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Dear Rachel,

SDSF is extremely excited about funding the SDS Registry’s new research project. This
research has the potential to make the lives of SDS patients happier and less traumatic.

We all hate the need for bone marrow biopsies but realize their necessity to look for
mutations that may indicate a problem. The possibility that a blood test can provide the same
information, about genetic mutations, as a bone marrow biopsy, is fantastic.

The researchers will be using samples that they have in the Registry for this project.

Funding costs money. We ask each of you to make a gift to SDSF to fund this research.

SDSF IS PROUD TO ANNOUNCE THAT WE ARE FUNDING A NEW EXCITING
RESEARCH PROJECT THAT CAN BENEFIT ALL SDS PATIENTS.

The purpose of this project is to improve Surveillance for leukemia risk in SDS.

The researchers are Akiko Shimamura, MD, Ph.D., Kasiani Myers, MD, Coleman Lindsley,
MD, Ph.D., and Edie Weller, Ph.D.

SDS patients are at high risk for blood cancers including MDS and AML. Currently, survival is
very low once blood cancers develop.

The SDS Registry’s studies have shown that regular monitoring of the bone marrow, using
specific tests including genetic sequencing for acquired genetic changes (mutation), can
identify early signs of impending blood cancers. Identification of high-risk features allows for
intervention with hematopoietic stem cell transplants to prevent the development of leukemia.

Annual surveillance of the bone marrow is painful and stressful, so patients are often
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reluctant to do this.

The objective of this study is to explore whether testing for genetic mutations in the blood is
an effective screening strategy to identify patients most likely to benefit from a surveillance
bone marrow exam.

THIS STUDY WILL ADVANCE OUR UNDERSTANDING OF MINIMALLY INVASIVE RISK
ASSESSMENT FOR PEOPLE WITH SDS.

Joan Mowery
President
Shwachman-Diamond Syndrome Foundation

Akiko Shimamura, Kasiani Myers, MD Coleman Lindsley, Edie Weller, Ph.D.
MD, Ph.D. MD, Ph.D.

At Camp Sunshine this summer, several doctors
from the Medical Advisory group presented some of
their research to the parents and adults with SDS.
They all noted that SDS has such a small population
and getting initial funding to do research through
NIH is difficult. One researcher at Boston Children's
Hospital needs $100,000 to get started, which was
the impetus for doing this fundraiser. While at
Camp Sunshine, my wife, Joyce, and | were thinking
about how we could raise money for SDSF. Paul
and | had been planning this ride all summer so |
asked him if he would be willing to do this as a
fundraiser; he enthusiastically said yes. . . ..

As of this point we have raised $10,400 for SDSF. . .

We are thinking about a ride across Vermont next
year and will try to invite others for another Excellent
Adventure.
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Click to Read John's Ride for

Research

Registry Remarks

BN

Shwachman-Diamond

Syndrome Registry

The SDS Registry team participated in the 65 th American Society of Hematology (ASH)
Annual Meeting and Exposition in December 2023. We presented research from the SDSR
and established collaborations with providers from around the world.

SDSR investigator Dr. Helen Reed, presented her work on Lymphoid Malignancy in
Shwachman-Diamond Syndrome during the ASH Scientific Workshop on Germline
Predisposition to Hematopoietic Malignancies and Bone Marrow Failure. The study from the
SDSR found an increased risk of lymphoma among patients with SDS compared to the
general population. The patients with SDS who had been diagnosed with lymphoma achieved
remission after therapy but experienced increased toxicity with standard chemotherapy
regimens. Subsequent AML was observed in one patient following treatment with lymphoma.
This study expands our understanding of potential medical complications of SDS and informs
treatment decisions.

.

Lymphoid Malignancy in
Shwachman-Diamond Syndrome
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3/11


http://em.networkforgood.com/ls/click?upn=VAGGw4zHikj3d-2F5242H3ZuCEXb2-2B1qPtwnVFt1inTOcR226wqKtrxELkJcs5GcXe8Uofa-2FkTf0Oi3UGhnavv6LF-2Fm-2BmBTqjzeHuFsuRQGI6L3A-2FXhkh0qE9lBy7DK-2FLoJhYUuIz1VlY-2F5xfvCREF9ZWmhVzSFxG8yC1cH02OMbNIPn3X91O3vVm9nvUTPVtZ3IVf_Zf9noBSXp6zmd8gcAmse0OSHSVCQSQBrgo1RfWmgiH-2BtkJH4U1S6uFEJE5dxw9BpaDhmj-2BIMus3toPAMKk3Bx2laLtZ4HvIYXawllu7XAgIdtdc75UiXsLWy5OZQJgnPRXx8uVd0GNl-2FeXhD7DymiH0ZiqVwf7eCcZ-2FevJqsjF8Rtp5FRyPc8MElGlFG-2FXNDXhY-2FhORaKYGUkXpWaMWba-2F9GCqt8kb6O4Lnk5PNOPY0-3D

2/26/24,9:10 AM

Shwachman Diamond Syndrome Foundation Mail - [TEST] Rachel SDSF Winter 2024 Newsletter - The Latest SDSF News For You
group of SDS experts from around the world

to develop an international collaborative

project studying leukemia risk in SDS.

SDSR Co-Director, Dr. Kas Myers, was
invited to discuss the long-term outcomes
and complications in inherited bone marrow
failure syndromes, including Shwachman-
Diamond Syndrome. Education of medical
providers is an important priority of the
SDSR. Advances in medical care are made
possible by the medical records and samples
provided by SDSR participants.

Rare Disease Day Fundraiser 2024
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There is still time to get your Rare Disease Day T-Shirt and to help support our patients and
family members. All proceeds from this fundraiser will go directly to the Shwachman-
Diamond Syndrome Foundation and will be used to fund medical research to improve

treatment for our patients.

Don't forget to wear your shirt on February 29th - Rare Disease Day and tag us on Facebook
and Instagram!

Click to Get Your Rare Disease Day Shirt

Caroling for a Cure
by Christian Del Ré
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This past December, the Parent-Teacher Association at my wife's school, P.S. 36, in Staten
Island, New York, held a Christmas Caroling event. For the second year in a row, the PTA
raised donations from the participants and donated it to a worthy cause, and this year they
selected SDSF, in honor of our son, Anthony, who graduated from the school last year. This
was a fun event were parents and kids walked the neighborhood ringing doorbells and
surprising homeowners; it was like a scene from a Hallmark Christmas movie! We ended at a
non-profit, Lou's Helping Hand Foundation, who held a sale of handmade items, and snacks
for the carolers, with all proceeds going directly to SDSF. In total, this few hour event helped
raised $1,350.00. We are grateful to the PTA of P.S. 36 and Lou's Helping Hand Foundation
for thinking of Anthony and SDSF!

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
to let them know we care.
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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.

Visit the SDSF Swag Shop

SDS Awareness Ribbons

Get Your Ribbons for Rare Disease Day!

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
attaching them.

Ribbons are $5 per ribbon, or 3 ribbons for $12.
Domestic shipping is included.

There is only a limited quantity of these - act fast!

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

Click to Order SDS Awareness Ribbons

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!
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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.

Welcome New SDS Families

Germany
St Louis, MO
Guatemala
Jamestown, TN
Consuma, ltaly
Estonia
Portugal
Serbia

Thank You For Your Donations

Donations received between August 16, 2023 - January 24, 2024

Linda Morgan PayPal Giving Fund
Michael Smith Blackbaud Giving Fund
Joy Sokolowski Give Lively Foundation
Nicole Carp Pledgeling Foundation
Lew Sumislaski Benevity Causes
Marsha Misenhimer Renaissance Charitable
Scott Skibinski Network for Good

In Honor of Camden Kilcrease - Lisa and Steve Kilcrease
In Memory of Michael Billings - Terry Billings
In Memory of Nicholas Hernandez - Feliz Hernandez
In Honor of Anthony Del Re - Christian & Gina Del Re, PS 36 PTA, Laura Birro
In Honor of Booker Dahlman - Lucian Farrar, April Stobbe, Joan Mowery
In Memory of Kelsey Jenuwine - Alan Jenuwine

In Honor of Emily Januwine - Diana Murphy

https://mail.google.com/mail/u/8/?ik=80d5e7053d&view=pt&search=all&permthid=thread-f:1789397251207754294%7Cmsg-{:1789397251207754294&simpl=ms. ..
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In Honor of Sara Richtarik - Kelly Richtarik
In Honor of Wade Wachter - Terry Duvall
In Memory of Sarah - Mary McVeigh
In Memory of Craig Smith - Robert Smith
In Honor of Keller Wilson - Stacey Spires, Vernon Snider, Melissa Wright
In Honor of Saavin Aidhu - Preet Gill-Sidhu
In Honor of Noah Swiatko - Meghann Locker
In Honor of Jess Bodron - Tim & Joni Bodron
In Honor of Ginny Bennett - Robin Rodin
In Honor of Noah Sargent - John Lohnes, Lila Kelleher
In Honor of Emma Taylor - Waynele Yu
In Honor of Gauthier Lagesse - Manuela Lagesse
In Honor of Logan Stone - Matthew Stone, Susan Utz
In Honor of Troy and Kelsey - Cornelius DeBoer
In Honor of Betty Delgado - Dale Rohr

In Memory of Wayne Bull - Joan Mowery, Gerald King, Julie Ragan, Janice Delgado, Lyndel
Bull, Vay Jensen, Judy Wilkinson

John's Ride for Research - Stephanie Conklin,
In Honor of Ruben Alvarez, Jr - Jill Thiffault

John's Ride for Research
Denise & Phil McNutty Jennifer Wilcox  Melanie Wixted
Tracy Pang  Tricia Cunningham Scott French
Marilyn Scarano  Watkins family Marianne Rutter
Helen Bryant  Kate Prendergast Debbie & Tim Regan
Julie Roden Barbara Wall  James Dye
Karen Svedberg Adrienne Zarillo Greg
Quilting & Sewing Group  Karen Konish ~ John Faherty
Melissa Wall  Kristin Tyhurst  jack & Elinor Roden
Dan & Mary Webb  Denise LaMonica  Sarah Rowe
Julie Power Jenn Poirer David Rossi
Kevin & Mary Wall  Freedom Networking Group  Deb Ball
Diane Rosene  Michael & Dalene Pelc ~ Dale MacCausland
William Konish Linda Fortunato  Lisa & Alan Welch
Ann Marie Dudek  David Doucette =~ Pamela Miller
Jennifer Liedner ~ William Schumann  Robert Schexnayder
Diane & Eric Myers Alexis Dahlman  David & Nancy Patrick
Hank & Debbie Loudon  Donna Proulx  John Wall
Michelle Flewelling  Deborah Santoro  Deidra Rooney
Becca Smoot Jacquelyn Poarch ~ John Sheehan
Dick & Jennifer Wilcox ~ Ali EImi  Judy Doucette

https://mail.google.com/mail/u/8/?ik=80d5e7053d&view=pt&search=all&permthid=thread-f:1789397251207754294%7Cmsg-{:1789397251207754294&simpl=ms. ..
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Jenelle Leighton  Sean Flynn  Susan Summers
Scott French ~ Colleen DeBiase Jean Serino
Kevin & Janice Roden
Joan Mowery in Memory of Michele
Sharona Zaret in Memory of Michele
Joni Bodron in Honor of Jessica
Lisa Troy in Honor of Jonathan and Joe
Thuy Nguyen in Honor of Shay
Matt Stone in Honor of Logan
Lynette & Allan George in Honor of Quinn
Al Jenuwine in Memory of Kelsey
Jen Avroch in Honor of Marissa
Stacey Spires in Honor of Keller
Cornelius DeBoer in Honor of Troy and Kelsey
Silvia Koch-Brown in Honor of Paul Konish

Special Thank You to the dozens of Anonymous and Unnamed Donors

The Many Supporters Through Various Other Fundraisers

Thank you for your monthly donation

Maria Hall
Keung King Man James
Jason Huttinger
Angela Greiss
Tag Sale Chick
Eylem Atilgan
Cara Gallagher
Indro Hoffman
Judie Durie
Tommie Weaver

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

https://mail.google.com/mail/u/8/?ik=80d5e7053d&view=pt&search=all&permthid=thread-f:1789397251207754294%7Cmsg-{:1789397251207754294&simpl=m. ..
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Shwachman-Diamond Syndrome Foundation

FOUNDER: Joan Mowery 1994
BOARD OF DIRECTORS

Joan Mowery, President
Christian Del Ré, Vice President
Mary Balint, Secretary
John Wall, Treasurer
Shari St. Hilaire, Fundraising Chair
Bryan Sample, Legal Advisor
Tom Dahlman
Scott Miller

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!

Website - Family Support - Research - Fundraising - News & Events - Resources

6 @ @ Shwachman Diamond Syndrome Email not displaying
Foundation correctly?
o 888-825-7373 View it in your
browser

info@shwachman-diamond.org
www.shwachman-diamond.org

Unsubscribe
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