so much effort to fund-
raising. The price may be high, 
but the potential rewards are 
even greater. Research will 
bring us the answers to the 
many questions we have about 
our loved ones. It will give us 
insight and will guide our ac-
tions.   

Programs and Ser vices  

 



 

 

PRESIDENTIAL DONORS 
Botello Home Center 
Finn, Brian & Bettina 
Flowe, Ben, Jr. & Peg Mahoney   
 Flowe 
Rock - It Cargo U.S.A., Inc. 
 
CORPORATE SPONSORS 
4J Enterprises 
Afficient Corporation 
Ag Partners Seed Service Inc. 
Agulnek & Swersky, M.D., LLP 
Alexander and Sons Upholstery Inc. 
American Productivity & Quality Center 
Ameriprise Financial/John Trusela 
Aragon, LLC 
Arrow Partnership, LLC 
Avanti Marble & Granite, Inc. 
Bank of America Foundation 
Bob's Discount Furniture Foundation 
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The following people are responsible for the success of our organization. Without their  
generosity, none of our services or accomplishments would be possible. 
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Choyce, Roy & Mildred 
Christ, William & Sandra 
Chumsky, Dan & Lisa 
Chung, James & Caryn 
Clark, Paul 
Cody, Jannine D. 
Cody, John 
Cohen, Brian & Rhonda 
Cohen, Bruce & Susan 
Cohen, Glenn & Susan 
Cohen, Greg & Marci 
Cohen, Mollie 
Cohen, Neal & Sally 
Cohen, Russell & Rhonda 
Cohen, Sheldon & Sandra 
Cohen, Vera 
Cole, Curtis & Margaret W. 
Collins, Cary & Cynthia 
Commesso, Eileen M. 
Connor Flowe, Carol 
Contino, Peter & Susan P. 
Cook, Robert & Lisa 
Coonrod, Paul & Geneva 
Coons, James & Margaret 
Cooper,  Mildred 
Cornelious, Sharon 
Cortese, Anthony & Michelle 
Corven, Lance & Jere 
Cox, Denis 
Cox, J. Renee 
Cramer, Thomas & Cynthia 
Creitz, Jennifer B. 
Criner, Lori & Hoyt, Craig 
Curry, John & Debra 
Darcy, James & Diane 
Davidson, Joel & Meg R. 
Davis Family of MO 
Day, Mark & Marsha 
De Julio, Philip & Karen 
Dea, Frances C. 
Dean, Denny & Sandra 
Degnan, John & Gervais, Paul 
Demian, Drew & Dana 
Denniston, Grant & Catherine 
Denniston, Thomas 
Deutsch, Herbert & Judith 
Devlin, Timothy & Margaret 
Dickinson, Richard & Mary 
Doty, John & Mary Anne 
Doyle, Peter & Cheryl 
Duckett, Natalie 
Dudon, Geraleen 
Dunham, George & Traci 
Durpetti, Anthony & Marion 
Eagle, Ken 
Earl, Jeffrey & Kristen 
Earl, Jonathan & Barbara 
Edmonds, Shannon & Meaghan 
Edwards, Mike & Norma 
Elish, Mel & Joyce 
Ellsworth, Andrew & Lori 
Ellwanger, Jim & Gloria 
Epps, Tracy & Lori 
Essink, Robert & Virginia Keller Essink 
Eyre, Larry & Patricia 
Eyre, Sharon 
Fallah, Robert 
Farello, Tony & Bonnie 
Fasone, Michael 
Feinman, David & Eileen 
Feniger, Bruce D. 
Fenner, Brad & Cindy 
Fensterman, Robert & Edythe 
Ferrante, Elizabeth A. 

Fielden, Terence & Nancy 
Fields Family of MO 
Finn, Deborah 
Finn, Judy 
Finn, Lisa 
Fisher, Dr. Peter & Toni 
Fisher, Phillip & Carolyn Sue 
Fitton, Matthew & Cara 
Flanigan, William & Melanie 
Flath, Arthur & Bette 
Fleming, Jeffrey & Lori 
Foley, Eugene & Black, Rhonda 
Ford, Steven & A. Michelle 
Fox, Jim 
Frayne, Cheryl and Family 
Frederick, Michael & Sherri 
Friends of Ainsley Nash 
Friesenhahn, John 
Fuchs, Norman & Nancy 
Fudala, Michael & Linda 
Fugitt, David & Candis 
Gabriel, G. William & Joan 
Gaines, Donna 
Gallardo, Richard & Rose Marie 
Gallardo, Richard & Stacey 
Gamblin, Paul & Stephanie 
Garber, Steven & Mary Beth 
Garcia Systems Solutions 
Garrigan, Kenneth 
Gay, Michael B. 
Gaynes, David & Arlene 
Gebeau, Kathleen F. 
Gee, George F. 
Gentry, Melvin & Carmen 
Gerlt, Wayne & Elaine 
Gersten, Barry & Merryl 
Gilbert, John & Nancy 
Gindi, Daniel & Laurie L. 
Gire, Douglas & Tania 
Gire, Michael & Debbie 
Glass, Stefany B. 
Glazer, Bruce & Alyssa 
Glenny, Clint & Susan 
Gold, C. Ray 
Goldberg, Jay & Susie 
Goldberg, Les 
Goldsmith, Lorraine 
Goldstein, Jeffrey L. 
Goldstein, Jonathan 
Goldstein, Lon & Lisa 
Goldstein, Sonna 
Goodman, Steven & Helane 
Gordon, David & Christine 
Gorrell, Jason & Melanie 
Gorrell, Phil & Cathy 
Gray, Steven & Nancy 
Greenhut,  Mr. & Mrs. Jonathan 
Grimaldi, Frank & Renee 
Gross, Robert & Laura 
Grossman, Richard & Barbara 
Grossman, Seth & Liz 
Guild, Marc & Dale 
Gurwitz, Brad & Lisa 
Gwaltney, William & Joy 
Hale, M.D., Daniel 
Halvorsen, Patrick & Beth 
Hamilton, James & Debra 
Haney, Mark & Nadia 
Haney, Paul & Judy 
Hanify, William 
Harlem, Cori Lynn 
Harnach Family of MO 
Hausserman, Terry & Diane 
Hawkins, Julie 
Head, James & Ruth Ann 
Heintzelman, Robert, Jr. 
Heitner, Jody 
Heller, Lawrence & Jeannine 
Hellman, Mitchell & Belinda K. 
Herndon, Daniel C. 
Herowitz, Kathy 
Herschman, Robert & April 
Hibey, James & Karen 
Higgins, H. Scott & Linda 
Hillegass, Susan B. 
Himmel, Colonel Daniel & Jean 
Himmel, David & Angela 
Himmel, John & Christine 
Hinds, Bradley 
Hippert, W.T. & B.R. 
Hodyno, Walter & Christine 
Hoffman, Darin & Dawn Meyeroff 
Hollander, Aaron 
Hooton, Col. Richard & Mrs. Elizabeth 
Hoover, Margaret 
Hopwood, Lawrence and Kerry 
Horowitz, Katherine 

 



 

 

Popolizio, Edward & Suzanne 
Preston, Daniel 
Price, Countess W. & Frances 
Price, Marvin & Sharon W. 
Procopio, Cathleen 
Pugh, Alex & Monique 
Putnam, Gary & Kathleen 
Quinn, James & Helen 
Ramsey, Buck & Elizabeth 
Ramsey, Mr. & Mrs. B.B. 
Reid, Dave & Jill 
Reid, Eric & Wells, Caryn 
Reilly, Kathleen 
Reilly, Patrick & Sharon 
Reinagel, Randy & Kim 
Reis, Raymond & Carolyn 
Renner, William & Carol Anne 
Reutershan, Robert & Susan 
Reyes, Susana A. 
Ricca, Mark & Therea 
Ricciuti, DDS, Lewis & Lori 
Richards, Andrew & Amy 
Richards, Robert M. 
Rico, Jorge L. & Isabel 
Riemann, Kenneth & Debra 
Riffle, Chris & Ronna 
Ripka, David & Samantha 
Rivenes, Dr. Scott 
Romero, Daniel & Karen 
Rosenberg, Howard & Lana 
Rosenfeld, James & Nolan, Sharon 
Ross, Connie 
Rothman Fimgaila, Maureen 
Rounds, Patrick & Connie 
Ruffin, Robet & Kristin 
Rusch, Wayne & Theresa 
Rush, J. Warner 
Russo, Sara, J. 
Ryan, Joseph P. 
Sakre, Larry 
Sakre, Thomas & Martha 
Saltzman, Rich & Elise 
Sanchez, Alvar & Pascual, Anna 
Schear, Erik & Amy 
Schenkman, Kenneth & Moreland, Nancy 
Scher, Neil & Leigh 
Schilly, Dan & Katie 
Schilly, Hank & Sally 
Schilly, Meinrade & Celeste 
Schilly, Sally 
Schilly, Thomas & Angela 
Schmick, Daniel & Patricia 
Schmick, David 
Schmitty Says 
Schoen, Steven 
Schreiber, Gary & Dale F. 
Schubert, Scott & Silverman, Jodi 
Schumacher, Roger 
Schwartz, David & Wendy 
Schwartz, Jonathan & Cindy 
Schweppe, Bill & Martha 
Scimeca, Philip & Rozanne 
Scott, Kenneth & Shawna 
Scully, Migdalia F. 
Segal, Janet Z. 
Segarra, Mr. & Mrs. Ben 
Seitz, Patricia 
Seiver,  Jeffrey , DDS & Andrea 
Serkes, Thomas & Teresa 
Serpico, James & Sherrie 
Setton, Robert & Mindy 
Shaughnessy, Matt & Kristine 
Shively, David & Phyllis 
Shively, Elizabeth A. 
Shively, Kirk & Deanna 
Shively, Todd & Stephanie 
Shulroff, Jason & Lauren 
Shuster, Ron & Dina 
Siegel, Dr. Stephen & Sharon 
Silverman, Beth 
Silverman, Kenneth & Brunell, Janet 
Simmons, Jeff & Kramer, Melissa 
Simon, Hal & Lori 
Sims, S.A. & J.B. 
Sims, Susan J. 
Sisselman, Stephen & Jill C. 
Skettino, Michele 
Skorich, Mark & Linda 
Sloan, Francine Schwartz 
Smart, William & Jennifer 
Smith, Christopher G. 
Sotelo, Debra 
Sparks,Eric & Mary 
Spellman, David & Samantha P. 
Sperrazza, Jane 
Spike, Sharon 
State, Ian & Linda 

Statfeld, Brian & Michelle 
Stearn, Brian & Shari 
Steinberg, Craig & Donna 
Steinberg, Glenn & Pamela 
Steinke, Bruce & Dina 
Stenger, Mike & Kathleen 
Stern, Neil & Debra 
Stern, Theresa P. 
Steuer, Stephen & Cheryl 
Stevig, Larry & Barbara 
Stifle, John & Shelby 
Stoler, Jennifer Leben 
Street, Joseph & Kristi 
Suder, Aaron & Heather 
Talley, Chris 
Tannen, Sheldon 
Tarnay, Barbara & Thomas 
Tepper, Perry & Jill 
Terry, Vernon & Martha 
Thalhamer, David 
Thomas, Dave 
Thomas, Drew & Kim 
Thomas, Leonard & Sharon 
Thomas, Michael & Cassandra 
Thompson, Alan & Donna 
Thompson, Glen & Marty 
Thompson, James B. 
Timin, Madeleine 
Tipping, Kenneth & Isabel 
Todd, Chris & Melissa 
Tomkow, Charlotte 
Tortolano, Peter & Donna 
Traa, Jim & Beverly 
Traa, Jim & Claudia 
Transport, Mark & Meryl 
Travis, David & Lisa 
Tremblay, Victor & Mary 
Trotter, Frank 
Trueman, Richard & Helene 
Trumble, L. Deane & Judith 
Trusela, John & Paula 
Turner, Robert & Jeanne 
Tyner, D.D.S., Michael 
Vaknin, Daniel & Lori 
Valent, Patrick & Maria 
Varela, Jaime & Shelby 
Vaughn, Mike 
Ventricelli, Daniel & Karen 
Wagner, Stephen & Courtenay 
Waidelich, Scott & Cindy 
Walsh, Timoth & Lisa 
Walsh, William Jr. 
Walz, John & Moira 
Wandover, Susan J. 
Warman, M.D., Stephen & Holly 
Warrack, John & Gail 
Watson, Chadwick & Patricia 
Watson, Mary Gail 
Wattaul, Peter & Rosanne 
Watters, Ray 
Wattley, Glenn & Maureen 
Waxner,  Dr. Jonathan & Carla Chiapetta 
Waxner, Marvin & Marian 
Wayt, Sims M. 
Weber, Elmer & Alberta 
Weber, J.R. 
Weber, Kevin & Linda 
Weber, Philip, Jr. & Patricia 
Weisbrot, Michael & Jennifer 
Weiss, Todd & Victoria 
Wende, O.D.,  Joseph & Debbie, 
Wendell, G.H. and Elizabeth 
Wentz, Julia 
Werber, Josh L., M.D. 
Wicker, J. Andrew 
Wiens, Lewis & Susan 
Williams, Mr. & Mrs. Rob 
Williamson, Alan T. 
Wolfson, Jeffrey & Mia 
Wolin, Alan & Caryn 
Wolpert, William & Judith 
Wolverston, Marcia 
Wooden Family of NC 
Woods, Rick & Jill 
Worley, Luke 
Wulk, Carole E. 
Wynn, Dr. James and Karin 
Yager, Herb & Sue Scott 
Yager, Thomas & Bonnie 
Yahney, Todd & Pam 
Yocum, Kenneth & Darlene 
Yocum, Shawn & Deborah 
Young, Karla 
Zakarin, Jon & Appenzeller, Natalia 
Zinn, Harold & Alwayne 
Zmick, Paul & Sarah 
Zwilling, Howard & Jane 

 
CONTRIBUTORS 
Aaronson, Rev. David & Sue 
Abbe, Bernice E. 
Abbe, Larry & Barbara 
Ackerman, Kenneth E. 
Adams, Layne & Joan 
Adamski, Jerome & Patricia 
Agovino, Michael & Gerryann 
Aguirre, Maria E. 
Aiello, Daniel & Teresa 
Akervik, Mark & Barb 
Aklestad, Beth 
Aklestad, Lyle & Loretta 
Alaniz, Dalyla 
Albarado, Ronald & Susan 
Aldrup, David & Tambra 
Alfaro, Cynthia 
Alfaro, Eulalia 
Alfonso, Barbara 
Allen, Cindylou 
Allen, John & Jill 
Allen, Michael & Deborah 
Alonzo, Marcelo & Maria 
Alper, Eric & Allison 
Altschuler, Joel & Susan 
Ammann, Paul & Debra 
Apiki, Stephen & Deborah 
Arens, Peggy 
Argow, Edward & Renee 
Arikian, Edward, M.D. & Gladys 
Arikian, Karen & Eckholdt, Thilo 
Armour, David & Kristy 
Armstrong, Howard & Joan 
Armstrong, Jack & Geraldine 
Arnold, John & Liselotte 
Ashley,  Angela 
Ashley, Mindy S. 
Attleson, Ross & Kristin 
Augustyn, Joseph & JoAnn 
Avalos, Alexandro 
Avery, Bennett & Rogene 
Backus, Jared & Kim 
Baier, Earl & Cindy 
Baier, Millie 
Bailey, Bill 
Baker, Daniel & JoAnn 
Baker, Jeff & Lori 
Baker, Jon & Kathryn 
Baldwin, W.E. & Anne 
Barber, Jerry & Janice 
Barbieur, James & Ann 
Barcus, Craig & Terri 
Barnable, Pete & Debra 
Barnard, Kristin M. 
Barnard, Rory & Karen 
Barnett, Doris A. 
Bartlett, Brad & Joni 
Barton, Chad & Heather 
Bastin, Brett & Amy 
Baucom, Charles & Ann 
Bauer, Henry & Mae 
Bauman, Margaret J. 
Bayles, Mr. & Mrs. Cleo 
Becker, Debbie 
Beckley, Larry & Jacquelyn 
Beede, Helen 
Beets, Mr. & Mrs. Robert 
Beinart, Peter 
Bell, Morris & Carrie 
Bellinger, Peter & Ellen 
Belmont, Anthony & Janice 
Belous, Todd & Marla 
Bender, Paul & Susan 
Benedi, Claudio & Aidys 
Bentley, Donald & Charlene 
Benton, John & Martin, Linda 
Bentz, Thomas & Tracey 
Berglass, Michael E., DDS 
Bernard, Harold, Imelda & Ben 
Berrios, Nery 
Bezdek, Larry & Linda 
Bird, Maureen R. 
Bitto, Ron 
Bjzak, Carol B. 
Blackwell, Dana 
Blake, Thomas & Yolanda 
Bobalik, Gary & Suzanne 
Boehm, Janette 
Boggess, Jr., Mrs. James H. 
Bolivar, Julio & Martha 
Bond, Robin 
Bonilla, Roberto & America 
Bookout, Cindy 
Bordlee, Brian & Suzanne 
Bork, Leslie & Joyce 
Bostia, Michael 

Boynton, Katherine 
Bradford, JoAnn 
Bray, Drs. Collin & Rachel 
Brazeal, Bill & Mary Anne 
Brex, Jeff & Jennifer 
Britton, Venase V. 
Bromley, Richard & Mary 
Bronsema, Ron & Linda 
Brown, Danelle 
Brown, Kimberly J. 
Brown, Todd & Jaime 
Bruens, Leslie & Annabelle 
Bryant, Ingeborg 
Bundschuh, Susan 
Burek, Jennifer 
Burnham, David & Kristen 
Burruss, Charlie, Angie & Mary Ann 
Burtner, Tim & Sheila 
Burvant-Deichmann, Barbara 
Busboom, Barbara 
Busboom, Robert & Anita 
Bush, Robert & Christa 
Butterman, Jodi 
Caballero, Ricardo & Isabel 
Cades, Abe & Doris 
Campbell, Christine & Jane 
Candeletti, Richard & Kathleen 
Capasso, James & Anne 
Cardenas, Raul 
Cardin, Paul & Diane 
Carey, Gregory & Winifred 
Carney, Brian 
Carpenter, Jeff 
Carpenter, Richard & Brenda 
Carroll, Steven & Deborah 
Carson, Scott & Kim 
Carter, John & Victoria 
Carter, Russell & Carol 
Case, Dean & Susan 
Castillo, Celene M. 
Casy, Albert & Olga 
Catt, Mike 
Cavazos, Oscar & Rita 
Chandler, Margaret E. 
Chapman, Mat & Boler, Suzanne 
Chavez, Noel & Shawn 
Chi, Judith Nunez 
Chiavazza, Alison A. 
Chiavazza, Dennis & Alison 
Chiburis, Christopher & Debra 
Chin, Allen 
Chiocco, John 
Chiriboga, Marco & Ines 
Chopus, Wayne & Susan 
Christensen, K.E. & Marilyn 
Chubet, Michael & Lorraine 
Ciccone, Anthony F. 
Cinque, Andrew & Eleanor 
Clampit, Lucy 
Clauson, J.D. 
Claypoole, Michael & Dawn 
Clemons, Recil & Sylvia 
Cline, Charles & Dorothy 
Coady, Mary Beth 
Cochran, Charles & Lissa 
Cohen, Carol 
Cohen, Ethel 
Cohen, Ira 
Cohen, Lyle & Nancy 
Cole, Christopher & Rebecca 
Coleman, James & Susan 
Collins, Diane 
Collins, Ruth 
Comfort, Shirley 
Connolly,  Laurence & Bernadette 
Contreras, Consuelo T. 
Contrestano, Maria Elena 
Conway, Joseph & Kelly 
Cooke, Ray 
Cooper, Dorothy 
Cooper, James A. 
Cooper, Roger 
Corey, Doris E. 
Corning, Daniel & Sherry 
Cornish, Shirley 
Corpus, Jackie 
Correll, Curt & Jeanne 
Corrigan, Sharon R. 
Cosby, Shirley 
Cottle, Michelle 
Coursen, Donald & Kristin 
Coursen, Mary S. 
Cox, Ann D. 
Crabtree, Robert & Amy 
Craighead, M. Shane 
Crane, Donna 
Crawford, Bradley J. 



Johnson, Marcia L. 
Johnson, Tom & Tina 
Johnson, Vernon 
Johnston, Keith & Marilyn 
Jonason, Mona 
Jones Mobile Notary 
Jones, Bob & Skye 
Jones, Evelyn Jo 
Jones, Leland & Paulette 
Jordan, Cheryl 
Josefson, Eric & Cindy 
Joseph, Herman & Loretta 
Julius, Lawrence 
Juza, Kevin & Kim Capriola-Juza 
Kabatsky, Steven & Jacoby, Caryn 
Kabot, Marc & Theresa 
Kalinowski, John & Kathleen 
Kane, Mary 
Keenan, John & Kathryn 
Keim, Jeffrey & Petra 
Keiser, Karen 
Kelland, Alfred & Nancy 
Keller, Cindy 
Kelly, Loren & Debbie 
Kelsch, Peter & Kathy 
Kelsch, Thomas 
Kennedy, Irvin & Mary 
Kerkstra, A. Roy 
Kerner, Mark 
Kerr, Toni 
Ketchum, Virginia 
Kettel, Jeff, Sheila & Jordan 
Kevorkian, Eric & Shari 
Kids In Motion 
Kieninger, Michelle 
Killough, James & Brenda 
Kirchhofer, Kristofer & Rose Mary 
Kirkpatrick, Scott & Nancy 
Kirsch, Karen E. 
Kizek, Dominic 
Kizer, Kurt & Melinda 
Klem, Pauline & Elbaum, Renee 
Klett, Evan & Jessie 
Kline, Mr. & Mrs. Robert 
Klomfahs, Gregory & Kimberly 
Knight, John & Dianne 
Koehler, Eric 
Kolano, John & Maryann 
Konesny, Joseph & Patricia 
Koshlap, Elizabeth M. 
Koutsis, Philip & Maryann 
Koval, Mitchell & Elizabeth 
Kozlowski, Henry 
Kraichely, Joseph & Ellen 
Krapohl, Donald & Barbara 
Krapohl, Donald & Lisa 
Kreutz, Robert & Amy 
Krisch, Karen E. 
Krzeczowski, Pam 
Kucifer, J. Kelly & Rachelle 
Kujuwa, Jamie 
Kummerow, Karen Benson 
La Barbara, Richard & Rita 
Labiner, Steven & Margo 
Lacroix, Kristine A. 
Lacy, Julia 
Ladeau, Darrell & Rebecca 
LaFoe, Patricia 
Lam, Khee & Chooy 
Landshut, Timothy & Kamala 
Lane, William D. 
Lanning, Jeff & Quinlivan, Joan 
Larson, Robert & Clara Belle 
Larson, Steven & Susan 
Lashetski, Edward & Lucille 
Law, Duncan & Carrie 
Lawrence, Kenneth & Sharon 
Lawrence, Millard & Verna 
Lawrence, Stan & Donna 
Lawrence, Vernon & Jeanette 
Leal, Beatriz & Omelinda 
Leary, John & Allison 
Lee, Laura A. 
Lee, Robert & Wendy 
Leffler, Robert & Deborah 
Lehmann, Robert & Michelle 
Lemieux, Elizabeth R. 
Lemper, Frank & Frances 
Leo, Jim & Maureen 
Leonard, Scott W. 
Levin, Michael & Cohen, Gigi 
Lieberman, Elwood & Constance 
Lieberman, Michael & Kristen 
Lindig, Michael & Marialice 
Linkhart, John R. 
Lipka, Frank & Denise 
Livesay, Dorothy 
Livingston, Judith E. 

Halter, Tonia L. 
Halverson, M.A. & K.E. 
Hamilton, Jerry & Kelli 
Hamilton, Matthew & Rosemarie 
Hammack, Shan & Christa 
Hammann, Eric 
Hammann, Kit & Janice 
Hampton, Jeffrey & Carol 
Hand, Bridget Hoffbauer 
Hardies, Lou J. 
Harding, Tague & Lisa 
Harkins, Michael & G. Carroll 
Harper, Alyson 
Harper, Janice 
Harris, Laurie 
Harris, Lee & Joeddie 
Harris, Patricia 
Harris, Vinetti Meikle 
Hartkopf, V. 
Hastings, Dave & Judy 
Hastings, Peter J. 
Hauck, John & Judith 
Havener, John & Cleo 
Hayden, Robert &  
 Donovan-Hayden, Christin 
Haynes, Marybelle 
Hazelip, Thomas & Geraldine 
Hearing, Brenda 
Heath, Roger & Elba 
Hebb, Angela 
Hedrick, Bradley & Sharon 
Heinert, Kevin & Nadyne 
Helfant, Sidney & Rosalie 
Hellegers, David & Rita 
Henderson, Thomas & Adriana 
Henning, Ruth 
Hepburn, Robert & Juliana 
Herboso, Marcos 
Herger, Marice E. 
Hermann, Jeremy & Cristina 
Hermesch, Charles 
Hernandez, Mary G. 
Hernon, Vivian 
Herr, Jeffrey & Julie 
Herrera, Tomas & Marguerite 
Hersh, Millie A. 
Heyen, Larry & Sharon 
Higby, Roxie Anne 
Higginbotham, J. 
Higginbotham, M. 
Hill, Stephanie 
Hill, Zeke & Lindsey 
Himmel, Michael 
Hinds, Donovan & Judy Ozone 
Hirschey, Marion D. 
Hockbaum, Alison 
Hoffman, Christina 
Hogle, Clark & Dale 
Hoke, Eileen L. 
Holcomb, Andrew & Walker, Suzanna 
Holland, Ben D. 
Hood, Fred & Joy 
Hopper, Marion 
Horning, Robert & Mary 
Hosking, Doug & Laurie 
Hosking, George & Terry 
Houston, Pauline 
Howe, Robert & Dale 
Howell, Jerry & Debbie 
Howell, Robert & Andrea 
Hradil, Cole 
Hucker, Lawrence & Brigitte 
Huckleberry, Charles & Bertha 
Hudson, Lida 
Huebener, Clara 
Huff, William and M. Jan 
Hughes, Eddie 
Hulbert, Tyler 
Hungerford, Gerlad & Susan 
Hurdt, Cody 
Hurley, Thomas & Nancy 
Hutcheson, Jennie & Co-workers 
Hutson, Mark & Susan 
Hutton, Winifred S. 
Iiams, Mark & Gina 
Ilacqua, Judith A. 
Imani, Benhour & Bita 
Irobaliev, Nikola & Vania 
Irvin, Gayle 
Isbell, Branch & Greta 
Jablonowski, Robert & Francesca 
Jacks, Betty J. 
Jacks, Jason & Jennifer 
Jacks, Paul & Betty 
Jacobs, Anita H. 
Jakubowicz, Jessica 
Jeffrey, Richard & Susan 
Johnson, Chad & Stacy 

Crawford, Eric & Ellen 
Crawford, Malcolm & Wendy 
Crawford, Sue 
Creegan, Colleen & Derrick 
Crispino, Luis & Angela 
Croniser, Carl & Iva 
Croniser, Mark A. 
Crouch, David Bradley 
Crowley, Thomas & Carla 
Crowther, Dave & Cherylynne 
Cubberley, Eileen 
Culhane, Christine 
Curnyn, Kevin & Mary Beth 
Curran, John  & Sharon 
Daly, Kimberly 
Dannemiller, James B. 
Darin, Gene & Jill 
Dasilva, Nara 
Daugherty, Maj. Timothy J. & Becky 
Davies, Robert & Betty 
Davis, Del & Denise 
Davis, James & Patricia 
Davis, Julia 
Davis, Kathy 
Dawdy, Shirley 
Day,  J.H. and Dolores 
Day, Janis 
de Boer, Bert & Pieternel 
De La Garza, Javier 
De La Rosa, Theresa 
De Witt, Darrick & Susan 
DeCarlo, Eva 
Decker, David & Carrie 
DeJean, Beverly A. 
Del Angel, III, Frank 
Del Angel, Minerva 
Del Angel, Steven & Abeline 
Del Toro, Oscar 
Delos Santos, Alvino & Yvette 
DeMars, Bentley & Marilyn 
Denslow, Mary L. 
DeRose, Dominick D. 
Deters, Ted & Sharon 
Devane, Glen & Lisanne 
DeVincenzo, Madeline 
Diaz, Jose & Maria 
Dickerson, Duane & Linda 
Dickerson, Jo Allyn 
Diehl, Jack & Mabel 
Dimos, J.N. 
Dineen, Mike 
DiPietro, Paul & Robyn 
Discher, William  H. 
Diver, Cathy 
Doan, Quange & Dang, Giang 
Doll, Charles & Naomi 
Donigan, H. Bruton & E. Margaret 
Doody, Amy 
Dorman, Philip 
Dorn, Ellen J. 
Dorsey, Greg & Susan 
Douglas, Karen 
Dowdy, Roger & Nancy 
Drain, Owen & Patrisha 
Drechsler, Mark & Dorothy 
Dreher, Gerald & Jeannette 
Drewes, Mark & Billie 
Drilling, Douglas & Judith 
Duckless, James & Beth 
Dunn, Peter 
Duparc, Nancy H. 
Durben, Debra 
Dussaussoy, Alex 
Dutra,  Anne 
Easton, Terry & Linda 
Edwards, Elli 
Eichenbaum, Ginger S. 
Elder, Leanne 
Elkins, Wes 
Elst, Carrie E. 
Escaleira, Albano & Maria 
Etherton, Dr. Edson & Ruth 
Evans, Jennifer E. 
Evins, Harvard & Annette 
Evins, Violet, Shelley, & Harvey 
Fagan, Maureen 
Falbo, Salvatore & Marietta 
Farias, Marcos & Ramos, Blanca 
Farley, Robert & Marcie 
Farr, Kenneth & Lani Rene 
Feigenbaum, Lillian 
Felan, Lupe H. 
Feller, Betty 
Fernhoff, Jeffrey & Veronica 
Fever, Peter & Wendy 
Flowers, Richard 
Foley, M. Brendan 
Ford, Larry & Skyla 

Fortier, Asa & Dorothy 
Fortunato, Betty Jean 
Foster, Shilynn R. 
Fowler, Sarah M. 
Fox, Michael & Christine K. 
Fradd, Todd & Patricia 
Francoeur, George & Sheryl 
Frank, Gregory & Deborah 
Fraser, Margaret C. 
Frew, Jeremy 
Friedman, Lawrence & Donna 
Frizell, R.E. & B.L. 
Fu, Ping 
Fugitt, David & Candis 
Furgiuele, Michael & Teresa 
Gaines, John & Marlene 
Galazar, Gracie 
Gallardo, Christina 
Galligan, Maureen 
Gandini, Louis A. 
Garcia, Arron & Sara M. 
Garcia, Arturo 
Garcia, Cynthia F. 
Garcia, Jose & Margaret 
Garcia, Marisol 
Gargagliano, Salvatore & Sydney 
Garlett, Grayson & Janice 
Garrett, Larry 
Garza, Claudia G. 
Gates, William & Peggy 
Gay, John & Betty 
Geiger,  Adam & Susan 
Geldert, Dale & Rita 
Gereau, Pat & Larry 
Gerhold, David & Kim 
Getz, Mark & Ruth 
Giacobbe, Michael & Alyssa 
Gibbens, Jennifer W., M.D. 
Gilbert, John & Audrey 
Gilbreath, Danny & Grewing, Terry 
Gillespie, Andrew & Gretchen 
Giometti, Ron & Kristina 
Gire, Eugene & Nancy 
Gius, Mark & Janalynne 
Gloria, Eddie, Jr. 
Gloria, Fred & Gloria 
Gmerek, Debra 
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With just that we know. 
     I said all of this to say, 
we all know and learn 
from each other. My God I 
am so blessed, to be able 
to have family all over the 
USA, and in other coun-
tries also. 
 I always dreamed of hav-
ing friends, that I could go 
and say hello to all over, 
and look what God did for 
me, he surely answered 
my prayers.     
 
With Love and God’s 
Blessing,  
  
Elvie and EJ 

     Please know that it does 
not matter which child is 
having the problem at the 
time, one is just as serious 
as the other. We are all in 
this together. Sometimes I 
feel like NEMO, and we 
all are swimming in this 
big ocean, but we have 
different  little fish, and we 
are all trying to figure out 
what is the best area to 
s t a y  i n .  S m i l e 
   We are all family. I do 
not feel one other human 
being in the whole world 
knows what I go through, 
emotionally, socially, edu-
cationally, with love but 
the familes  on here, we 
e n c o u r a g e  e a c h 
other, we cry together, and 
perhaps each of us have 
different things we go 
through, we are also some-
what the same as we all 
have Chromosome 18, in 
one form are the other. We 

that have younger kids, 
look up and admire the 
ones that have gone before 
us. The little ones that are 
behind us, we can also 
support, because we to 
now, have gone through 
some other doors. Some of 
us are more medically 
fragile, while other have 
behavior issues, but yet we 
are all family.  If we met 
someone with 18 then 
would be an instant bond 
because  we  know. 
    When I am at Children's 
Hospital, there are other 
heart families,  that know 
us very well. If I am in the 
Cafeteria they just in-
stantly walk up to me and 
say hello. Often they have  
seen me in there alone, and 
without asking were EJ 
was, just immediately 
walked up to me and 
hugged me, and they say 
we are in surgery also. 

We Are All Family 
By Elvie Echols 
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