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Dear *|FIRST_NAME[",

We were happy to see some old friends at Camp Sunshine and meet some new families. As
always, a special thanks to our medical team for giving of their time to come to camp and
educate us. We also discovered that they can sing too.

We are happy to welcome some new members to our SDSF Board of Directors. Shari St.
Hiliare, John Wall, and Tom Dahlman. All are SDS parents. John has retired from his
business as a PT and orthotics expert, Tom is the Rector of Emmanuel Episcopal Church,
and Shari has been helping us for some time with her design skills.

We also wish to welcome Daniel Leung, MD to our Medical/Scientific Advisory Board. Dr.
Leung is a specialist in gastroenterology, hepatology and nutrition at Texas Children’s
Hospital.

We are happy to have them and look forward to their help.

The patient care manual, which the Registry has been writing, is in the proofreading stage.
We hope to be able to print and distribute it within the next few months. It will be a great help
in ensuring all SDS patients receive optimal health care.

Summer is coming to an end and school is restarting. While I'm sure parents are happy about
this, the kids probably not so much. We have recently sent you some information regarding
school. | hope you have all had a chance to read it.

Wishing you all a happy Autumn.

SDS Strong,

Joan Mowery

President
Shwachman-Diamond Syndrome Foundation

How to Communicate About SDS and Our Children's
Needs?

by Christian Del Ré

[BACK TO SCHOOL |

J.'i..dl-li-.

The start of a new school-year can be a time of anxiety in any home. Kids are nervous,
parents are nervous, and between battling to get back into school routines, we also have to
worry about whether or not our child’s teacher knows what SDS is and what special needs
have to be met each day . . .

For the past seven years my wife has scheduled an appointment with the school principal,
and before the start of the year, she meets with the administrative team as well as Anthony’s
teachers to give them the SDS 101 talk and to go over what special considerations Anthony
needs while in school . . . .

| have attached some of the documents we use each year; feel free to adapt and edit them
for your own family. Here is also a check-list of important things you may want to do before
the start of the school-year . . . .

Click to Read More & See Check List
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SDSF Info Packet

Medication List Template

Registry Remarks

BN

Shwachman-Diamond
Syndrome Registry

The SDS Registry attended Camp Sunshine in July and had a wonderful time meeting and
connecting with families! The SDSR would like to share the informative handouts from our
physicians' talks at Camp Sunshine. Click the buttons below to access the handouts.

If you are interested in joining the SDS Registry, or if you have already joined the SDS
Registry and want to send in new blood/bone marrow samples or new medical records,
please visit our website at sdsregistry.org or reach out to our team via email at SDSRegistry-

dl@childrens.harvard.edu.

Hematologic Complications in SDS Handout
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Psychosocial Corner: Open Dialogue

We are happy to introduce a new component to the SDSF e-Newsletter, The Psychosocial
Corner, in which Nancy Cincotta, LCSW, MPhil will write a regular column. Nancy has been
connected to the SDS community for many decades, having met our Founder Joan Mowery
in the early 1990s.

Ms. Cincotta has become a fixture in the inherited bone marrow failure and childhood cancer
communities and has witnessed the growth of information and understanding of these
conditions for over forty years. Nancy received her first Master of Science degree (the one in
Social Work) in 1979, from Columbia University, after having been a Child Life Specialist. Her
career has been focused on the issues families face when they have a child diagnosed with
one of these illnesses.

Nancy brings with her a remarkable professional commitment to our population, with a unique
understanding of the specificity and scope of the journey encountered in dealing with
Shwachman-Diamond Syndrome. One of her interests is exploring avenues of support that
enable individuals to adapt and thrive within the context of the SDS journey, understanding
what is unique to SDS and what is similar to other illness communities.

Nancy has been both hospital and community-based and has collaborated with a number of
illness-related non-profit organizations, working with individuals, families, and groups, and in
retreat settings. She has always been interested in hope as a concept in inspiring individuals
and their family members as they face unique medical challenges.

Many of you have already met Nancy at regional conferences, at Camp Sunshine, on Zoom,
or at meetings held with Dr. Shimamura. We are fortunate that, as she has transitioned out of
her role as Psychosocial Director at Camp (after 35 years), she has made an even stronger
commitment to her work with the SDS and inherited bone marrow failure communities. She is
currently on the SDSF Medical Advisory Board and has been involved in educational, and
SDS Congress meetings. She has a particular interest in how individuals cope and live with
SDS, issues siblings face, educational issues, transitioning to adulthood, and the impact of a
lifelong illness on affected individuals and those who love them.

In her column, Nancy will focus on topics that of interest to those with SDS and their family
members. At the same time, she would like to develop a psychosocial research component
that examines issues the SDS community over time. Please reach out to her
(nancycincotta@gmail.com) with topics you are interested in. The inaugural column of the
Psychosocial Corner: Open Dialogue will appear in the next SDSF newsletter. We are
grateful for Nancy’s ongoing commitment to the SDS community, and we look forward to our
future endeavors.

“SDS has been an illness of interest to me since I first met Joan Mowery. Her enthusiasm and
commitment have inspired mine. Watching people on their journey grow up with SDS, | have
come to appreciate how complex an illness it is. It is with great anticipation that | move
forward to getting to know you in these new forums. | am honored to be able to make an
ongoing commitment to the SDS Foundation” (Nancy Cincotta).

Celebrating Our Own
A Mother's Intuition

by Brittanya Bryant

| always knew that something wasn’t quite right with my unborn child. . . . | couldn’t put my
finger on it, but | had this pit in ajy stemaack feemdhieanparesf he was conceived. . .

Javden was born 3 weeks earlv . . . in Januarv 2020. He spent 10 davs in the NICU due to
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low blood sugar and feeding difficulties. He was born weighing 4 Ibs 15 ozs. The assumption
was once he was born he would catch back up without issue. Except he wasn't...in fact he
wasn’t growing. He would “spit up” his formula. . . . At 10 weeks he was hospitalized with
failure to thrive.

While he was in the hospital the doctors ran all sorts of labs and tests and thought he had
cystic fibrosis. However, those tests were all negative. . . .

It seemed every month or two he would get sick. Starting with colds, then RSV, followed by
croup and then ear and sinus infections. In October 2020, during his bout of croup | noticed
he had a rash of purple dots scattered on his chest. . . . This time his pediatrician decided to
send him for labs. His CBC came back and everything was low. . . .

In February 2022, we had our first appointment with the hematology department. The doctor
thought it was just his antibodies attacking due to being sick. However, those tests were
negative. Next appointment he ran more labs, again all negative. It was finally decided that in
April 2022, Jayden should have a bone marrow biopsy to determine what was causing the
low blood levels. The bone marrow biopsy showed he had bone marrow failure but not why.
The doctor recommended Jayden get a genetic test that would tell us what was causing the
bone marrow failure. . . .

August 26, 2022, is a day the world stood still for me. The doctor explained to me that Jayden
had not only one rare genetic bone marrow failure disease but two. He was diagnosed with
Shwachman-Diamond Syndrome and RUNX1. We were told these diseases predispose him

to leukemia . .. My husband and | were so scared and spent the next days crying and in fear.

However, the pit of worry in my stomach finally disappeared. | had always known something
was wrong and once we had the diagnosis that worry was gone. Now the worry became a
different kind of worry.

Luckily, | came across The Shwachman-Diamond Syndrome Foundation website that had
resources and information on the registry and which doctors to see. Without hesitation or
delay | booked a consult with Dr. Myers at Cincinnati Children’s. . . .

It was October 25, 2022, and for the first time he said the words to us we didn’t want to hear,
Stem Cell Transplant. . . . On June 28, 2023, Jayden received his bone marrow transplant. |
am happy to say that he is now free of SDS and RUNX1 in his cells. . . .

For a 3 year old having to go to as many doctor’s appointments and be hospitalized for such

a long period of time, he has handled it all so well. We look forward to returning home and
knowing he has new healthy marrow.

Our past SDSF Videos are available on line. Click the button below
for our library.

Please let us know if your child is going to be transplanted. We would like to send them a gift
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Although we fight daily to save the lives of SDS
patients and search for a cure, we must acknowledge
those for whom a cure did not come in time.
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Click the button below to access the SDSF Swag Shop. We have a wide variety of SDSF
merchandise to choose from.

SDS Awareness Ribbons

The long awaited SDS Awareness Ribbons are custom
made double layer ribbons to bring awareness to SDS.
Each ribbon will arrive assembled with a gold pin

D

AN\
@

attaching them. Shwachman-Diamond
Syndrome
Ribbons are $5 per ribbon, or 3 ribbons for $12. ""ffffmdl .
Domestic shipping is included. ridbon atached
with @ god pn
There is only a limited quantity of these - act fast! Bﬁf"m

Dormeshe shppng nckuded

These are great to spread awareness! Fill out the form
below to place your order.

Online Fundraisers

We know that this is a challenging time for so many. We are asking that if you set
up an online fundraiser for a birthday or special event, please set Shwachman-
Diamond Syndrome Foundation as your charitable organization. Every little bit

helps us fund research to help find a cure for SDS!

Ongoing Fundraisers

SDSF would like to encourage everyone to raise funds to support research and
the Foundation. We have had families raise money through letter writing
campaigns, school dances, corporate matching gifts through their employers, golf
tournaments, physical competition events, Super Bowl parties and more.
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Jiangning, Nanijing, China
Yamunanagar, India
Dublin, Ohio
Villeurbanne, France
Forest Hills, New York
Kyneton, Victoria, Australia
Park Hills, Kentucky
Boyne City, Michigan
Morehead, Kentucky
Lake Stevens, Washington
Vlaardingen, Netherlands
Townsville, Queensland
Quarteira, Faro, Portugal
New York
North Carolina
London, England
Sarasota, Florida
Crestwood, Kentucky
Peabody, Massachusetts
Miami, Florida
Patchogue, New York
Karachi, Pakistan

Thank You For Your Donations

Donations received between April 30, 2023 - August 15, 2023

John & Wilma Daniels PayPal Giving Fund
Indro Hoffman Blackbaud Giving Fund
Lorraine Lagesse Give Lively Foundation
Tommie Weaver Pledgeling Foundation
Osborne JR/SR High School Frontstream

David and Camille Abbruzzese Family Bank of America Charitable Gift Fund

Fund Benevity Causes
Nicholas Carpenter
Yvonne Kurziow
Javier Lopez Maestro

In Honor of Camden Kilcrease - Lisa and Steve Kilcrease

In Memory of Michael Billings - Linda Azzarello, Pamela Pauline, Brooke Goldin,

Gena Wade, Terry Billings

In Honor of Anthony Del Re - Laura & Joseph Birro, Peter Dachille Sr, Stephanie DeSarle,

Christian & Gina Del Re
In Honor of Keller Wilson - Stacey Spires, John Daniels, Candace Owens
In Honor of Jess Bodron - Tim & Joni Bodron, Precision IBC
In Memory of Robert Jenkins - Susan Butsch, Carol Walker, Lois Dickinson
In Memory of Moe Giordano - Parker Sunshine Fund,
In Memory of Dorothy Belanger - Jan E Smith
In Honor of Maggie Collins - Kathryn Malak
In Honor of Jordyn Jones - Mrinmoyee Das
In Honor of Logan Stone - Susan Utz, Matthew Stone
In Honor of Amanda Lamb - Sharon Lamb
In Honor of Kaitlyn Sampson - Marzena Fusilier
In Honor of Michelle Pugliares - Lorene Pugliares

In Memory of Jacob Reitenauer - Vickie Reitenauer
Special Thank You to the dozens of Anonymous and Unnamed Donors

The Many Supporters Through Various Other Fundraisers

Thank ey for peaueeafhly gdonation

NMaria Hall
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Keung King Man James
Jason Huttinger
Angela Greiss
Ali Elmi
Tag Sale Chick
Eylem Atilgan
Cara Gallagher
Indro Hoffman

In Memory of Michele Mowery - Joan & Greg Mowery
In Honor of Camden Kilcrease - Lisa Kilcrease
In Honor of Jonathan and Joseph Wall - Joyce Wall
In Honor of Jake Walden - Julie Walden
In Honor of Marissa Avroch - Dianne Moschetta
In Honor of Scott, Meagan, & Jonathan Miller - Ann Reed Macke
In Honor of Riley Laber - Mary Balint
In Honor of Anthony Del Re - Christian & Gina Del Re
In Honor of Roman and Alex Fetzer - Jenny and Edna Arnold

Donate Today

Shwachman-Diamond Syndrome Foundation

FOUNDER: Joan Mowery 1994
BOARD OF DIRECTORS

Joan Mowery, President
Mary Balint, Secretary
Bryan Sample, Treasurer
Christian Del Ré, Communications Chair
Carolina Cordova
Tom Dahlman
Shari St. Hilaire
Scott Miller
John Wall

Pamela Miller, Executive Director

Other Amazing Leaders

Joyce Wall - Anna Angel Basket Coordinator
Maura Donahue - Advisor to the Board

ATTORNEY: Ann Bodewes Stephens, Herzog Crebs

)

e Have an article, update, or fundraising Sign Up for
activity you would like to share in a
future newsletter? Email your story to: Newsletter
christiandelre@shwachman-
diamond.org.

We would love to hear from you and
share your stories!
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