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Shwachman Diamond America

Welcome to our Newsletter!

ShwachmanDiamond Amer-
ica is excited to launch its first
newsletter. This is something
that we have wanted to do for
a long time.

Over the years, SDA has
funded research, printed and
mailed SDS Clinical Features
booklets, and attended con-
ferences to educate physi-
cians. SDA has helped edu-
cate parents and physicians
alike through various forms of
media. This newsletter is an
extension of our mission.

This first issue is dedicated to
connecting families through
the internet. In 1998, when
we started the Shwachman
Syndrome Friends and Family
email list, it was the first of its
kind. The internet was be-

coming more mainstream and
more accessible to families
around the globe. SDA has
worked hard to build a family
education and support net-
work, which has helped well

Merry Christmas!!!

over 200 families around the
world.

Many SDS families now have
family websites that can be
accessed from our home-
page. These websites, along
with the email support list,
are a wonderful resource for
newly diagnosed fami-

lies. They are not only a
means of education, they are
a source of hope as they face
the challenges and fears the
diagnosis of Shwachman
Diamond Syndrome brings to
their lives.

We at SDA hope that you
enjoy this first issue of our
newsletter. We sincerely look
forward to your feedback and
newsletter submissions.

Raising awareness for SDA

This month, Discovery Health
Channel in cooperation with
True Entertainment, will pre-
mi ere an

Di agnosi so

In July of 2007 the film crew
flew from New York to Colum-
bus Ohio to film an episode for
their third
Di agnosi so
family were very excited to
have the opportunity to raise
awareness of SDS through the
national media.

Katie was Diagnosed with
SDS in December 2003 after
spending the first eight

e p i s o d months of her life undiag-
f e at nosed. Her symptoms were
very severe and Katie devel-

oped Aplastic Anemia and
went through bone marrow
transplant in May of 2004.

S € & Katie is now 4 1/2 years old '
Kat i andis doing remarkably well.
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The episode
ple puzzlebd
Monday December 10th at

10:00 pm. The Wells Family
would like to thank Discovery
Health Channel, True Entertain-
ment, Dr. Ellen Kumler and Dr.
Nicholas Yeager, and of course,
their daughter Katie, for making
this event possible.

For more information or to check
for additional show times visit:
www.health.discovery.conor
www.katiesjourney.50megs.com
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Special points of interest:

e QOur First SDA Newsletter!

e SDS Gets National Media
Attention.

e Lukeds Story
e Connecting families
e Bone Marrow Biopsy Day

¢ Increasing Calories

Sean Curran
age 7 months
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Luke is now2 1/2 years old and he has
ShwachmanDiamond Syndrome. It was a
very long road to diagnosis for us. Every-
thing seemed to be just fine when he
came into the world on June 2, 2005
weighing in at 7 pounds even. Life was
just perfect with this little angel. Then,
when he was 8 weeks old, he started
getting strange rashes and, not long after
that, he stopped gaining weight. Doctors
were at a loss to explain this. At first they
thought it was a feeding problem, so we
went from nursing to bottle feeding. At
four months he still was not gaining
weight and he had developed reflux and
frequent, greasy, fousmelling stools. He
became so ill we had to be put in the hos-
pital for four days.

While in the hospital the doctors discov-
ered that his liver and pancreatic enzyme
levels were off and they thought that he
might have developed an allergy to cows
milk and soy milk. As a result, Luke was
put on the "BMW" of baby formulas and
all of the testing began.

The first thought the doctors had was that
everything was just allergy related, but
after a month on Neocate (a special for-
mula for milk and soy allergies) there was
not much improvement in Luke's blood
work, digestive issues, or skin problems.
They decided to do a scope, colonoscopy,
and PH probe to see what was going on
inside the little guy. It was one of the
worst moments in my life when | handed
him over to be put to sleep for the proce-
dures. The absolute worst moment came
soon after when, after the procedures
were over, the doctor took us into a little
room, sat us down, and told us that he
thought our child had Cystic Fibrosis. It
took every ounce of wilpower for me not
to break down into a little puddle in that
small, windowless room. We started with
the usual round of CF tests. The sweat
test came back negative, but because
Luke was so young, the test could have

Lukees

given a false negative, so we went back
for a gene test. It came back negative as
well. The doctors did not have a clue what
was wrong with him.

When he was 10 months old, Luke devel-
oped petichae all over his body. A trip to
the doctor revealed that his platelet
counts had drastically dropped and soon
after that he became neutropenic. With
the combination of the blood and diges-
tive problems the doctors started thinking
ShwachmanDiamond Syndrome. Many
people told us how sorry they were that
our son had a syndrome, but | was re-
lieved. | finally was getting close to an
answer to the great mystery, and now |
could start treating my son and get him
on the road to good health. A fecal fat test
confirmed the lack of digestive enzymes
and the gene test for Shwachman
Diamond came back positive.

We started Luke on artificial enzymes and
replacement vitamins and we soon had a
different boy on our hands. | never
thought | would be so excited at the sight
of a firm, poopy diaper! We rejoiced over
every ounce gained, and started looking
to the future with hope. It is not going to
be an easy road. He has some develop-
mental delays, his liver enzymes are still
elevated, and he will have to have a yearly
bone marrow biopsy. Despite all of that,
life is wonderful and | feel that God has
truly blessed us with this sweet little boy.

{1 By Honey Denson
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Connecting with others through the web

Do you want to share your Wsanttocognectvitiudtherd who @rd dedlireg with many of théd sarmatises ?

Creativecoping.netis a place where families can share their experiences and connect with others.f you 6d | i dtoegyort o pl ac
the web, you simply submit it via email for publication on the creative coping website.

Your story will be placed on the site, which is divided by disease categories, to make it easy for families to find othétisrigathe same
illness.

This practical website includes tips on dealing with chronic illness, coping with grief and a special section for those ale lost loved
ones to creat e Tavisdthiewebsger go afww.treatwecdping.net

ShwachmanDiamond America also links families through the webf you have a family website or blog, please send us the linWe & | |
add your page to our 0SDS f aNotiohlyidees thishelp cohnect fadelibspbutwkes wewly diagreastp a g e .
SDS families are surfing the web, they find hope in browsing through the many SDS family websites.

To add a link, please email us aamilylink@shwachmandiamondamerica.org

By Pattie Curran

Shwachman Syndrome Friends and Family email support list.

@ A support list for all affected in some way by Shwachmdiamond
Syndrome (SDS). The ligprovides a place for those affected by SDS to
find information, encouragement and support. To subscribe to the email
list, send a blank email to:
shwachmansyndromesubscribe @yahoogroups.com

Katie Wells
Age 8 months

Building a Family Website

Four years ago, in an attempt to help vices on the internet, many with the op- Whatever your primary reason for having
keep family and friends updated, | started  tion to upgrade for a small fee.If your a website, there is an option on the inter-
the Curran Family WebsiteThe website primary focus is to share medical up- net for you! If you have absolutely no idea
has proved to be very useful and thera- dates, you might consider using websites  where to begin such a project, but have a
peutic. During the boys' hospitalizations, such as Carepages, Caringbridge or Blog- keen interest in building your own family
I've used the blog feature to keep loved ger. The sites just mentioned need very website, visit the Shwachmamdiamond
ones informed. The family website has little computer knowledge to "operate"If America website.Browse through some
also provided a creative outlet and al- you would like more versatility and free- of the SDS family website links we have
lowed me to connect with other SDS fami-  dom of design, you might want to give listed, decide what you like about them,
lies from around the world. such sites as 50megs, Family Planlt, what you don't like and what options
FamilyLobby or familydetails a shotlf would work best for your familyNo mat-
If you are interested in building your own  you would prefer using your site to con- ter what you choose, have fun!
family website, consider your focus when  nect with other SDS families and friends,
looking at website options.There are try Facebook or MySpace. By Pattie Curran

several choices of free web hosting ser-

To visit SDS Family websites, visit www.shwachmandiamondamerica.org/families.html

Free Website Hosting:

www.caringbridge.org www.carepages.com www.blogger.com www.myspace.com www.50megs.com, www.FamilyPlanlt.com
www. FamilylL obby.comwww.familydetails.com www.facebook.com

Shwachman Diamond America eNewsletter Volume 1, Issue 1


http://www.creativecoping.net/
http://www.shwachmandiamondamerica.org/families.html
http://www.caringbridge.org
http://www.carepages.com
http://www.blogger.com
http://www.myspace.com
http://www.50megs.com
http://www.FamilyPlanIt.com
http://www.FamilyLobby.com
http://www.familydetails.com
http://www.facebook.com




