
that they can cut a big piece out and not 
disrupt the rest.  Ian’s Dad Jeff volun-
teered.  But when he was tested it was 
determined that he was not a viable 
donor candidate.  Four other members 
of his family were tested and none were 
a match.  Somewhere in the midst of 
that, I knew I was to be the one.  I vol-
unteered but Deb said the hospital 
would only use a family member as a 
donor.  But they were running out of 
time.  Though the hospital was hesitant 
at first, they finally allowed me to be 
tested.  I was a perfect match.  We 
would be the first non-related live liver 
transplant to occur in the United States.  
The liver is an amazing organ.  It has 
the ability to regenerate tissue. What 
that means is that when a portion is 
taken from a donor and inserted into the 
recipient, 

more organ donors in the U.S. while 
showcasing the success of transplanta-
tion.  The Games are also a tribute to 
the 4,000+ donor families who make 
the decision to give the Gift of Life each 
year.  C.L.A.S.S. Kid Marisa McFate., 
27-year-old liver recipient who will be 
competing in her 5th U.S. Transplant 
Games, writes: “Donor families come 
to the Transplant Games after losing a 
loved one.  They cheer us on despite 
the fact we may not be the recipient of 
their loved one’s organs.  But, to them, 
we are ALL their recipients and the 
embodiment of their gift, and that is 
the true meaning of the Games.  With-
out donor families there would be no 
Transplant Games.”  The 2004 U.S. 
Transplant Games will mark the world’s 
largest-ever gathering of transplant 
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ing a liver is not like a bone marrow 
transplant.  With a bone marrow trans-
plant you must match some incredible 
number of variables and it is all very 

complicated.  
That is why 
p e o p l e 
across the 
nation get 
on the bone 
m a r r o w 
t r a nsp l an t 
list and sick 
people still 
never find a 

match.  With a liver transplant there 
are some variables but it really comes 
down to blood type, the health of the 
donor, and the liver itself.  Apparently 
the liver has to have the veins and 
arteries orchestrated in such a way 

“I was a perfect 
match.  We would 

be the first       
non-related live 
liver transplant  
to occur in the         
United States.” 

Continued on page 8... 

New Life for Ian 

C   L   A   S   S  
n e w s l e t t e r   o f   t h e   c h I l d r e n ‘ s   l I v e r   a s s o c I a t I o n   f o r   s u p p o r t   s e r v I c e s  

recipients, with more than 2,000 ath-
letes representing 50 state teams.  
This year the Games will be celebrating 
the 50th anniversary of transplanta-
tion. The primary sponsor of the 2004 
U.S. Transplant Games is Novartis 
Pharmaceuticals Corporation.  Every-
thing is available for recipients who are 
children, and parents should register 
their child for events the child wants to 

participate in!  Transplant 
recipients of all ages par-
ticipate in the Games and 
events are staged for young 
children.  In addition, Kids’ 
Time is scheduled on all 3 

days of competition so there is some-
thing for children to participate in every 
day.       

Continued on Page 9... 

In August of 1993 I donated 40% of my 
liver to a 9-year-old boy who had Cystic 
Fibrosis.  His name was Ian Young.  
Cystic Fibrosis tends to attack the liver 
and/or lungs.  It is a fatal disease and 
most youth struggle to survive into their 
20’s.  For Ian, it was the liver that was 
deteriorating fast.  At the age of 9 it was 
apparent his liver would not sustain him.  
In 1993, the majority of all liver trans-
plants were done with cadaver donor 
livers.  The waiting list was long though, 
and people often died waiting.  Ian’s 
health was progressing from bad to very 
bad.  He would not be able to wait.  By 
the summer of 1993 there had been a 
number of live liver transplants done in 
the U.S.  This procedure takes a portion 
of a living donor’s liver and transplants 
it into the sick patient.  It looked like 
this was the only option for Ian.  Donat-

By Michael Fallon, Ian’s Living Donor 

The 2004 U.S. Transplant Games are July 27-August 1 

The U.S. Transplant Games are an 
Olympic-style event held every other 
year for recipients of life-saving organ 
transplants including kidney, heart, 
liver, lung, pancreas, and allogenic 
bone marrow; and is presented by the 
National Kidney Foundation.  In addi-
tion to the competition, re-
cipients, families, friends, 
living donors, donor family 
members, physicians, and 
allied professionals come 
together to participate in 
educational programs, workshops, rec-
ognition ceremonies, and other sched-
uled activities.  This year the Games 
will be held July 27 - August 1 at the 
University of Minnesota in Minneapolis, 
Minnesota.  The aim of the Games is to 
call attention to the critical need for 

Get Ready for the Games! 

Special Interest in this Issue: 

• National Donate Life Month 

• 2004 US Transplant Games 
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What is               ?                                                                  
C.L.A.S.S. is an all-volunteer, nonprofit   
organization dedicated to serving the     
emotional, educational, and financial needs 
of families coping with childhood liver     
disease and transplantation.  Our goal is to 
be both a service to families and a valuable 
resource for the medical community. 

Dear Friends: 
 
You may notice a bit of a different 
look to our newsletter.  With this issue 
we debut our  new editor of 
C.L.A.S.S. Notes, Amy Bruem-
mer.  Following in the footsteps of 
Dorothy Bourdon and Mika Denny, 
Amy has become our newest "super" 
volunteer to take on this important 
task.  It takes a tremendous amount 
of effort to produce one of these publi-
cations, so a big "thank you" to Amy.  

President’s Message 

C h i l d r e n ’ s   L I v e r   A s s o c I a t I o n   f o r   S u p p o r t   S e r v I c e s C . L . A . S . S .  

Diane Sumner 

C.L.A.S.S. Notes is an official publication of the Children’s Liver 
Association for Support Services (C.L.A.S.S.), 27023 McBean 
Parkway #126, Valencia, CA 91355.  All items are the property 
of C.L.A.S.S.   

All submissions become property of C.L.A.S.S., and by your 
submission you are granting permission to include the     
information in future C.L.A.S.S. printed materials or on the 
C.L.A.S.S. official website. 

Disclaimer:  C.L.A.S.S. does not guarantee the accuracy of 
the information in this newsletter—it is intended only to keep 
you informed.  Check all items with your physician. 

Please join me in also offering sincere thanks to outgoing editor 
Mika Denny for the many informative issues to which she gave 
birth.  Through the dedicated efforts of Dorothy, Mika, and Amy, 
C.L.A.S.S. Notes has and will continue to bring timely information 
and resources those of us touched by pediatric liver disease. 
 
Although the hustle and bustle of the holiday season is now behind 
us, we are as busy as ever planning our next two events.  On May 
1st we will again hold our annual Ladies High Tea fundraiser.  For 
those that have attended previously, you know what an elegant and 
fun afternoon it is (even if it's raining!).  If you will be in the Southern 
California area on the first of May, please plan on attending. I guar-
antee you will have a great time, and the proceeds help keep 
C.L.A.S.S. support programs up and running.  In lieu of a holiday 
party this year, we are planning a C.L.A.S.S. summer picnic in 
Clearwater, Florida.  Watch for information on what promises to be 
a great picnic!  I always look forward to seeing all the kids, and be-
ing able to put faces to the many names that are part of the 
C.L.A.S.S. family. 
 
Enjoy the new newsletter, and I hope to see all of you soon! 
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Letter to  
C.L.A.S.S. 
 
I am writing to  
express my appreciation for all of your 
support on behalf of my transplant  
patients and families.  Your agency has 
provided monies to three of our families 
who were in need of financial support.  
All of the families were extremely    
appreciative of your donations and   
your generosity has helped to lessen 
the burdens on our families during their 
difficult times.  Once again, thanks.  
Your  k indness wi l l  a lways be             
remembered. 
                Sincerely, 
                Allison Abel, GSW 
 Children’s Hospital, New Orleans, LA 
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Income 
Ordinary Income 
     Bequests                                   9,066.00 
     Foundation/Gift/Grants              6,877.18 
     I  Give                                          266.72 
     Individual Gifts                          1,990.00 
     Matching Gifts                           1,300.00 
     Miscellaneous Income                 267.91 
     Restricted Funds                 
        Holiday Party                              27.60 

Special Events 
     C.L.A.S.S. Tea                             194.50 
     C.L.A.S.S. Kids T-Shirts               174.95 
     C.L.A.S.S. Coffee Mugs               183.25 
     C.L.A.S.S. Gift of Life Bear          143.25 
     C.L.A.S.S. Mythical Ball            2,324.00 
     C.L.A.S.S. Women’s Tea          7,666.00 

Tributes 
     Honors                                         625.00 
     Memorials                                 2,600.00 

United Way Designations   824.00 
 
 
 
 

Total Income:                34,530.80 

Expenses 
Fund Raising 
     C.L.A.S.S. Tea                              120.81 
     C.L.A.S.S. Mythical Ball                226.05 
     C.L.A.S.S. Women’s Tea           2,488.16 
     Other                                               30.00 

Management/General 
     Bank Service Charges                    23.74 
     Insurance                                   1,496.00 
     Misc.                                             276.21 
     Office Supplies                             595.76 
     Permits                                         150.00 
     Postage & Delivery                       300.00 
     Printing & Reproduction                  45.21 
     Rent                                              765.00 
     Software, Computer Supplies       194.75 
     Taxes & Licenses                             0.00 
     Telephone                                       60.57 

Patient Services 
     Direct Assistance                     11,250.24 
     Holiday Party                                  35.17 
     Hotline                                        2,301.41 
     Postage & Delivery                    1,855.13 
     Printing & Publications               4,677.00 
     Prof Fees & Services                    332.90 

Total Expense:              27,102.97 

C.L.A.S.S. 2003 Financial Report 
Net Ordinary Income:       7,427.83 
Other Income: 
            Interest Income                         88.38 
Net Income for 2003:         7,516.21 

Volunteer Spotlight...Kristy Kelly 

Thank you, Kristy, for all you do for C.L.A.S.S.! 

Want to see something featured in C.L.A.S.S. Notes?  Send in your ideas, comments, stories, or pictures to: ATTN: C.L.A.S.S. 
Notes Editor, C.L.A.S.S., 27023 McBean Parkway # 126, Valencia, CA 91355.  You may also email: CLASSNotesNews@aol.com. 
Images sent via email must be in .JPG or .BMP format.  C.L.A.S.S. reserves the right to edit all items as needed. 

I’m Kristy, 28 years old from NY.  My husband Kevin and I have 2 children.  Alyssa is almost 6 and 

our baby, Ashlee, is now 3 years old.  Ashlee has Biliary Atresia and is listed for a transplant at 

Pittsburgh Children’s Hospital.  I get a lot of support and information from C.L.A.S.S.  Because peo-

ple have helped me so much, I wanted to give back in some way.  I have been sending out care 

packages to children who are ill and in the hospital, or who have just been transplanted.  People 

from all over send me items to include in the care packages.  It first started out when Mika's son 

asked for books for his birthday so he could donate them to Drew's liver friends.  Then Kari, angel 

Jayli's Grandma, made beautiful mini quilts to include in the packages.  This started the C.L.A.S.S. 

Care Packages -  books, a quilt, and a C.L.A.S.S. bear.  It has grown to things like books, bears, 

crayons, stamps, cameras, mini photo albums,  pens, coloring books, hand sanitizer, quarters, 

snacks.  Items for both parents and children are included.  It is a wonderful thing.  I love sending 

them out.  It is great knowing you’re doing something special for all the people who have helped 

you.  If you would like to donate anything please send to: Kristy Kelly, 7H Baybrook Dr., Queens-

bury, NY  12804.  We need small items now.  Crayons, stamps, disposable cameras, hand sanitizer, 

snacks, socks, slippers, etc.  Whatever you want to send is appreciated by all who receive.  We 

have plenty of books at the moment.  Thanks!!! ● 



C . L . A . S . S . 

Birthday 

Renee Allison . . . . . . . . . . . .  9 
Breana N. Baker . . . . . . . . .  12 
Kiley Baker . . . . . . . . . . . . . .13 
Jenna Bonfardine . . . . . . . . . 3 
Cristopher Brown-Renteria . 6 
Carly Bruemmer . . . . . . . . . . 5 
Jamal Burke . . . . . . . . . . . . .  8 
Natalie Carringer . . . . . . . . .  5 
Nicholas Chau . . . . . . . . . . .11 
Andrew Cinderella . . . . . . .  13 
Alyssa Clum . . . . . . . . . . . . .  3 
Chelsea Cochran . . . . . . . . .13 
Megan Corfee . . . . . . . . . . . .  5 
Brandon Cossette . . . . . . . .  5 
Courtney Costa . . . . . . . . . . 11 
Corey Crosby . . . . . . . . . . . .  3 
Andrew“Scott”Daley . . . . .  12 
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Carolyn DeMille . . . . . . .  20 
Jeffrey Dubrawski . . . . . .  8 
Kyle Flynn . . . . . . . . . . . . 10 
Matthew Gamber . . . . . . .  8 
Andrew Gyswyt . . . . . . . .  6 
Amanda Hanes . . . . . . . . 13 
Evan Holloway . . . . . . . . . 7 
Jamie Howard . . . . . . . .  17 
Kayla Humphreys . . . . .  15 
Austin Koontz . . . . . . . . .  2 
Martin Llamas . . . . . . . . . 13 
Justin Marquez . . . . . . . . . 3 
Vanessa Marquez . . . . . . . 8 
Jackson McKenna . . . . . . 3 
Jaden McKinney . . . . . . .  2 
Jose Mejia Jr. . . . . . . . . . 10 
Lindsey Murphey . . . . . . . 9 

 

Jordan Frost . . . . . . . . . . . . . . . . .  20 
Jacob Christian Gonzalez . . . . . . .12 
Raul Guel, III . . . . . . . . . . . . . . . . .  12 
Marisa Hamet . . . . . . . . . . . . . . . . . . 1 
Taylor Harris . . . . . . . . . . . . . . . . . .  8 
Amanda Heale . . . . . . . . . . . . . . . . 14 
Nikie Jo Henderson . . . . . . . . . . .  25 
Haylee Hibdon . . . . . . . . . . . . . . . . 11 
Dominyck Hubbard . . . . . . . . . . . . . 5 
Ayah Jaber . . . . . . . . . . . . . . . . . . . . 1 
Adalyn Liao . . . . . . . . . . . . . . . . . . .  3 
Jessica Navarro . . . . . . . . . . . . . . .  6 
Keenan MacArthur . . . . . . . . . . . . .  3 
Logan Hearn . . . . . . . . . . . . . . . . . .  3 
Derick Martin . . . . . . . . . . . . . . . . . 14 
Mary McKevitt . . . . . . . . . . . . . . . .  10 
Nicole McKevitt . . . . . . . . . . . . . . . . 9 
Kayla Mohler . . . . . . . . . . . . . . . . .  15 
Thomas W. Pensyl II . . . . . . . . . . . 20 
Pearl Racine . . . . . . . . . . . . . . . . . .  2 
Olivia Raczkowski . . . . . . . . . . . . . . 2 
Kaylee Rayburn . . . . . . . . . . . . . . . . 4 
Joe Ritz . . . . . . . . . . . . . . . . . . . . .  13 
Austan Ruth Sexson . . . . . . . . . . . . 4 
Nancy Shokey . . . . . . . . . . . . . . . . . 9 
Christopher Sumner . . . . . . . . . . . 21 
Marina Rae Trapasso . . . . . . . . . . .  8 

Dorothy Baker . . . . . . . . . . . . . . . . . 8 
Cody Michael Balaschak . . . . . . .  13 
Jenna Bonfardine . . . . . . . . . . . . . .  4 
Nicholas Bourdon . . . . . . . . . . . . . 10 
Jamal Burke . . . . . . . . . . . . . . . . . . . 9 
Connor Cheney . . . . . . . . . . . . . . . . 5 
Kelsy Connella . . . . . . . . . . . . . . .  17 
Todd Clouser . . . . . . . . . . . . . . . . . 18 
Megan Deaver . . . . . . . . . . . . . . . .  11 
Amanda DiBenedetto . . . . . . . . . . .  8 
Dylan Dignam . . . . . . . . . . . . . . . . .  8 
Keith Dunkel . . . . . . . . . . . . . . . . .  15 
Kimberly Esbin . . . . . . . . . . . . . . .  11 
Sean Florin . . . . . . . . . . . . . . . . . .  20 
Crystal Frizzell . . . . . . . . . . . . . . . . 17 
Martin Galvez . . . . . . . . . . . . . . . . . 18 
Laura Gates . . . . . . . . . . . . . . . . . . . 5 
Bryant T. Goewey . . . . . . . . . . . . .  19 
Les Grace Jr. . . . . . . . . . . . . . . . . . 34 

 

Rachel Graham . . . . . . . . . . . . .  12 
Tyler Hammond . . . . . . . . . . . . . . 8 
Rachel Elaine Helms . . . . . . . . . . 8 
Christian Lara . . . . . . . . . . . . . .  16 
Dawn Martin . . . . . . . . . . . . . . . . . 9 
Joyce Martin . . . . . . . . . . . . . . . .  5 
Shelby Martin . . . . . . . . . . . . . . .  2 
Justin Marquez . . . . . . . . . . . . . .  5 
John McCarthy Jr. . . . . . . . . . . . 12 
Alyson Noyes . . . . . . . . . . . . . . .  8 
Danielle Rodriguez . . . . . . . . . .  10 
Rachel Small . . . . . . . . . . . . . . . .  6 
Brendan Woodruff . . . . . . . . . .  11 

Cameron Adams . . . . . . . . . . . . . 4 
Nicole Baker . . . . . . . . . . . . . . .  22 
Alexius Baldwin . . . . . . . . . . . . .  9 
Grace Bauernfeind . . . . . . . . . . .  2 
Wyatt Brownson . . . . . . . . . . . . .  2 
Sierra Carrel . . . . . . . . . . . . . . . .  7 
Emido Cortez . . . . . . . . . . . . . . . . 9 
Brandon Cossette . . . . . . . . . . . 10 
Jared Cowan . . . . . . . . . . . . . . .  16 
Anna Sophia DuSaire . . . . . . . . . 4 
Blake Fascio . . . . . . . . . . . . . . . .  8 
Carter Folsom . . . . . . . . . . . . . . .  2 
Andrew Hiebert . . . . . . . . . . . . . 12 
Travis Huff . . . . . . . . . . . . . . . . . 18 
Matthew Danna . . . . . . . . . . . . .  13 
Thomas Kelly . . . . . . . . . . . . . . . . 6 
Carson Kitch . . . . . . . . . . . . . . . .  3 
Ricky Lawson . . . . . . . . . . . . . .  17 
Samantha Louie . . . . . . . . . . . .  12 
Amy Martin . . . . . . . . . . . . . . . .  12 
Corwin McCarthy . . . . . . . . . . .  20 
Ayden McLaughlin . . . . . . . . . . .  2 
Brandon Miller . . . . . . . . . . . . . . . 4 
April Moore . . . . . . . . . . . . . . . .  13 
Lindsey Murphey . . . . . . . . . . .  18 
Andrew Purdin . . . . . . . . . . . . . .  5 
Derek Ramsey . . . . . . . . . . . . . . 12 
Kaily R. Rhoades . . . . . . . . . . . . 11 
Walter Rivas . . . . . . . . . . . . . . .  12 
Marrissa Ann Rittitello . . . . . . . .  7 
Juan Rodriguez . . . . . . . . . . . . . 11 
Chance Sims . . . . . . . . . . . . . . . . 5 
Chasity Mari Stanton . . . . . . . . .  7 

T.J. (Thomas) Sumney . . . . . . .  10 
Morgan Thomas . . . . . . . . . . . . .  6 
Lila Torres . . . . . . . . . . . . . . . . .  11 
Tyler Turcotte . . . . . . . . . . . . . . .  9 
Quentell Wood . . . . . . . . . . . . . . 14 

Andria Alderfer . . . . . . . . . . . . .  11 
Victoria Alighchi . . . . . . . . . . . .  22 
Paul Anders . . . . . . . . . . . . . . . . 18 
William Alan Bergholz . . . . . . . .  7 
Samara Burnin . . . . . . . . . . . . . .  3 
Marisa Clark . . . . . . . . . . . . . . . . 17 
Isabel Carbajal . . . . . . . . . . . . . . 10 
Crystal Dionne . . . . . . . . . . . . . . 20 
DeMarcus Lee . . . . . . . . . . . . . .  15 
Leslie Fabela . . . . . . . . . . . . . . . . 7 
Shannon G. Fisher . . . . . . . . . .  23 
Guinn Gharrity . . . . . . . . . . . . . . 13 
Peter Griffith . . . . . . . . . . . . . . . .  8 
Joshua J. Heinke . . . . . . . . . . . . 17 
Ryan Henry . . . . . . . . . . . . . . . .  14 
Pricylia Hernendez . . . . . . . . . .  15 
LauraAnne Hirschler . . . . . . . . . . 6 
Cassie Ho . . . . . . . . . . . . . . . . . . . 7 
Jason Jordan . . . . . . . . . . . . . . . . 6 
Madeleine Jordan . . . . . . . . . . .  11 
Austin Koontz . . . . . . . . . . . . . . .  3 
Amanda Krause . . . . . . . . . . . . . 19 
Morgan Lorenz . . . . . . . . . . . . . .  6 
Richard M. Lovrich . . . . . . . . . .  22 
Brooks Mabry . . . . . . . . . . . . . .  11 
Josh Maney . . . . . . . . . . . . . . . . . 3 
Anna Marceca . . . . . . . . . . . . . . .  1 
Calista V. Mayadhyaniue . . . . . .  4 
Hunter Miles . . . . . . . . . . . . . . .  11 
Adam Nash . . . . . . . . . . . . . . . .  15 
Cappy Richard Niemer . . . . . . . 10 
Kelly Olmo . . . . . . . . . . . . . . . . . 17 
Daniel Owen . . . . . . . . . . . . . . . .  4 
Roxanna Pakravan . . . . . . . . . . . . . 
Trent Pollack Jr. . . . . . . . . . . . .  11 
Katie Raybould . . . . . . . . . . . . .  14 
Willis (Will) Reid-Breyette . . . .  10 
Kimberly Rodriguez . . . . . . . . .  12 
Jessica Rodriguez . . . . . . . . . .  13 
Lindsay Segura . . . . . . . . . . . . . . 5 
Heather Smith . . . . . . . . . . . . . .  16 

Celebrations 

Clayton Parfumorse . . . . 8 
Daniel Player . . . . . . . . . . 4 
Derek Ramsey . . . . . . . . 11 
Juan Rodriguez . . . . . . . 6 
Kimberly Rodriguez . . . . 8 
Regina Simasko . . . . . . .  8 
Nicholas Smith . . . . . . . 10 
Zachary Sokolowski . . . . 3 
T.J. Thomas Sumney . . . 9 
Tara Tchalahi . . . . . . . .  13 
Hayden Thomas . . . . . . .  7 
Lila Torres . . . . . . . . . . . 10 
Sean Wallace . . . . . . . . .  4 
Lucille “Lucy” Werner . .  5 
Lauren Wertz . . . . . . . . . 14 
Amy Wilson . . . . . . . . . . 14 
Diana Velasco . . . . . . . . . 8 

 

Lucia Monarca . . . . . . . . 9 
Rachel O’Brien . . . . . . . . 4 
Ernesto Pedroza . . . . . .  7 
Thomas W. Pensyl II . . .  9 
Jasmine Percy . . . . . . . . 2 
Stevie A. Peters . . . . . . . 7 
Adam Powell . . . . . . . .  19 
Micaela T. Prunty . . . . . . 3 
Andrew Purdin . . . . . . . . 3 
Hector Raynes . . . . . . . . 4 
Jose Robleto . . . . . . . .  14 
Danielle Rodriguez . . . .  8 
Jessica Rodriguez . . . . . 3 
Rafael Tapia . . . . . . . . . 11 
Marina Rae Trapasso . .  8 
Armando Vargas . . . . .  17 
Jose E. Velez . . . . . . . .  10 
Francine Villanueva . . . . 4 
Jacob Wiles . . . . . . . . . .  2 
Quantell Wood . . . . . . . . 3 

Debra “Michelle” Stowe . . . . . . .  8 
Ben Tappe . . . . . . . . . . . . . . . . .  14 
Casey Tjerngel . . . . . . . . . . . . . . . 3 
Avery Walker . . . . . . . . . . . . . . . . 3 
Kim Willeto . . . . . . . . . . . . . . . . . 17 
Amy Wilson . . . . . . . . . . . . . . . .  20 

Melissa Ahlstrom . . . . . . . . . . .  26 
Kristin Allocco . . . . . . . . . . . . . . 10 
Kiley Baker . . . . . . . . . . . . . . . . . 15 
Micheal Baker . . . . . . . . . . . . . .  15 
Victoria Birch . . . . . . . . . . . . . . . . 5 
Erin Brenner . . . . . . . . . . . . . . . .  3 
Christopher Burrier . . . . . . . . . . . 1 
Nicholas Chau . . . . . . . . . . . . . . 14 
Brady Cole . . . . . . . . . . . . . . . . . 14 
Peyton Farley . . . . . . . . . . . . . . . . 3 
Kathrine Feeney . . . . . . . . . . . . .  4 
Jamie Howard . . . . . . . . . . . . . .  25 
Kari-Ann L. Cook . . . . . . . . . . . . 16 
Cooper Hanby . . . . . . . . . . . . . . .  4 
Evan Holloway . . . . . . . . . . . . . . 12 
Nicholas Holton . . . . . . . . . . . . . . 7 
Edgar Gomez . . . . . . . . . . . . . . . 13 
Alexander Gubash . . . . . . . . . . .  2 
Melissa Herrera . . . . . . . . . . . . . 14 
Jenna Kaminsky . . . . . . . . . . . .  15 
Nicole Lipner . . . . . . . . . . . . . . . . 6 
Erin Ashley Lynn . . . . . . . . . . . . 11 
Julie Love . . . . . . . . . . . . . . . . . . 11 
Samuel Lopez . . . . . . . . . . . . . . .  7 
Jenna Lulich . . . . . . . . . . . . . . . .15 
Minerva Maldonado . . . . . . . . . . 17 
Judith Martinez . . . . . . . . . . . . .  23 
Taylor McKnight . . . . . . . . . . . .  13 
Darrius Miller . . . . . . . . . . . . . . . . 4 
Carina Moses . . . . . . . . . . . . . . . 14 
Charlie Munns . . . . . . . . . . . . . . . 3 
Hector Benjamin Raynes . . . . . .  7 
Morgan Pfost . . . . . . . . . . . . . . . 15 
Ana Rosa Puente . . . . . . . . . . . . 18 
Madison Reit . . . . . . . . . . . . . . . .  6 
Nicholas Russell . . . . . . . . . . . . 17 
Aidan Ryan . . . . . . . . . . . . . . . . .  5 
Regina Simasko . . . . . . . . . . . . .  9 
Fernada Villarreal . . . . . . . . . . .  19 
Lauren Wertz . . . . . . . . . . . . . . . 15 
Austin Woods . . . . . . . . . . . . . . .  9 

Brian Betts . . . . . . . . . . . . . . .  18 
Pamela Ann Cell . . . . . . . . . . . 18 
Jamie Chitwood . . . . . . . . . . .  22 
Kelsey Cho . . . . . . . . . . . . . . . .  9 
Alyssa Clum . . . . . . . . . . . . . .  14 
Chase Comer . . . . . . . . . . . . . .  5 
Frank Diaz . . . . . . . . . . . . . . . . 12 
Jeffery Dubrawski . . . . . . . . .  17 
Renee Estes . . . . . . . . . . . . . .  15 
Luke Fasano . . . . . . . . . . . . . . 12 
Rick Felt . . . . . . . . . . . . . . . . .  21 
Adrian W. Flores Jr. . . . . . . . . . 8 
Chedaya Danyelle Garner . . . .  2 
Tyler Harward . . . . . . . . . . . . . . 6 
Halvor Heggem . . . . . . . . . . . . . 8 
Helena Iversen . . . . . . . . . . . . .  4 
Matthew Jansen . . . . . . . . . . . 22 
Megan Marie Lavallee . . . . . . .  8 
Samuel McCullough . . . . . . . . . 3 
Alissa Norris . . . . . . . . . . . . . . 11 
Steven Nuss . . . . . . . . . . . . . .  10 
Miyuki Okamura . . . . . . . . . . . 10 
Devin Otsuka . . . . . . . . . . . . .  12 
Katelyn Otterpohl . . . . . . . . . . . 7 
Shyam Patel . . . . . . . . . . . . . . .  3 
Nicole Poitras . . . . . . . . . . . . . . 5 
Zachary Renwick . . . . . . . . . . .  4 
Juliann Roy . . . . . . . . . . . . . . . . 6  
Javier Santana . . . . . . . . . . . .  14 
Zackery Sokolowski . . . . . . . . . 3 
Lexie Drew Sorensen . . . . . . . . 6 
Jared Stanley . . . . . . . . . . . . . .12 
Claire Tiscareno . . . . . . . . . . . . 4 
Robert Valadez . . . . . . . . . . . . . 7 
Jacob Villapania . . . . . . . . . . . . 7 
Sarah Voiselle . . . . . . . . . . . . . . 9 
Eduardo Zembrano . . . . . . . . .  9 

Kyle Auito . . . . . . . . . . . . . . . . . 9 
Jocelyn Baires . . . . . . . . . . . . .15 
Samantha Bavelock . . . . . . . . 10 
Zachary Bryon . . . . . . . . . . . .  12 
Ben Chadwick . . . . . . . . . . . . . 19 
Nicholas DeRossett . . . . . . . . . 1 
Katelyn Dodge . . . . . . . . . . . .  17 
Jesse Ernst . . . . . . . . . . . . . . . 13 
Hannah Fleming . . . . . . . . . . . . 6 

 

Transplant Anniversaries 
Miranda Ashland . . . . . . . . 9 
Cody M. Balaschak . . . . . . 3 
Micheal Baker . . . . . . . . . .  8 
Samantha Bavelock . . . . .  9 
William Bergholz . . . . . . . . 7 
Brian Betts . . . . . . . . . . . . 17 
Ambria Bilotta . . . . . . . . . .  9 
Samantha Blair . . . . . . . .  11 
Ryan Bollig . . . . . . . . . . . .  3 
Erin Brenner . . . . . . . . . . .  2 
Cecilia Buenrostro . . . . . .  6 
Gilbert Chediak. III . . . . . . . 4 
Kari Ann Cook . . . . . . . . . 14 
Chase Corner . . . . . . . . . . . 2 
Lexie Dahlen . . . . . . . . . . .  7 
Daniel DaSilva . . . . . . . . . . 6 
Megan Deaver . . . . . . . . . .  7 
Danielle Delgado . . . . . . . . 5 
Brooke Dennis . . . . . . . . . . 9 
Anna Sophia DuSaire . . . .  2 

January Through March 

Please be sure to send in your child’s celebrations!  
The anniversary list is a wonderful way to inspire 

and encourage our readers! 

Adrian W. Flores . . . . . .  6 
Octavia Giles . . . . . . . . . 6 
Ashley Gramze . . . . . . . .9 
Jenna Harbus . . . . . . . .  7 
Jordan Henriksen . . . . .  8 
Ryan Henry . . . . . . . . .  14 
Melissa Herrera . . . . . . 10 
Brienna Hirsch . . . . . . . 12 
Nour Issa . . . . . . . . . . . .  7 
Caleb Ivey . . . . . . . . . . .  6 
Matthew Jansen . . . . . .15 
Da Marcus Lee . . . . . . . 15 
Ana Lopez . . . . . . . . . . .  9 
Morgan Lorenz . . . . . . .  3 
Erin Ashley Lynn . . . . . . 6 
Brooks Mabry . . . . . . .  11 
Michael P. Mahoney . . .  9 
Jasmine Martin . . . . . . .  3 
Judith Martinez . . . . . . .  9 
Marisa McFate . . . . . . . 16 
Darrius Miller . . . . . . . . . 3 

April Through June 

January 

February 

February (cont.) 

March 

March (cont.) 

April 

April (cont.) 

May 

May (cont.) 

June 

January 2004—June 2004 

C h i l d r e n ’ s   L I v e r   A s s o c I a t I o n   f o r   S u p p o r t   S e r v I c e s 



2004 Family Information Form 

Parent/Guardian Information 
     Name(s):______________________________________________________Relationship:_______________________ 

     Street:_____________________________________________________ Home Phone:_________________________ 

     City:_____________________________________State_____________ Zip Code____________ Country__________ 

     Email:_____________________________________Primary Language Spoken in your home:____________________ 

     Personal Website Address (URL):_____________________________________________________________________ 

Child With Liver Disease/Disorder/Transplant 
      (If you have more than one child with liver disease, please copy this form and complete for each child.) 

     Child’s First and Last Name:______________________________________________________Gender_____________ 

     Liver Diagnosis:__________________________________________________________________________________ 

     Other Diagnosis child has:__________________________________________________________________________ 

     _______________________________________________________________________________________________ 

     Birth date:__________________________________      Single Birth       Multiple Birth:_________________________ 

          May we include your child’s name and age in the C.L.A.S.S. Newsletter Birthday List?         Yes         No 

GI Doctor/Hospital Information 
        GI Doctor:______________________________________ Hospital:_______________________________________ 

        Has child had Kasai Procedure?       Yes       No        N/A   Age at Kasai: ___________________________________ 

        Hospital Where Kasai took place:___________________________________________________________________ 

        All other surgeries/procedures:_________________________________________________________________ 

        _____________________________________________________________________________________________ 

Liver Transplant Information 
           My child has stable liver disease/disorder and does not need a transplant at this time. 

           My child is currently on the UNOS waiting list. Current PELD Score:_______ Date Listed:__________________ 

           My child has had a liver transplant. 

           Check one:       OLT          Split Liver         LDLT Person who donated:____________________________________ 

           Date of Transplant:_____________________ Transplant Hospital:______________________________________ 

           Other Transplanted Organs:_____________________________________________________________________ 

           My child has had a second liver transplant    

           Check one:       OLT          Split Liver         LDLT Person who donated:____________________________________ 

           Date of Transplant:_____________________ Transplant Hospital:______________________________________ 

           Other Transplanted Organs:_____________________________________________________________________ 

            May we include your child’s name and age in the C.L.A.S.S. Newsletter Transplant Anniversary List?        Yes         No 

Allergy Information 
            My child has no allergies.      My child has allergies (list):____________________________________________ 

Current Medications my child is taking: 
        _____________________________________________________________________________________________ 

        _____________________________________________________________________________________________ 

        _____________________________________________________________________________________________ 

 1 
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Don’t forget to fill out both sides of the form! 

IMPORTANT! 
We are updating our database.  Even if you 
have filled out this form before, please fill 

out and send in a NEW form with your  
current information.  Thank you. 
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Health Complications 
  (please explain):_________________________________________________________________________________ 

   ______________________________________________________________________________________________ 

   ______________________________________________________________________________________________ 

   ______________________________________________________________________________________________ 

   ______________________________________________________________________________________________ 

   ______________________________________________________________________________________________ 

Parent Matching Program 
I would like to request a Parent Match based on (check all that apply): 

       Diagnosis              Geographic Location           Hospital/Transplant Center 

       Bereaved Families              Other:_________________________________________________________________ 

 

You may add my name and information to the Parent Matching Database so that others may contact me:      Yes        No 

 

Parent/Guardian Signature:_________________________________________  Date:_________________ 

By signing above, I give my permission for the Children’s Liver Association for Support Services (C.L.A.S.S.) to release 
my name and contact information to another parent asking for support.  I understand my name will not be released for 
any other purpose and that the information contained in this form is strictly confidential. 
 

Status Information 
     My child has passed away.     Date of passing:________________________________________________________ 

     Information you would like to share:________________________________________________________________ 

     _____________________________________________________________________________________________ 

     _____________________________________________________________________________________________ 

     May we add your child’s name, age, and date of passing to a special Memorial Anniversary section of the 

     C.L.A.S.S. Newsletter?          Yes            No 

C.L.A.S.S. Website (www.classkids.org) 
    You may include my child’s information on the C.L.A.S.S. Website.           Yes         No 

    You may include my child’s photo on the C.L.A.S.S. Website.                   Yes         No     

    You may include a link to my email address on the C.L.A.S.S. Website along with my child’s story.      Yes      No    

           I have included my child’s story for the website on an additional sheet of paper along with this form. 

     Note: Only first names are used on the C.L.A.S.S. website.  Phone numbers and addresses will not be posted.   

     C.L.A.S.S. reserves the right to edit your story as needed. 

           I have included my child’s photo for the website along with this form. 

Please include any additional information you wish to share with C.L.A.S.S. on a separate sheet of paper. 

Signature of Person Filling out this Form:____________________________________ Date: ___________ 

2004 Family Information Form 
Continued from Previous Side 

 6 

 7 

 8 

 9 

6 

By signing above, you are stating that all information provided on the form is true and accurate to the best of your knowledge. 

Mail This Form Back Today! 
Important!  We are updating our database.  Even if you have filled out this form before, please 

fill out and send in a NEW form with your current information.  Thank you. 

Mail to:  C.L.A.S.S.,  27023 McBean Parkway #126, Valencia, CA  91355 



Mark your calendars and get ready for 

some fun, fun, fun!  C.L.A.S.S. is having 

a picnic/seminar weekend for families of 

children living with liver disease (both 

pre and post transplant) which is sched-

uled in Clearwater, Florida for June 25-

27, 2004.  Most families will be staying 

at the Red Roof Inn, which is right on Clearwater Beach - 

make your reservations now!  The goal of this year’s gather-

ing is to have all  activities scheduled within walking dis-

tance to the hotel.  There will be speakers from Shands Chil-

dren’s Hospital of Gainesville, FL this year speaking on the 

topics of allergies and immunizations.  Tentative plans:  

arrive on Friday, pizza party Fri. night, Seminar on Saturday 

(possibly on a boat - plans still in the works), lots of fun free 

time Sat. afternoon/evening, and on Sunday to take a cruise 

on the “Pirate Ship” followed by the picnic on the beach.  

It’s a great time to meet other C.L.A.S.S. families, and is 

sure to be a fantastic experience!  Families are responsible 

for their own transportation, hotel, and meal costs.  There 

may be additional expenses as plans are finalized.  For 

more information about the C.L.A.S.S. picnic, please con-

tact the C.L.A.S.S. Picnic Coordinator, Katie Purnell,                   

v i a  e m a i l :   k p u r n e l 1 @ t a m p a b a y . r r . c o m ,                   

or by phone: (727)796-2376.  You are responsible for mak-

ing your own hotel reservations.  *Please Note!*  You must 

call directly to the Red Roof Inn in Clearwater and NOT the 

Red Roof Central Reservations to make your reservations 

for this event in order to ensure our group rate!   Red Roof 

Inn,  421 S. Gulfview Blvd., Clearwater Beach, FL 33767           

Phone: 1-877-905-7663 ● 

provide information about ALF efforts to raise funds 

for research via the Biliary Atresia Fund for the Cure. 

Additionally, there will be an opportunity for parents 

and families to network and share information about 

their experiences.  Should you have any questions 

please contact Jessi Erlichman, Coordinator of the 

Biesecker Pediatric Liver Center at Children's Hospital 

of Philadelphia, via phone: 215-590-2525 or                   

by email:  erlichman@email.chop.edu  ● 

This conference is scheduled for Sunday, April 25, 

2004, and will be held at the Westin Hotel, 99 

South 17th Street at Liberty Place, Philadelphia PA 

19103, from 12:30-4:00pm.  It is open to  families, 

friends, and medical professionals.  The purpose of 

the event is to update parents and providers about 

developments in biliary atresia (BA) research, share 

information about the National Institutes of Health's 

Biliary Atresia Research Consortium (BARC) and 

w w w . c l a s s k I d s . o r g C . L . A . S . S . 

C.L.A.S.S. Picnic:  Smiles, Sun, & Sand! 

Biliary Atresia Research Update and Reception 
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Hope to see you there! 

Jayli was born with Biliary Atresia and had her first transplant 
when she was 8 months old (living donor).  She developed a 
clot on her portal vein and was retransplanted when she was 
16 months old.  She experienced a lot of complications from 
the second transplant.  Mainly infections and complications 
from being too immune suppressed.  And chronic rejection. 
Last of all, PTLD (non ebv related).  She passed away while 
waiting for a third liver.  Jayli had a huge bleed and no one 
knew what caused  it.  The autopsy showed she had PTLD in 
her liver, kidneys, and head.  She was actually bleeding from 
her liver.  (we thought the ptld was gone).  I'm glad we had 
the autopsy done because I know she 
never would have survived a third  
transplant. 

Remembering our C.L.A.S.S. Kids 

By Andrea Doremire, 
Jayli’s Mommy 

Jayli memories: “Jayli Bug”, paci’s, Jayli’s “baby”,  
rainbows, stinky feet!, the Jayli Balloons, “Oh yea!”. 

Jayli Doremire 
Sunrise December 28, 2000 

Sunset April 24, 2003 

 
 

Time for Tea 

It’s almost that time of 
year again.  Please hold 
the date of May 1, 2004.  
This year we will again 
hold our annual Women’s 
tea at the home of Dr. and 
Mrs. Ronald Singer in   
C a n y o n  C o u n t r y ,         
California.  I have ordered 
up a wonderful day, no 
rain we hope.  We look 
forward to seeing all of you 
again this year. 



Dan was born on January 13, 1975 at 11:59 pm the 
oldest of our 3 children.  Dan liked to be outside and 
around farms and the equipment.  Dan would spend 
time during the summers at his grandparent’s small 
farm.  Dan began operating small equipment at 10 years 
old and loved to do fieldwork.  His first job was at a 
neighbor’s farm after school and weekends milking 
cows; after high school his fulltime job was working on a 
large farm in Wisconsin.  Dan liked to deer hunt, 
go bowling, and hang out with his friends.  On 
November 10, 1996, Dan spent the evening 
at a local bar with friends.  At closing time he 
made the unwise choices to drive away from 
the bar in his car and not wear a seatbelt.  
Dan missed a curve and rolled his car 3 miles 
from the bar on his way home.  He was par-
tially thrown out of the passenger door of the 
car and the injuries he sustained left him 
brain dead.  We were asked later that morn-
ing at the hospital if we knew anything about 
or would consider organ and tissue donation 
for Dan.  We told Dan’s nurse yes we would be 
very willing to let Dan become an organ and tissue do-
nor.  Our feelings were that maybe something good 
would come out of this rotten mess.  No one could save 
Dan, but now he had the opportunity to save others.  
Dan donated his heart, liver, both kidneys, and pan-
creas.  Dan has 4 organ recipients that are alive and 
doing well 7 years after he became a donor.  Dan also 
donated his eyes, skin, bone, and the tendons from his 

C H I L D R E N ‘ S  L I V E R  A S S O C I A T I O N  F O R  S U P P O R T  S E R V I C E S C . L . A . S . S . 

it would be a fit before cutting Ian open.  Good for Ian, 
kind of a downer for the donor.  They could take it out of 
you, find a flaw, and close you up.  Fortunately it was 
exactly what they expected to see and they completed the 
transplant.  When it was complete, the doctors were very 
pleased with their work.  I guess it was a good fit.  They 
felt that everything went as it was supposed to, it seemed 
to be working, and now it would just be a matter of time 
to see if Ian’s body rejected or sustained the “foreign” 
body.  We received a lot of publicity because we were the 
first non-related live liver tx in the US.  But in the end, 
our reward was measured by Ian’s life & standard of liv-
ing.  He plays music, is a great student, & brings a lot of 
joy to his parents, teachers, & friends.  The event taught 
us about love, God’s peace & His miracles, doctors, hospi-
tals, the media, and the amazing liver.  It also taught us 
about the incredible gift of life we’ve all been given.  We 
celebrated our 10 yr. anniversary at Ian’s high school 
graduation party last summer.  They took a picture of us 
with our shirts raised and our scars showing.  We were 
both smiling. ● 

the liver will grow as the recipient grows.  Additionally, 
the portion of the liver that is taken from the donor can 
be regenerated by itself if it needs to be.  The doctor 
informed me that they would be taking 40% of my liver 
instead of the normal 20% and he would have to re-
move the gall bladder to get the larger piece.  I remem-
ber asking, “What exactly does the gall bladder do?”  He 
told me, “Nothing really, you won’t miss it.”  To this day 
I don’t really know what the gall bladder does.  But I 
think I do miss it.  The other thing that we found out 
was the Ian’s body might reject the liver.  But if he did-
n’t reject, the CF would no longer be a life threatening 
issue for Ian.  It originated in his liver and when that 
liver was removed, so would the majority of his CF bat-
tle.  He could live as long as a normal male life expec-
tancy permitted.  We were really thrilled now.  The next 
morning they explained that there were really 2 teams 
of doctors.  One team would be removing the piece of 
liver out of me.  While they worked, the second team 
would prep Ian but would not be cutting into him until 
they actually extracted the piece out of me.  They 
wanted to physically hold and look at my liver to be sure 

April National Donate Life Month 

New Life for Ian   (cont. from page 1) 
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knees.  Dan left a far-reaching legacy that day that af-
fected many individual’s lives in a positive way.  I later 
learned Dan had signed his driver license indicating he 
wanted to become a donor if something happened to 
him.  I am very proud of my        21-year-old son.  I had 
no idea how your life is affected by the loss of a child 
until Dan’s death.  My life changed forever when the 
phone rang at 2:30 am Sunday morning and it will never 

be the same as it was before.  Family pictures, 
gatherings, and everyday of my life, one of 
my children is missing.  Knowing Dan 
helped others with his donations and 
saved other families from this terrible loss 
helped to make it easier to deal with his 
death.  I know some of Dan lives on in his 
recipients.  I began speaking to driver 
education classes, groups, anyone looking 
for information about organ and tissue 
donation 6 months after Dan’s death.  I 
needed to try to make a difference.  Organ 
and tissue donation are so very worthwhile 

and needed that if I educate one person and 
they are willing to become a donor, then Dan has helped 
even more.  I try to make every month Organ Donor 
Awareness Month as April is.  This message needs to be 
spread every day of the year so more individuals become 
donors and less families have to say good-bye to their 
loved ones too soon.  Remember - sign your driver li-
cense, but most importantly, speak to your family about 
your decision! ● 

“Dan left a far-
reaching legacy that 

day that affected 
many individual’s 
lives in a positive 
way.  I am very 

proud of my 

21-year-old son.” 

My Son Dan 

By Sherry Linzmeier, Dan’s Mom 



My name is Julie and I’m married to this wonderful guy, 
John.  Together we have three children:  Chris (25), Brad 
(24), and Missy who would have been 22.  Missy died of a 
cerebral A.V.M. (which is somewhat like an aneurysm) at 
the age of 11. 
Our story began on Aug. 20, 1992 when I got a call at 
work from our son Chris, who was 13 at the time, saying 
“Mom, Missy is acting funny and she is lying on the floor 
throwing up.”  She got a headache at noon and by    
12:35 p.m. she was in a coma never to regain conscious-
ness.  Chris and Brad (who was 12) were with her a short 
time, but it must have seemed like forever. 
Twenty-nine hours later we made the deci-
sion to donate Missy’s organs.  My husband 
was very reluctant to mention organ dona-
tion to me.    You see, 26 years ago when 
we were dating, I had John take organ do-
nor off of his license.  I heard bad rumors 
and never bothered to ask someone or 
check things out.  We never talked about it 
again.  Then when we realized that Missy 
was not going to get better, John asked me 
reluctantly what I thought about organ do-
nation.  He had no idea how I would react.  All of a sud-
den, it was like a light shined around, and John couldn’t 
believe how my eyes lit up.  I said “yes”.  I would not 
want another family to go through this heartache we were 
feeling if we could help it.  The feeling is like something is 
reaching in your chest and pulling your heart.  What bet-
ter way for Missy’s legacy to go on but through others?  In 
my heart I could not imagine Missy’s job here being com-
plete.  She did so much good in her short life. 
There are four people who continue healthy lives because 
of her gift.  We have met Connie from Iowa on several 
occasions, one of which was a Thanksgiving dinner with 
her family.  She received Missy’s kidney.  Tiffany, who is 
now 13 from Colorado, received Missy’s heart valve.  
Anselmo, who is from Italy and is now 12, received her 
heart valve also. 

We have met them on a couple of occasions.  Ron, a       
gentleman from California, received Missy’s kidney and liver 
13 days after he signed a durable power of attorney that on 
day 14 all life support would be shut off.  Ron was in the 
U.S. Transplant Games in 1994 and received a silver medal.  
He later sent it to us saying that without Missy’s gift he 
would not have been able to accomplish this.  Oh did we cry.  
What a difference Missy has made. 
Organ donation has been a God send to us.  There has been 
so much support through our organ procurement center 
(Lifesource), the National Kidney Foundation, and many 

other donor families and recipients.  Without all this 
we would have been even more devastated.  With 
this support it eased the pain a little. 
We have been to the 2000 and 2002 U.S. Trans-
plant Games and this is such a wonderful     ex-
perience.  People who were once wishing they 
could just die were competing in Olympic style 
events.  It just brings tears to your eyes.  They 
have such a love for life and are so grateful for 
your loved one’s gift of life.  We have many new 
friends who are so kind and wonderful.  Recipients 

are such a great group of people. 
There has not been one moment of regret for our decision to 
donate Missy’s organs.  I would like to feel that we have 
helped taking on Missy’s legacy in her memory by giving 
talks to church groups, hospital officials, and schools.  We 
also volunteer to hand out information at games and the 
state fair.  Our goal is to make as many people aware of 
how precious life is and to share their wishes with their  
family about donation. 
We miss Missy greatly and know we will all be together one 
day in this great place.  Until then we will continue our   
legacy and hers in her memory. 
We love you, Missy.  Love Mom, Dad, Chris, Brad, Andrew, 
and many other family and friends. ●   

w w w . c l a s s k I d s . o r g C . L . A . S . S . 

April National Donate Life Month 

“There has not been 
one moment of  
regret for our    

decision to donate… 
We love you, 

Missy.” 

By Julie Schlueter, Missy’s Mom 

Missy’s Gifts 
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2004 US Transplant Games     (cont. from page 1) 

Travis Kitch, father of 2-yr-old C.L.A.S.S. Kid Carson who 
is a liver recipient and will be competing in his first U.S. 
Transplant Games this year, shares his thoughts: “As 
the (U.S.) Transplant Games approach, I think back 
to the time when Carson was at his sickest and most 
desperately needed a liver transplant...he would have 
died in a matter of weeks had our donor family cho-
sen not to donate the organs of their loved one.  So 
as I watch Carson run the 50 meter dash and throw 
the softball alongside all those other wonderful trans-
plant recipients, I will hold a special thought in my 
heart for the family that lost so much and gave us every-
thing.”  Jina McKenna, who has attended the U.S. Trans-
plant Games in the past with her son, C.L.A.S.S. Kid Jack-
son, explains how emotional the events really are: “What 
an experience!  As the youngest athlete (at the 2002 U.S. 

Transplant Games), Jackson had the honor to participate in 
Opening and Closing Ceremonies.  This was a once in a  

lifetime opportunity that we will never forget.  We met so 
many amazing people and made many new friends.  
Through it all, we remember our donor and we are 
thankful to our donor family for giving us the chance to 
make these memories.”  The website for registration and 
for information about this year’s Games:                
http://www.transplantgames.org.   Registration deadline 
is May 31, 2004!  Individual State Team registration 
deadlines may be sooner, so please check with your  

respective State Team Managers.  If you are unable to  
register online or don’t have access to the Internet, you 
can call the National Kidney Foundation to get help in   
registering or for more information: (800) 622-9010. 
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Carly B. 
Age 6 

Biliary Atresia 
Liver Tx. Jan. 1999 

Erin B. 
Age 2 

Prim. Hyperoxaluria Type 1 
Liver Tx. Apr. 2002 

Jamie B. 
Age 20 

Biliary Atresia, Alagille Synd. 
Liver Tx. Dec. 1988 

Nick B. 
Age 9 

Biliary Atresia 
Kasai, Stable 

Wyatt B. 
Age 1 1/2 

Biliary Atresia 
Kasai, Stable 

Gabriela C. 
Age 12 months 

PFIC 
Liver Tx. Jan. 2004 

Gilbert C. 
Age 4 
PFIC 

Liver Tx. Jun. 2000  

Kyle C. 
Age 4 

Biliary Atresia 
LD Liver Tx. Dec. 2000 

Drew D. 
Age 4 

Biliary Atresia 
Waiting for Liver Tx. 

Eric F. 
Age 3 

Biliary Atresia 
Liver Tx. Aug. 2003 

Kallie Sue F. 
Age 17 months 
Biliary Atresia 

Waiting for Liver Tx. 

Kyle F. 
Age 20 months 

Alpha-1 Antitrypsin 
Deficiency 

Liver Tx. Dec. 2003 

Sami F. 
Age 3 

Alpha-1 Antitrypsin 
Deficiency 

Waiting for Liver Tx. 

Chedaya G. 
Age 2 

Biliary Atresia 
Kasai, Stable 

Sarah G. 
Age 7 

Autoimmune Hepatitis 
PSC 

Waiting for Liver Tx. 

Marisa H. 
Age 11 months 
Biliary Atresia 

Waiting for Liver Tx. 

Jaime I. 
Age 4 

Biliary Atresia 
Liver Tx. Jan. 2001 

Zashayrah Zoe I. 
Age 6 
PFIC 

Part. Ex. Biliary Div. 
Stable 

Ali J. 
Age 12 

Alpha-1 Antitrypsin 
Deficiency 

Liver Tx. Apr. 1992  

Ashley J. 
Age 5 

Biliary Atresia 
Kasai + revision 

 Stable 

Lauren J. 
Age 10 

Biliary Atresia 
Stable 

Jason J. 
Age 5 

OTC Deficiency 
2 Liver Txs. Dec. 1998 

Ashlee K. 
Age 3 

Biliary Atresia 
Waiting for Liver Tx. 

Carson K. 
Age 2 

Biliary Atresia 
Liver Transplant Dec. 2001 

Adalyn “BooBoo” L. 
Age 3 

Choledochal Cyst 
Liver Tx. Dec. 2001 

Jen L. 
Age 17 

Alpha-1 Antitrypsin Deficiency 
2 Liver Txs.  

Feb.1993 & Dec. 2002 

Jon L. 
Age 13 

Alpha-1 Antitrypsin Deficiency 
Liver Tx. Mar. 1993 

Ayden M. 
Age 2 

Biliary Atresia 
Kasai, Stable 

Jackson M. 
Age 3 

Biliary Atresia 
Liver Tx. Feb. 2001 

Marisa M. 
Age 27 

Biliary Atresia 
Liver Transplant May 1988 

10 
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Meet Some “C.L.A.S.S.y” Kids! 

Shelby M. 
Age 21 months 
Biliary Atresia 

Waiting for Liver Tx. 

Gabriel Anthony 
“Munchie” P-P. 

Age 2 
Biliary Atresia 

Liver Transplant Nov. 2001 

Shyam P. 
Age 3 

Biliary Atresia 
Stable 

Derek R. 
Age 11 

Biliary Atresia 
Liver Tx. Mar. 1993 

Willis R. 
Age 9 

Biliary Atresia 
Kasai, Stable 

Zachary R. 
Age 4 

Biliary Atresia 
Liver Tx. Aug. 2001 

Zachary R. 
Age 2 

Biliary Atresia 
Kasai, Stable 

Connor S. 
Age 5 months 
Biliary Atresia 
Kasai, Stable 

Othello S. 
Age  

Gastroschisis 
5 Organ Tx. Apr. 2003 

Rylie S. 
Age 7 

Undefined Liver Disease 
Stable 

Annika T. 
Age 3 

Biliary Atresia 
Liver Tx. x2 

Oct. 2001 and Jan. 2002 

Claire T. 
Age 4 

Biliary Atresia 
Kasai, Stable 

Haley V. 
Age 10 

Autoimmune Hepatitis 
Lupus Complications 

Alec W. 
Age 2 

Biliary Atresia 
Kasai, Stable 

Kayla W. 
Age 6 

OTC Deficiency 
Liver Tx. Aug. 2000 

Lucy W. 
Age 5 

Biliary Atresia 
Liver Tx. Mar. 1999 

Sean W. 
Age 7 

Alpha-1 Antitrypsin Def. 
Liver Tx. Mar. 2000 

Madison “Smoochie” Y. 
Age 2 

Biliary Atresia 
Kasai, Stable 

By Michael P. Healey, D.D.S. P.C., Dental and Orthodontic Care for Children 

Tagged bacteria introduced to a pulp 
chamber in controlled experiments has 
been harvested from the hand in 15 
minutes.  Obviously, the damaged or-
gan is eventually reached and can 
cause complications.  Prophylactic anti-
biotics are required for invasive dental 
treatment.  Many of the medications 
used in dentistry are metabolized in the 
liver.  Lidocaine and epinephrine are 
two such medicines.  Sedatives such as 
valium and versed are also metabolized 
there so lower amounts should be used 
for your child if a pre-transplant condi-
tion is present.  Immunosuppressive 
medications for post transplant children 
will suppress the infection fighting abil-
ity so prophylactic antibiotics are also 
required.  Some of the medicines used 
to retain the transplanted organ have  

Children who are organ transplant can-
didates present with some unique chal-
lenges when it comes to receiving good 
dental care.  Prevention is one of the 
keys to preventing complications, and 
the children who continue with an ag-
gressive preventive program usually 
have healthy dentitions.  This can be 
key in maintaining  good nutrition dur-
ing all your child has to endure.  Unfor-
tunately, some children are in crisis so 
often that the dental care is placed on 
the back burner and then they present 
with problems that take unique solu-
tions to solve. 
Dental decay is caused by streptococ-
cus bacteria.  When these bacteria en-
ter the innermost layer of a tooth, the 
pulp chamber, they are then spread 
throughout the body. 

February is  
National Children’s Dental Health Month! Don’t Forget to Brush! 

oral side effects.  Cyclosporin will exac-
erbate the gum tissue response to the 
bacteria laden plaque on the teeth.  
This gum tissue may overgrow and 
actually move the teeth.  This gum 
tissue bleeds easily and becomes a 
source of infection.  We generally re-
move it surgically in a hospital setting. 
Fortunately, transplant teams have 
access to specialists in pediatric den-
tistry who have had formal training to 
treat these problems.  I often coordi-
nate care with general dentists for chil-
dren living in outlying areas.  If any 
questions arise, either ask the trans-
plant team or other parents who they 
recommend.  Children who have had 
transplants can safely receive most 
care dentistry has to offer including 
orthodontics when the appropriate care 
is taken. ● 
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The Health Resources and Services Ad-
ministration, Special Programs Bureau, 
Division of Transplantation is issuing this 
notice to the transplant community to pro-
vide clarification about available West Nile 
virus (WNV) diagnostic and screening tests, 
and to provide guidance for the use of these 
tests in the setting of organ donation and 
transplantation. 
Background: 
WNV is a flavivirus transmitted to humans 
from birds through the bite of infected mos-
quitoes. In immunocompetent individuals, 
the incubation period ranges from about 2-
14 days, but may be longer in immunocom-
promised individuals. Although the majority 
of infected individuals are asymptomatic, 
WNV produces flu-like symptoms such as 
fever, headache, malaise, and body aches 
in approximately 20% of infected individu-
als. Less than 1% of infected individuals 
develop severe disease such as encephali-
tis or meningitis. However, immunocompro-
mised individuals may be at greater risk for 
severe disease. 
WNV IgM tests are available for diagnostic 
use in individuals with clinical symptoms 
suggestive of WNV infection. Detectable 
levels of IgM antibody to WNV may not be 
present during the first week of illness; anti-
body production in an immunocompromised 
individual may be delayed or absent. By the 
time antibody is detectable, the viremia may 
be at a very low level or resolved. Testing 
with WNV IgM antibody-capture enzyme-
linked immunosorbent assay is available 
through the Centers for Disease Control 
and Prevention (CDC), many state and 
local health departments, and a few com-
mercial laboratories. The Food and Drug 
Administration (FDA) recently approved a 
WNV IgM test kit manufactured by Pan-Bio; 
any accredited laboratory may purchase 
this kit. Because there may be cross-
reactivity with other closely related 
flaviviruses, a positive WNV IgM test should 
be confirmed by more specific testing (e.g. 
plaque reduction neutralization test avail-
able only at CDC and a few State public 
health laboratories). Also, IgM antibodies to 
WNV may persist for 6 months or longer; a 
positive test for IgM therefore is not sugges-
tive of an acute infection by WNV unless it 
is associated with a recent compatible ill-
ness. In general, IgM tests should not be 
used for screening asymptomatic individu-
als. 
WNV polymerase chain reaction (PCR) 
assays, which detect nucleic acid se-
quences, also are available through a few 
commercial laboratories for diagnosing 
WNV infection. WNV nucleic acid amplifica-
tion tests (WNV-NAT) can detect viremia 

West Nile Virus 
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donor transplants, the long turn-around  
should not pose a problem. However, for 
deceased donors, it is likely that some or all of 
the organs will have been transplanted prior to 
availability of the screening test result. De-
spite these possible delays, a reactive test 
result reported after the organs have been 
transplanted has some value for counseling 
and monitoring the recipients, and potentially 
for the administration of a particular therapy 
(e.g. Omr-IgG-amTM) should one be avail-
able. 
Given the practical limitations of using these 
screening tests and given that they are still 
investigational, HRSA does not maintain that 
screening of all organ donors with WNV-NAT 
should be required at this time. Once a WNV-
NAT is licensed and more widely available, 
the appropriateness of required screening 
should be reassessed. An OPO that desires 
to pursue use of one of the investigational 
tests to screen organ donors should contact a 
testing site and negotiate with the investigator 
at that site the cost, logistics of sample deliv-
ery and result reporting, and turn-around time. 
Recommendations: 
HRSA encourages the following measures: 
Defer potential donors with encephalitis, men-
ingitis, or flaccid paralysis of undetermined 
etiology who resided in geographic areas with 
known human WNV activity (Consult the State 
or local health department for up-to-date infor-
mation on human WNV activity in the particu-
lar geographic area.)  
Exercise a high index of suspicion of WNV 
infection if an organ transplant recipient devel-
ops a febrile illness. Perform a WNV IgM test 
and a WNV-NAT if WNV infection is clinically 
suspected.  
Consider screening of living donors with 
WNV-NAT as close to the time of donation as 
possible. If WNV-NAT is performed on poten-
tial donors, HRSA recommends the following 
measures in response to reactive WNV-NAT 
results: 
For Deceased Donors 
1. If the donor WNV-NAT is reactive, and the 
organs have not been transplanted: 
Consider transplanting the organs only if the 
potential recipient has an emergent, life-
threatening illness requiring transplantation 
when no other organs are available and no 
other lifesaving therapies exist.  
Inform the potential recipient of the risk and 
potential consequences of acquiring WNV 
infection.  
Consider enrolling the recipient in a clinical 
trial of Omr-IgG-amTM if the recipient devel-
ops symptoms suggestive of WNV infection 
and the recipient meets trial eligibility criteria.  
2. If the donor WNV-NAT is reactive, and the 
organs already have been transplanted:  
Inform the recipient of the risk and potential  

Continued on page 13... 

early in the course of infection before anti-
bodies are produced. Because viremia may 
peak before the onset of symptoms and 
because the majority of infected individuals 
do not develop symptoms, WNV-NAT may 
be effective for screening of asymptomatic 
individuals. Nucleic acid tests manufactured 
by Roche and Gen-Probe currently are in 
use under Investigational New Drug appli-
cations (IND) for screening blood donors. 
False positive and false negative results 
may occur. The investigational protocols 
include confirmatory testing of initially reac-
tive samples. All civilian blood donations in 
the U.S. have been screened with WNV-
NAT since July 14, 2003. 
No specific therapy has been found and the 
treatment of WNV illness is supportive. 
Omr-IgG-am,TM an Israeli source intrave-
nous immunoglobulin containing high titers 
of WNV neutralizing antibodies, is currently 
under Phase I/II study to assess its safety 
and efficacy in treating patients with, or at 
high risk for progression to WNV encepha-
lomyelitis. Further information about this 
randomized, placebo-control trial spon-
sored by the National Institutes of Health is 
available on the Internet at 
www.clinicaltrials.gov. 
Screening of Organ Donors and Recipi-
ents: 
The nucleic acid tests manufactured by 
Roche and Gen-Probe are now available 
for investigational use in screening organ 
and tissue donors; the specimen must be 
obtained while the donor's heart is still 
beating. There still are some factors that 
may make WNV-NAT screening impractical 
for use in decision-making about organ 
acceptance and counseling of potential 
recipients: 
Under the current INDs, WNV-NAT is per-
formed at a limited number of testing sites. 
In addition, only a limited number of these 
sites have expressed interest in testing 
samples from organ donors.  
Many of the testing sites use a mini-pool 
format to perform the initial screening. If the 
mini-pool is reactive, the component sam-
ples then are tested individually to identify 
the reactive sample(s). A single donor for-
mat is preferable for screening organ do-
nors.  
Although it may take as little as 4-6 hours to 
actually perform the WNV-NAT, the turn-
around from the time that the donor blood 
sample is drawn until the result is reported 
back to the hospital may be 24 hours or 
longer. This delay is due to factors such as 
transport of the sample to a distant site, 
validation steps in the investigational proto-
col, and procedures for reporting results. 
Some testing sites may be able to provide 
faster turn-around. For non-urgent living  
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consequences of acquiring WNV infection.  
Monitor the recipient closely for development 
of fever, headache, meningitis or encephali-
tis of unexplained etiology, and perform a 
WNV IgM test and a WNV-NAT if WNV is 
clinically suspected.  
Consider enrolling the recipient in a clinical 
trial of Omr-IgG-amTM if the recipient devel-
ops symptoms suggestive of WNV infection 
and the recipient meets trial eligibility criteria. 
 For Living Donors  
1. If the donor WNV-NAT is reactive, and the 
transplant is non-urgent: 
Defer the donor for 28 days  
2. If the donor WNV-NAT is reactive, and the 
potential recipient has an emergent, life-
threatening illness requiring transplantation 
when no other organs are available and no 
other lifesaving therapies exist:  
Inform the recipient of the risk and potential 
consequences of acquiring WNV infection.  
Monitor the recipient closely for development 
of fever, headache, meningitis or encephali-
tis of unexplained etiology, and perform a 
WNV IgM test and a WNV-NAT if WNV is 
clinically suspected.  
Consider enrolling the recipient in a clinical 
trial of Omr-IgG-amTM if the recipient devel-
ops symptoms suggestive of WNV infection 
and the recipient meets trial eligibility criteria. 
Additional Resources  
A map of WNV activity and human cases, 
clinical guidance, news releases, and publi-
cations can be found on the CDC web site at 
www.cdc.gov/ncidod/dvbid/westnile/
index.htm. 
The FDA Guidance for Industry: Revised 
Recommendations for the Assessment of 
Donor Suitability and Blood and Blood Prod-
uct Safety in Cases of Known or Suspected 
West Nile Virus Infection can be found on 
the FDA web site at www.fda.gov/cber/gdlns/
wnvguid.htm. 
Published article: Martha Iwamoto, M.D., 
M.P.H., Daniel B. Jernigan, M.D., M.P.H., 
Antonio Guasch, M.D., et al. Transmission of 
West Nile Virus from an Organ Donor to 
Four Transplant Recipients. The New Eng-
land Journal of Medicine. 2003;348:2196-
2203.  
Information about WNV clinical studies at  
www.clinicaltrials.gov. ● 

C.L.A.S.S. Board Member since 2001.  Volunteer designer for 
past newsletters, brochures and a variety of printed materials. 
Produces fundraiser ideas, T-shirts, and coffee mugs. Serves as 
a back up for the Correspondence Secretary. C.L.A.S.S. Annual 
Tea fundraiser Speaker for the past 3 years.  
“I became involved with C.L.A.S.S. because I was so grateful to 
receive help and information and I wanted to return the favor to 
other parents like myself.  C.L.A.S.S. has been a huge source of 
support for me over the past four years since my daughter was 
diagnosed with biliary atresia. I read the C.L.A.S.S. forum daily 
which helps me cope and learn.” ~Mika 

Mika Denny 

Meet some C.L.A.S.S. Volunteers! 

Shawn Curry 

C.L.A.S.S. Advisory Committee Member since 2000.  Volunteer 
Parent Matching Coordinator, maintains the database for the 
Parent Matching Files which enables C.L.A.S.S. to quickly 
match C.L.A.S.S. families in over 50 categories (age, diagnosis, 
hospital, # of transplants, state, etc.). “I thoroughly enjoy meet-
ing and talking to other C.L.A.S.S. families.  One of my main 
hobbies is meeting families online and traveling. I have been 
very privileged to have met many of our C.L.A.S.S. friends in 
person. I am also active in organ donor awareness events, and 
I look forward to meeting more of you this next year.” ~Shawn 

Member of C.L.A.S.S.  
Advisory Committee 

since 2001.  Email Correspondence Secre-
tary for  website, including membership in-
quiries, requests for financial information/
links for transplants, requests for general 
information on medical conditions, and medi-
cations. Forward questions to doctors on 
Scientific Advisory Board for their reply to 
C.L.A.S.S. Q & A column.  Assist webmaster 
as needed.  Participate regularly in online 
discussion forum and occasionally in 
C.L.A.S.S. online chats.  Represent 
C.L.A.S.S. at annual Camp Chihopi Family 
B r un c h  w i t h  d i s p l a y  t a b l e  a t                     
Children's Hospital of Pittsburgh.  
“I first contacted C.L.A.S.S. 7 years ago 
when my son was an infant, looking for infor-
mation.  I found the C.L.A.S.S. Notes so 
informative and so parent-friendly, I        
requested copies of all of the back-issues 
since the start of the newsletter!  The internet 
has allowed C.L.A.S.S. to reach so many 
more parents.  It's really exciting.  I believe 
the information sharing and support        
facilitated by this organization are priceless! 
I am a former administrative assistant, now a 
stay-at-home Mom, enjoying my son's     
activities, traveling, scrap booking, and   
decorating my home.  I also have three 
grown "kids" and three grandchildren 
(already!).   I am on the Board of Directors 
for Alpha 1 Advocacy Alliance, a member 
and participant in several Alpha 1 organiza-
tions, and support the activities of the   
American Liver Foundation.” ~Mary 

Mary Wallace 
Photo Unavailable 

Answers to Crossword on page 14: 

ACROSS: 2.life 4.bandaid 6.barf 8.yellow 

10.ascites 12.IV 14.diet 16.virus 18.stethoscope 

20.cure 22.ultrasound 24.bile 26.nurse 28.hope 

30.yawn DOWN:1.itch 3.fever 5.xray 4.blood 

9.pulse 18.scrubs 13.medicine 15.saline 17.IV 

2.liver 21.donor 23.fib 25.ouch 27.transplant 

Liver Waiting List 
(As of  January 30, 2004) 

      Age       Number Waiting 
       < 1 year             59 
       1-5 years          385 
     6-10 years          167 
   11-17 years          287 
  18 years & up   16,367 

Total Children:  898 
Total Liver Waiting List: 

17,259 
Number of Children Waiting  

by Blood Type: 
Type O      976 
Type A      269 
Type B      118 
Type AB      23 

Source: United Network for Organ Sharing.  Totals 
may be less than the sum due to patients included 

in multiple categories. 
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Down: 
1.  to scratch 
3.  when you feel hot, you 
     might have one 
5.  a picture of your bones 
4.  red and runs through 
     your arteries and veins 
9.  tells how fast your 
     heart is beating  
18. outfit your nurse wears 
13. “It’s time to take your 
     _______.” 
15. nurse flushes your IV 
     with this 
17. tube that gives liquids 
      in your vein 
2.   biggest organ in your 
      body 
21. the person that gives 
      you your new liver 
23. when you don’t tell the 
      truth 
25. what you say when 
      something hurts 
27. when they take your 
      liver out and put a new 
      liver in 

Crossword words and clues submitted by Marisa M. 
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Answers on Page 13 

A X D A I Z D F L O U R I D E 

H T E E T U J E S M H E M G O 

D C A V I T Y I N V C T O T F 

E T S A P H T O O T A X L O L 

B H B R A C E S M W I J A O O 

G I N G I V I T I S B S R T S 

V A Q S U B A D B R E A T H S 

C R O W N R F J C S G T L B I 

R P L A Q U E P E G I M I R N 

G E O K Z S Y O N U T J D U G 

U K W R S H B G A Z L K N S R 

M E N K A E V O M O R L N H L 

S P L B Q L F H E H C P I X W 

L F I L L I N G L R F J Z R M 

Y F Q D R C E S N I R P Y W D 

bad breath 
braces 
brush 
cavity 
drill 

 
crown 
dentist 
enamel 
filling 
flossing 
fluoride 
gingivitis 
gums 
molar 
oral 

plaque 
rinse 
teeth 
toothbrush 
toothpaste 

If you’re a C.L.A.S.S. Kid, this place is for you!  This section is for your stories, letters, drawings, 

poems, pictures, games...anything you’d like to share.  Let us hear from you!  (Moms and Dads, 

please be sure to include your permission for your child’s submission in C.L.A.S.S. Notes.)  All sub-

missions become property of C.L.A.S.S. and may or may not be published depending on content.                                                              

Mail to:  Attn: C.L.A.S.S. Notes Editor,  C.L.A.S.S., 27023 McBean Parkway # 126, Valencia, CA 91355. 

Kids Korner 

 Happy 
Valentine’s 

Day! 

February 14th: 

Since February is National Dental Health 
Month, here’s a Word Find with things 
you might hear when going for a visit with 
your dentist!  Can you find them all? 

Across: 
2. “The gift of _____” 
4.  helps cover “owies” 
6.  if you don’t feel good, 
     you might do this! 
8.  color of your skin 
     when your liver is sick 
10. fluid on your tummy 
12. tube that gives liquids 
     in your vein 
14. eat a healthy ______ 
16. illness your computer 
     gets! 
18. doctor listens to your 
     heart with it 
20. to make better 
22. you can see pictures of 
     your liver with this 
24. too much of this makes 
     you yellow 
26. press your call button 
     and this person will 
     come 
28. “____ you feel better 
     soon.” 
  30. when you’re tired you 
        do this 

A Liver Crossword 
Puzzle just for          

you! 



The 115th Rose Parade took place 

on Thursday, January 1, 2004.  This 

year’s theme was Music, Music, 

Music.  The Coalition on Donation 

was invited by the Pasadena Tour-

nament of Roses to enter a float in 

the parade, and this was the first-

ever Rose Parade float for the Coa-

lition on Donation.  The float was 

spearheaded by Coalition on Dona-

tion member OneLegacy, a not-for-

profit  federally designated trans-

plant donor network serving South-

ern California.  The float was sup-

ported by 35 partners from across 

the nation, including 22 organ pro-

curement organizations, 9 industry 

partners, and 3 Southern California 

transplant centers.  The Deputy 

Surgeon General of the U.S., RADM 

Kenneth P. Moritsugu, MD, MPH, 

and Olympic bronze medalist snow-

boarder Chris Klug were among the 

22 donor family members and 

transplant recipients chosen to ride 

the float.  The float’s theme was A 

Symphony of Life.  It featured 2 

gardens connected by a 50-foot 

bridge, symbolizing the living 

bridge between organ and tissue 

donors and recipients.  Riders were 

nominated by organ and tissue re-

covery organizations, research 

foundations,  and transplant cen-

ters nationwide. 

Symphony of Life 

W W W . C L A S S K I D S . O R G C . L . A . S . S . 

Thank you! 

I congratulate the Senate for unanimously 
approving the "Organ Donation and Recov-
ery Improvement Act" sponsored by Sena-
tors Frist and Dodd. I thank the House for 
their work in passing an organ donation bill 
earlier this year and anticipate a speedy 
conference. This bill authorizes $25 million 
for fiscal year 2004 for a variety of efforts 
to increase donation including providing 
reimbursement of the travel and subsis-
tence costs associated with living donation; 
providing greater resources to states to 
expand their public education and outreach 
efforts; and awarding grants to establish 
programs to coordinate organ donation ac-
tivities of eligible hospitals and organ pro-
curement organizations. These authoriza-
tions compliment and strengthen the Gift of 
Life Initiative I launched in 2001. 

The list of those needing an organ has 
grown to over 83,000. The need for organs 
continues to grow faster than the supply. I 
am passionate about continuing to increase 
organ donation in this country to save and 
enhance thousands of lives. I encourage 
Congress to continue their efforts on this bill 
to give the Department of Health and Hu-
man Services additional tools to encourage 
more people to give the gift of life. 

Tommy G. Thompson 
Secretary of Health and Human Services 

WANTED! 
C.L.A.S.S. is looking for a 

new webmaster for our web-
site.  If you are computer 

savvy and would like to vol-
unteer, please contact 

C.L.A.S.S. for more info! 

Website Statistics 

www.classkids.org 

January 2004:  42,412  
visits, average visitor   
examined 10.21 docu-

ments before exiting the 
site, visitors came from 
12,688 distinct internet 

addresses, the web server 
delivered 8,653 unique 

documents >1 time each. 

November 26, 2003 

If you are currently receiving and 

enjoying C.L.A.S.S. Notes, this is 

your chance to help us keep fu-

ture newsletters free!  "Nickels 

for Notes" is our campaign to help 

defray costs of our newsletter 

production.  If you are able, 

please consider helping C.L.A.S.S. 

with whatever amount you can, 

and specify "Nickels for Notes" 

along with your donation.  Mail 

to: C.L.A.S.S.  27023 McBean 

Parkway #126     Valencia, CA 

91355.  Every nickel counts and 

we need your help!   

Nickels for Notes 
IN THE NEWS 
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Fujisawa is committed to developing 

products that improve or simplify the   

complicated medication regimens 

transplant patients must take to maintain 

a healthy organ.  Fujisawa is working on a 

modified release formulation of their  

product Prograf.  Currently, they are    

enrolling patients in Phase III clinical trials 

both in the US and in Europe.  

Extended-Release Prograf 

Organ Donation Recovery and 
 Improvement Act 

National Doctor’s Day 

National Doctor’s Day is March 30th.  
The resolution was signed by then-

President George Bush in 1991.   
Hallmark now offers Doctor’s Day 

cards as a more formal way to thank 
your physician.  Let’s not forget to 

remember and thank our doctors for 
the commitment and compassion that 

is required of them every day.   

National Nurse’s Day 

Just as a reminder… 
National Nurse’s Day is also coming 

 up soon.  It is on May 6. 



C.L.A.S.S. Mug 
Quantity of Mugs Ordered ________ 
Gift Bear Total (Quantity x $10) . . . . . . . $____________ 
 
Gift of Life Bear 
Quantity of Bears Ordered ________ 
Gift Bear Total (Quantity x $10) . . . . . . .$_____________ 
 
C.L.A.S.S. Tea 
Quantity of Sacks Ordered ________ 
Tea Total (Quantity x $6) . . . . . . . . . . . $_____________ 

 
 
 
 
 
 

Shipping Total: . . . . . . . . . . . . . . . . . $___________ 

Total Amount Enclosed: . . . . . . . . . . .$___________ 

Shipping Address: 

Name _______________________________________ 

Street _______________________________________ 

City ___________________State_____Zip__________ 

Phone:  (______)______________________________ 

Mail your order to: C.L.A.S.S.  27023 McBean Parkway #126, Valencia, CA 91355 

2 7 0 2 3   M C  B  E  A  N    P  A  R  K  W  A  Y    #  1 2 6    
V  A  L  E  N  C  I  A   ,  C  A    9 1 3 5 5 
W  W  W  .  C  L  A  S  S  K  I  D  S  .  O  R  G 

Newsletters mailed under our nonprofit bulk mail permit are not forwarded if you move.  Please help us 
keep costs down and our mailing list up-to-date by notifying us of any changes to your address.  Thank you! 

F  U  N  D  R  A  I  S  E  R  S 

C.L.A.S.S. 
Tea 

Sure to 
warm the 
heart!  
Each sack 
contains 25 
individual 
tea bags. 

$6.00 

C.L.A.S.S. Mug 

A sturdy white mug printed 
with a colorful design of the 
C.L.A.S.S. logo and an organ 
donation awareness message.   

$10.00 

Gift of Life Bear 

Our sweet little Beanie 
Bear wears a green organ 
donor ribbon over his 
heart.   $10.00 

Thank you 
for your 
Support! 

Shipping: 
For Bears and Tea add: 
1-2 items add $3.50, Each add’l item add $.50 
For Mugs add: 
1-2 Mugs: $5, 3-4 Mugs: $8,  5-6 Mugs: $11.00 
(Please call for alternative shipping options and pricing) 

Important Form Enclosed! 
We are updating our database. 

Please fill out and mail in the  

enclosed Family Information Form 

C h i l d r e n ’ s   L I v e r   A s s o c I a t I o n   f o r   S u p p o r t   S e r v I c e s 
W W W. C L A S S K I D S . O R G 


