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AAMDSIF 2015 Annual Report2www.aamds.org
 MISSION AAMDSIF focuses on bone marrow
 failure diseases, educating and
 connecting patients, families and
 health professionals worldwide. It also
 promotes and invests in collaborative
 clinical research to study and find cures
 for aplastic anemia, MDS and PNH.
 VISION We envision the day when bone marrow
 failure no longer claims lives. Until then,
 we will continue to make progress by
 evolving our programs and services to
 meet the needs of patients who rely on
 us and health professionals who turn to
 us as a trusted partner.
 THE
 THE
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3
 BONE MARROW BASICS
 Bone marrow is the body’s factory for making blood cells. When it fails to
 produce an adequate supply of healthy platelets or red and white blood cells,
 the result is bone marrow failure disease. Aplastic anemia, myelodysplastic
 syndromes (MDS) and paroxysmal nocturnal hemoglobinuria (PNH) are
 the primary bone marrow failure diseases. Several less common but related
 diseases also fall into this category.
 They are all rare diseases because relatively few people are affected by them.
 The low incidence rate translates to minimal professional health education
 on these conditions. The resulting lack of knowledge often leads to delays in
 diagnosis, and that prevents patients from getting the crucial early treatment
 they need.
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EDUCATION
 services
 research
 Our signature programs combine 3 core strengths honed over the 30+ years we’ve been serving and caring for patients and families.
 AAMDSIF 2015 Annual Report4
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www.aamds.org 5
 We provide a variety of ways
 to learn about bone marrow
 failure diseases, including
 comprehensive educational
 packets and booklets
 explaining in lay language
 the fundamentals of aplastic
 anemia, MDS and PNH,
 their treatments, disease
 management and impact on
 patients.
 www.aamds.org is the key resource for stakeholders –
 an information-rich user-friendly website for patients, their families and
 the health professionals who care for them. It’s where they can always find
 an abundance of reliable information, the latest news and research and
 inspiring stories written by and about patients.
 For health professionals,
 the Foundation supplies
 free patient materials for
 their practice, including
 counseling guides, fact
 sheets, survey summaries
 and teaching tools.
 EDUCATION
 MDS Clinical Trials I’m Following
 Rafael Bejar, MD, PhDUniversity of California, San Diego
 Dr. Rafael Bejar is assistant
 professor of medicine in
 the division of hematology/
 oncology at University of
 California, San Diego. At
 the recent 2016 AAMDSIF
 Scientifi c Symposium, Dr.
 Bejar spoke to the MDS
 Update about clinical trials
 that he thinks are signifi cant
 and show promise for
 advancing new MDS
 treatments.
 New uses for an existing drugAt this scientifi c symposium we’re attending, results from recent clinical trials are being presented along with descriptions of upcoming trials, all of which I fi nd very interesting. One of the recently fi nished trials highlighted at this meeting was a Phase 3 trial of an approved drug, lenalidomide that is principally used in patients with the del (5q) chromosomal abnormality (a missing piece of chromosome 5). Lenalidomide was originally found to be very eff ective in del(5q) MDS patients, but we now know that non-del(5q) patients can respond to the drug as well – although not at the rate that the del(5q) patients do.
 But this large Phase 3 trial really proved that there are patients who can benefi t from this treatment. About 27% of patients became transfusion independent and on average maintained that response for several months – in short, it had demonstrated a real clinical benefi t. Therapy with lenalidomide for non-del(5q) patients has been available for some time but hasn’t formally been part of the standard of care. But now with these new results, we can feel confi dent there will be a subset of non-del(5q) patients who can benefi t. It’s an incremental advance but still an important one.
 The next therapy I’m excited about also looks at lower-risk MDS patients who are transfusion dependent. This therapy, that has recently completed phase 2 clinical trials, is for a drug called luspatercept. It is now moving into Phase 3 clinical trials in the U.S. and Europe, and I’m involved in this trial as part of the data safety monitoring committee.
 Investigating a new drugLuspatercept is exciting because it works in a completely novel way to help stimulate the production of red blood cells and to alleviate anemia. The earlier Phase 2 trials were encouraging because patients had strong responses that seemed to last as long as the drug was being given. So this suggests luspatercept may be a very good drug in the future for helping fi ght the anemias common to many patients with MDS. Part of this is fi guring out who the best responders will be for luspatercept. For the Phase 3 follow-up, the focus is on a population of patients we think are most likely to respond – patients with the ring sideroblast subtype of MDS who appeared to have the best responses in the earlier Phase 2 trials. This will be an interesting trial to follow!
 A new paradigm for treatmentThere is a new drug that has not yet been tested in patients that I expect is going to be in clinical trials later this year. I’m not involved in the trial, but have followed the studies leading up to the drug’s development. This will be a fi rst-in-class splicing inhibitor that targets a molecular pathway we only learned about in the last 6 years.
 INTERVIEWS WITH THE EXPERTS
 Your support makes our work possible. Make an impact today. Donate at www.aamds.org/donatenow
 VOLUM E 6, NUM BER 1, JUNE 2016
 continued on p. 2
 Connecting Patients and Families with News and Expert Opinion
 MDS Update
 The Aplastic Anemia and MDS International Foundation is the world’s leading nonprofit health organization dedicated to patients and families living with aplastic anemia, MDS, PNH and related bone marrow failure diseases. It provides FREE educational programs, conferences and support services, including:
 Learning is hope.
 Educational Materials Disease and treatment info: www.aamds.org/materialsMaterials also available in other languages:www.aamds.org/global-education
 Online Academy
 Classes, expert videos, interactive learning: www.aamds.org/learn
 Patient and Family Conferences Connecting our community with leading experts
 Print and Electronic Newsletters
 For the latest treatment, research and patient news
 Clinical Trials Information How they work, how to join: www.aamds.org/clinicaltrials
 Personalized Support
 Information Specialists: [email protected] or (800) 747-2820
 Peer Support Network
 Trained patient volunteers: www.aamds.org/support-networks
 Community Connections Local volunteer-led support and awareness groups
 A P L A S T I C A N E M I A • M D S • P N H
 PARTNERS INPATIENT CARE
 AAMDSIF is committed to providing health professionals with resources and
 educational programs that help you care for patients with bone marrow failure disease.
 Resources for Health
 ProfessionalsResearch
 Grants Educational
 Programs
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 The Online Academy
 The Foundation’s premier Online Academy
 offers two types of education courses, one tailored for the patient and
 family audience and the other customized for health professionals.
 Patients are encouraged to learn as much as they can about their
 condition, and the Academy provides the opportunity to obtain the
 knowledge they need from the comfort of home. They can select from
 live and recorded classes and interactive learning modules. They can
 also watch interviews with leading medical experts to learn the latest
 information about their condition.
 Health professionals stay current on the science of bone marrow failure, as
 well as the latest trends in diagnosis and treatment, by participating in our
 continuing education programs.
 Symposia for Health Professionals
 • Regional Bone Marrow Failure Disease Symposia are held in partnership with local medical institutions.
 • Biennial International Bone Marrow Failure Disease Scientific Symposium encourages the sharing of data and insights by convening global experts who treat these diseases or study their immunology and cell biology.
 • Satellite Symposia are held in conjunction with major medical meetings to share new data with large groups.
 • Visiting Faculty Series is a continuing education program for community-based professionals.
 EDUCATION continued
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 Patients can only start managing their health care after they
 fully understand what’s happening to them. Likewise, family
 members need to be prepared for taking on the key role of
 caregivers. We give them both the training, tools and support
 that will become central to their daily lives.
 • Personalized support by Information Specialists
 • Regional Patient and Family Conferences
 • Clinical Trial news – what, where and how to join one
 • Peer Support Network staffed by trained patient volunteers
 • Community Connections – volunteer-led support and awareness groups
 • Electronic newsletters with the latest news, research and patient stories
 services
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 Engaging Health Professionals
 AAMDSIF has a history of working closely
 with health care professionals to help
 them better understand and diagnose
 bone marrow failure diseases. This is
 accomplished through a strong program
 of educational webinars and symposia,
 as well as with financial support of young
 researchers through a grants program.
 Our community includes more than 30,000 health professionals
 worldwide. We bring together leading scientists, researchers and clinicians
 in a variety of settings so they can compare their findings and foster new
 collaborations.
 AAMDSIF Research Grants Program
 For over 25 years, we have provided financial support for research that
 contributes to new insights into the causes of bone marrow failure disease
 and new approaches to its treatment. We offer annual funding to young
 investigators and clinicians who conduct research that contributes to the
 knowledge that will, one day, add up to a cure. Our seed funding makes
 their work possible and also helps develop the next generation of bone
 marrow failure specialists. To date, we have awarded over $4.36 million to
 fund 77 research projects, all of which have been supported by individual
 funds established by members of the AAMDSIF community.
 research
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 MDS Clinical Research Consortium (MDS CRC)
 In 2013, AAMDSIF received a
 five-year $17M grant that was a
 planned gift from the Edward P.
 Evans Foundation designated
 for the creation of the MDS CRC
 The consortium consists of six
 preeminent academic institutions
 and is the first scientific collaboration
 of its kind. Dedicated to accelerating
 and amplifying research conducted
 at each of these participating cancer
 centers, the goal is to improve MDS
 patients’ treatment and quality
 of life. With careful monitoring
 of patient blood cell counts and
 reactions to drugs, physicians are
 able to customize care with regularly
 adjusted precision treatments.
 research continued
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 It’s important to understand what we do, but it’s powerful to learn how we impact lives.
 Meet Garrett Hamm and his family. Their story epitomizes the arduous struggle faced by families who had nowhere to turn when they needed support.
 Bill and Garrett Hamm (1977)
 When the Aplastic Anemia and MDS
 International Foundation opened
 its doors 33 years ago, precious little
 was known about bone marrow
 failure disease. All that most patients
 and families could learn on their
 own was that their life-threatening
 diagnosis was rare and many health
 professionals hadn’t even heard of
 it – as one Texas family quickly
 found out.
 Stephanie and Bill Hamm had five
 children when they decided in 1977
 to make room for one more – an 8-year-old boy they adopted. Garrett was
 an active, healthy child. But at the age of 16, rapid bruising during his first
 football scrimmage became an immediate cause for concern. Doctors first
 thought he had some form of cancer but then discovered that his bone
 marrow was not producing enough platelets. The diagnosis was aplastic
 anemia.
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 The Hamm Family Today More than 19 years have
 passed since Garrett’s death.
 The family continues to
 honor him and celebrate his
 life. His mother Stephanie
 Hamm serves on the
 Foundation’s board and is the
 National Chair of our March
 for Marrow walks program.
 His sister, soccer great Mia
 Hamm, established a private
 foundation that raises funds
 and awareness for families
 needing bone marrow or
 cord blood transplants.
 There are thousands of
 stories like Garrett’s.
 Their common ground is
 AAMDSIF, where patients and
 families immediately learn
 that they are not alone, and
 there are steps they can learn
 to help them take charge of
 their lives with the support of
 a caring community.
 Garrett initially responded to
 treatment and seemed to be in
 remission. Three years later,
 he had a relapse that was so
 severe his body couldn’t make
 enough oxygen to fuel his 6 ft.
 2 in. frame.
 Despite monthly transfusions,
 Garrett developed a second
 bone marrow failure disease,
 myelodysplastic syndromes
 (MDS). After the new drugs
 he tried in a clinical trial at
 NIH failed to help, his only
 remaining option was a bone
 marrow transplant.
 Garrett was one of the first
 patients in the U.S. to receive
 a transplant for MDS. While
 the procedure was considered
 successful, he died from
 complications at the age of 28.
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 APLASTIC ANEMIA AND MDS INTERNATIONAL FOUNDATION, INC.
 Statements of Financial PositionAs of December 31, 2015
 with Summarized Financial Information for 2014
 2015 2014CURRENT ASSETS Cash and cash equivalents $1,460,357 $1,207,562
 Investments 3,861,406 3,784,609
 Contributions and grants receivable 442,622 1,974,440
 Inventory - 2,648
 Prepaid expenses 225,649 112,129
 Total current assets 5,990,034 7,081,388
 FIXED ASSETS Property and equipment 272,668 267,211
 Less: Accumulated depreciation (235,566) (176,205)
 Net fixed assets 37,102 91,006
 OTHER ASSETS Security deposits 10,541 10,541
 Charitable Remainder Trust 250,224 236,060
 Total other assets 260,765 246,601
 TOTAL ASSETS $6,287,901 $7,418,995
 Liabilities and Net Assets
 CURRENT LIABILITIES Accounts payable $353,575 $352,722
 Accrued expenses 62,353 438,891
 Grants payable 1,144,187 521,471
 Total current liabilities 1,560,115 1,313,084
 NET ASSETS Unrestricted:
 Undesignated 129,820 879,137
 Board-designated 272,912 67,912
 Total unrestricted 402,732 947,049
 Temporarily restricted 4,325,054 5,158,862
 Total net assets 4,727,786 6,105,911
 TOTAL LIABILITIES AND NET ASSETS $6,287,901 $7,418,995
 Assets
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 APLASTIC ANEMIA AND MDS INTERNATIONAL FOUNDATION, INC.
 Statements of Activities and Change in Net AssetsFor the Year Ended December 31, 2015
 with Summarized Financial Information for 2014
 REVENUE
 Contributions and grants:
 Individuals $471,518 $242,129 $713,647 $741,472
 Corporate and other 854,310 334,866 1,189,176 2,280,893
 Foundations 514,415 2,777,500 3,291,915 3,290,400
 Special events 16,315 - 16,315 48,538
 Trust and wills 76,938 15,371 92,309 1,053,700
 Investment (loss) income (53,113) - (53,113) 278,591
 Contributed materials 28,859 - 23,859 17,600
 Royalty income - - - 2,000
 Conference and
 other revenue 33,365 - 33,365 46,029
 Net assets released from
 donor restrictions 4,203,674 (4,203,674) - -
 Total revenue 6,141,281 (833,808) 5,307,473 7,759,223
 EXPENSES
 Program Services 5,925,293 - 5,925,293 6,638,681
 Supporting Services:
 General and Administrative 315,423 - 315,423 341,168
 Fundraising 444,882 - 444,882 608,500
 Total supporting services 760,305 - 760,305 949,668
 Total expenses 6,685,598 - 6,685,598 7,588,349
 Change in net assets (544,317) (833,808) (1,378,125) 170,874
 Net assets at beginning of year 947,049 5,158,862 6,105,911 5,935,037
 NET ASSETS AT END OF YEAR $402,732 $4,325,054 $4,727,786 $6,105,911
 2015 2014 Temporarily Unrestricted Restricted Total Total
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 FY15 EXPENSE Audited
 FY15 REVENUE Audited
 Individual Donations Corporate Grants & Donations
 Foundation Grants Miscellaneous & Interest
 Program Services Core Mission Support
 53%
 17%
 30%
 0%
 11%
 89%
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 AAMDSIF Background
 We are the sole nonprofit health
 organization serving patients and
 families living with bone marrow
 failure diseases. We were founded in
 1983, when there was scant medical
 knowledge and even less publicly-
 available information on these
 disorders. A Chicago family whose
 son had been diagnosed with aplastic
 anemia was appalled by the lack of
 local or national resources they could turn to for help, so they established
 one of their own. Today, the Foundation reaches people in 70 countries.
 Our goal is to offer patients and families a lifeline of support with an ever-
 evolving array of comprehensive educational programs and services, so that:
 • They can learn as much as possible about their disease and what to expect;
 • They can acquire valuable coping skills to improve the quality of daily life and become their own best health care advocate; and
 • Benefit from the support of a caring community.
 Every year, over 80,000 patients and family members visit our educational website, read our newsletters and updates, attend our conferences and follow our activity on social media.
 about aamdsif
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 Meet our Corporate and Foundation Sponsors
 Achillion Pharmaceuticals, Inc.
 Actinium Pharmaceuticals, Inc.
 Alnylam Pharmaceuticals
 Acceleron Pharma
 Agios Pharmaceuticals
 Alexion Pharmaceuticals, Inc.
 Amgen Inc.
 Baxalta
 Celgene Corporation
 Edward P. Evans Foundation
 Gilead Sciences, Inc.
 Incyte Corporation
 Mia Hamm Foundation
 Herman Goldman Foundation
 Novartis
 Onconova Therapeutics Inc.
 Rare Patient Voice, EveryLife Foundation for Rare Diseases
 Seattle Genetics, Inc.
 Sysmex America, Inc.
 Tetralogic
 The Henry and Marilyn Taub Foundation
 MD Anderson Cancer Center, University of Texas
 4imprint
 partnershipsTHE strength OF
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 Meet Our Educational Partners
 Alabama State Nurses Assn.
 American Academy of Nurse Practitioners
 Cancer Treatment Centers of America
 Cleveland Clinic Taussig Cancer Institute
 Duke Medicine, Duke University
 Delete Blood Cancer
 Healio.com
 Sidney Kimmel Comprehensive Cancer Center, John Hopkins
 Medical Education Resources, Inc.
 H. Lee Moffitt Cancer Center and Research Institute
 MPN Research Foundation
 National Comprehensive Cancer Network (NCCN)
 National Organization of Rare Diseases (NORD)
 Oncology Nursing Society
 Patient-Centered Outcomes Research Institute (PCORI)
 Primary Care Network
 University of California, San Diego, School of Medicine
 University of Florida, Continuing Medical Education
 University of Illinois, Chicago
 Meet MDS Clinical Research Consortium Partners
 MD Anderson Cancer Center, University of Texas
 Cleveland Clinic Taussig Cancer Institute
 Dana-Farber Cancer Institute
 Sidney Kimmel Comprehensive Cancer Center, John Hopkins
 H. Lee Moffitt Cancer Center and Research Institute
 Weill Medical College of Cornell University
 Meet Our Program Partners
 The National Institutes of Health, including
 The National Heart, Lung and Blood Institute and
 The Office of Rare Diseases
 partnerships partnerships continued
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 From the Foundation’s beginnings, volunteers have been the backbone of our community outreach programs.
 They lend their expertise
 through our governing and
 medical advisory boards
 and our patient education
 councils. They spend their
 days helping to raise funds for
 research, putting on events
 for awareness, or hosting
 bone marrow drives so a
 match can be found for those
 in need. Most have a personal
 connection to one of the
 bone marrow failure diseases
 and insist on giving back or
 paying it forward to show their appreciation for what we do.
 These volunteers are indispensable to our success. We recognize them
 as AAMDSIF Ambassadors, both for the quality of their work and the
 dedication with which they represent us. We thank them for their time,
 talent and treasure.
 ambassadorsTHE POWER OF
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 Meet Our Volunteer Board of Directors
 Chairman: Kevin Lyons-Tarr
 Vice Chairman: Harsha Murthy
 Secretary: Stephen King
 Treasurer: Tony Sanfilippo
 Chief Executive Officer: Kathleen Weis (ex-officio)
 Board Members:Deborah Ziff Cook
 Bart Fisher
 James Gajewski, M.D.
 Stephanie Dillon Hamm
 Neil Horikoshi
 Melanie Marquez
 Judy Paulette
 William Shulevitz
 Meet our Medical Advisory Board of Volunteer Specialists
 Co-Chairman Richard Stone, MD Director, Adult Leukemia Program
 Dana-Farber Cancer Institute
 Professor of Medicine
 Harvard Medical University
 Co-Chairman Mikkael A. Sekeres, MD, MS Director, Leukemia Program
 Vice Chair for Clinical Research
 Professor of Medicine
 The Cleveland Clinic Taussig Cancer Institute
 ambassadors continued
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 ambassadors continued
 Members Pamela S. Becker, MD, PhD Associate Professor of Medicine
 Division of Hematology
 University of Washington School of Medicine
 Carlos M. DeCastro, III, MD Professor of Medicine
 Department of Medicine
 Division of Hematologic Malignancies and Cellular Therapy
 Duke University Medical Center
 H. Joachim Deeg, MD Member, Fred Hutchinson Cancer Research Center
 Professor of Medicine, University of Washington
 Amy E. DeZern, MD, MHS Assistant Professor of Oncology and Medicine
 Sidney Kimmel Comprehensive Cancer Center at Johns Hopkins
 Benjamin L. Ebert, MD, PhD Associate Physician, Brigham and Women's Hospital
 Associate Professor of Medicine, Harvard Medical School
 Department of Medicine Hematology
 Guillermo Garcia-Manero, MD Chief, Section of MDS
 Deputy Chair, Translational Research
 Professor, Department of Leukemia
 MD Anderson Cancer Center, University of Texas
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 Meet our Medical Advisory Board of Volunteer Specialists continued
 Aristoteles Giagounidis, MD Head, Clinic for Oncology, Haematology and Palliative Care
 Marienhospital Dusseldorf
 Steven Gore, MD Professor of Internal Medicine (Hematology)
 Director of Hematologic Malignancies,
 Smilow Cancer Center at Yale Medical School
 Timothy Graubert, MD Professor of Medicine, Harvard Medical School
 Director, Hematologic Malignancy Program
 Massachusetts General Hospital
 Alan List, MD President and CEO
 H. Lee Moffitt Cancer Center & Research Institute
 Jaroslaw P. Maciejewski, MD, PhD Chairman and Professor of Medicine
 Department of Translational Hematology and Oncology Research
 The Cleveland Clinic Taussig Cancer Institute
 David Margolis, MD Program Director, Blood and Marrow Transplant
 Children's Hospital of Wisconsin
 Medical College of Wisconsin
 Prof. Judith Marsh Consultant Haematologist
 Department of Haematological Medicine
 Kings College Hospital
 ambassadors continued
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 ambassadors continued
 Stephen D. Nimer, MD Director, Sylvester Comprehensive Cancer Center
 Professor of Medicine, Biochemistry, and Molecular Biology
 University of Miamo
 Olatoyosi Odenike, MD Associate Professor of Medicine Section of Hematology/Oncology
 University of Chicago
 Ronald Paquette, MD Division of Hematology
 UCLA Medical Center
 Gail J. Roboz, MD Director, Leukemia Program
 Associate Professor of Medicine
 Weill Medical College of Cornell University
 New York Presbyterian Hospital
 Valeria Santini, MD Associate Professor of Hematology
 Department of Hematology
 University of Florence Medical School
 B. Douglas Smith, MD Professor of Oncology
 Sidney Kimmel Comprehensive Cancer Center at Johns Hopkins
 Neal Young, MD Chief, Hematology Branch
 Director, Trans-NIH Center for Human Immunology,
 Autoimmunity, and Inflammation
 National Heart, Lung, and Blood Institute
 National Institutes of Health
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 Members:Karen BosseJoanna Casale, RD, CSOKenneth Cooke, MDCory Cutler, MDAmy DeZern, MDAmanda FoisyNorma GoodEric Hodies
 Catherine MacCleanLynda PayneOlga Nunez Rios, RN, BSNIsabel Schuermeyer, MDCathy Schmelter, RDRaoul Tibes, MD, PhDDanielle Townsley, MDBarbara Weinstein, RN, BSN
 Tina AffinitoBrian and Rebekah AndersonJean BagelAbbie BarkerLaurie BeverageEdin BiskeyHollie Blain Jenny BlancoMariah BowenCindy and Jessica BrenemanRenee BrownTheresa CahalanGinger and Steve CaronElizabeth CarrStephanie CashAnthony Cervone Tina ChattertonAmanda CohenMarlena ConnorEllen ConybearShell and Bill CraigRon CrowderRuth and Neil Cuadra
 Margaret DascaluAmy DeLayChristine DePrescoMegan DilgerMary DonahueRon Duncan Ashley DuplayeeHeidi EtchegoyenMonica FairchildCheryl FantettiKim FernandesTammy GerberPaula GilbeckPhil Glass Patty GodfreyJeanne Goff Cassi GrayHeather GreenPeter GuindiSharon GustEva HallStephanie and Bill HammGig Hollabough
 Meet Our National Corps of Active Volunteers
 ambassadors continued
 Meet Our Volunteer Patient Education Council
 Chairman: David Steensma, MD, FACPDana-Farber Cancer Institute
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 Mastt HoltryJanet Hotop Grace HuskinKacce HutchisonRosalyn Jones-WatersSusan KassChanning KingStephen KingAshley KomanetskyChristian LaChanceShahana LarsonMary LehmanBrandi LewisCharmaine LindsayKathy MaddenHeather Malsin Eiler MarcherElinor MarkeyLisa MassacaniJanet MastersMick McDanielBob McFarlaneMelanie McGuffinEileen Sanchez Medina Sharon Mettler Joelle MilliganFelicia NalapenskiSteve OlsonLydia OsbornRachel OttoToniLynn PaccioneKat ParraKelly Pierce Bob PlasseRon and Heather PorterGus QuinonezRob RamirezSusan Rice
 Alison and Mario RiveraNequisha RiveraJay and Jeanne RotterBob SacksDebbie SimonClaire and Peter SonnentagEmma SouthardPatty SprainSteve SpringerAshlie St. John Barbara St. JohnMatt St. JohnNate St. JohnMark StoeszDouglas, Candace Mia and Carly StoutenboroughChristi and Patric StutzMary SwiftBeatrice ThompsonMary Elaine ValenzuelaSusan VavraMike Van NostrandNina Van NostrandMargie WardAl WeeksPaul WeissmanMallory, Courtney and Mary WhiteSheila and Lindsay WilkersonLorenzo WilliamsSean WoodwardBrandi, Abbe, Larry and Sherrie Wright Jesse YangDorothy ZajacMaggie Zajac-GuindiRon, Owen and Julian Zighelboim
 ambassadors continued
 Meet Our National Corps of Active Volunteers continued
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 Meet Our Research Grant Recipients
 Britta Will, PhDTherapeutic targeting of aberrant stem cells in MDS
 Supported by the Harold Spielberg Research Fund
 Sicheng Wen, MD, PhDReversal of aplastic anemia by mensenchymal stem cell-derived extracellular vesicles
 Supported by the Amy Gaynor Research Fund
 Jing Fang, MD, PhDMechanisms linking p62/SQSTM1 to the evolution of myelodysplastic syndromes (MDS)
 Supported by the Michael Fernandes Research Fund
 Katherine King, PhDMechanisms of HSC suppression in acquired aplastic anemia
 Supported by the Liviya Anderson Research Fund
 Shahram Kordasti, MD, PhDComparison of the immune signature in hemolytic paroxysmal nocturnal hemoglobinuria (PNH) with aplastic anemia/PNH and the effect of immunosuppression or C5 blockade on the frequency of CD1d restricted T cells
 Supported by the Research is Hope Fund
 Meet Our Leadership Award Recipients
 Leadership in Science: David Steensma, MD,Dana-Farber Cancer Institute
 Associate Prof., Harvard Medical
 School
 Leadership in Philanthropy:Lois GaynorEstablished the Amy Gaynor
 Research Fund
 Leadership in Service:John HuberFormer Executive Dir., AAMDSIF
 ambassadors continued
 Matthew Debono Memorial Scholarship Fund
 Sally and Manuel Debono partnered with AAMDSIF in 2012 to establish The Matthew Debono Memorial Scholarship Fund in memory of their son who passed away from aplastic anemia. The fund has made it possible for 61 students impacted by bone marrow failure disease to attend college through this AAMDSIF administered program. Matthew’s legacy will live on throughout the professional lives of the fund’s recipients thanks to the educational benefits his family provided.
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 Sandra AdlandJane AndersonAlice Lucille BlakeMarty BanovicMargaret “Maggie” BrownFlorentine CamenischRobert and Angelina CarrMelvin ChristiansonFrancis ClayDeloris CopeJoseph CostaJohn and Melanie CourtneyRichard DavisDorothy FisherKaren FisherGayle FlanaganGayle and Lois FornerFaithe FurnasLois GaynorVincent and Patricia GeczikHelen GrahamDr. Michael GreenbergJoanne HansonDavid HutchisonCarolyn IsaacsRobert JohnEdward KandelGeorge KappeltMichael KarnacewiczBetty Crut Keel
 Page Keel, Sr.Mary Ellen KnappMary KronmanLisa LancasterWilliam LenihanHomer LindahlArnold MackinnonWill and Sally McInnisEileen MichaelyMarica Cok MillerDoris MorelandNancy OrdwayShirley and Patrick OldsDelilha OntiverosSusan PaxKatherine PeterCarol PetreaJeanne RaislerCarmine RicciCrawford SandefurPhillip SchrefflerChristine SmithPam and John SpearsSue TownsendRobert TozzoliLois WalterMary Jo Woodward
 legacy gifts
 We recognize the following generous individuals who included AAMDSIF
 in their estates. The Foundation is honored that they chose to extend
 their commitment to our community of patients and families as a act of
 compassion and charity.
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 Jeremy AbramsLuke AkardWilliam AndersonHolly AndersonSally AraiDavid AratenMima BairdJohn BaragiolaTherese BerkoskiAndrew and Roseann BirdSusan and David BlackRonald and Anna BlaessigDr. Morton and Tommie BosniakSusan BrackenChris BrahneyJulian BrodskyElizabeth Broome, MDMarcia BruxvoortJohn BuckleyGeraldine BudigBruce and Sharyn BuyersHui CaoRobert and Angelina CarrMarie CarrollAnne CarryAnthony and Nancy CervoneAsuncion ChangThomas ClarkMary ClipshamRobin CoadyBrendan CoffeyLouis CohenDouglas CohnJonathan CohnKathi ColbyEric CollinsChris ConstantinChristian Conti
 Deborah and John CookCorson FoundationJennifer CravenElizabeth CristofaloAnn CromieTim Andrews and Valerie CummingsJohn and Anne CurlisJohn and Lili DamavandiDr. William and Rachel DaviesSara and Manuel DebonoH Joachim DeegBarbara DeluryLiam and Michelle DempseyChristine DickinsonLee DickinsonRebecca and Randell DoaneDavid DrewNicole DuncanJudy DuncanMose DunningChris and Maureen DurackBenjamin EbertAnn Bortscheller and Bill EliopoulosClara EllertKenneth and Dina EllsworthBrian ElsonDiane EngelRoy and Nancy FairmanScott and Dawn FaurieLeslie FavicchiaErnest FeistLorraine FergusonHarve FerrillMark Fielding and Diane MacDougallBart and Margaret FisherGayle Flanagan and Ken CoxRichard and Linda FoisyRob Fried
 AAMDSIF gratefully acknowledges all the individuals who support
 our programs and services in 2015. We are extremely grateful for their
 generous gifts.
 Leadership Contributionsindividual

Page 28
						

AAMDSIF 2015 Annual Report28
 Aster and David GarrettRobert GawneMary GeorgatsosTammy GerberArthur and Marie GodfreyRobert GoldenCarl and Florence GolubTimothy GraubertMichael I. Greenberg, M.D.Lisa GruberLinda GundersonEstelle GutmanGwen HaertlingEvelyn HalfonRalph and Sally HamakerBill and Stephanie HammBill and Linda HalvorsenDaniel HalvorsenTimothy HarrisLynn HarrisBrian HayesThomas HealyShelly HeathDean and Jo HeffelfingerMary HeldPatrick and Kathleen HenigCharles and Laura HenseyJenna HiltonInga HofmannJean HopemanZach and Toni HopkinsNeil and Allyn HorikoshiLori and Sidney HornJohn HuberCurtis and Sally JacksonPeter and Debbie JacobsonRobert and Ursula JaegerElizabeth and Eric JanesValerie JensenAram and Jackie JerrehianMichael JohnsonMark and Kris JudyJulia Wings Foundation INCDawn Just
 Dr. Abraham and Kimberly KaderThomas KaingRobert KaplanSusan KassKass Family FoundationDavid Keller and Joan BanichGreg and Alba KeelingJames and Jan KeithDavid KellerDorothy KelsoRobert KeltieJohn and Linda KemperPhilip KenneyJennifer Engelbach KimStephen KingJohn and Rachel KnappVirgil and Vennis KnocheKay KochJennifer KunstKimberly KusyAlan and Nancy LarsonJoan Latsko, DNP, CRNP, AOCNPVincent LemkenBrian LevineCindy LewallenTimothy LindleyRandy LiptonVivian and Raymond LockeKathy LoebNancy LoebKevin and Jenny Lyons-TarrThe Honorable William and Mary Ellen Madden John and Maire MacLeanDavid MargolisVivienne and Jeff MarshRobert and Rosalia MartinezBrian and Amy MatsuiChris MayhewElbert McDanielJames McLambLorraine MeisterNik MendrygalPamela Messonnier
 contributions continued
 individual

Page 29
						

www.aamds.org 29
 Gabrielle MeyersJohn MinelliChieli MinucciAllison and Jeff MirkinJoseph and Ana MoedellDoris MorelandJeffrey and Jo MorrisShirley MorrisonSusan Morse-PoynterAmber MoserLorry and John MurphyHarsha MurthyKasiani MyersJoanna Myers CasaleSusan NasonDonna NeubergRon and Ann NicholsBill and Sharon NottinghamShirley and Jim O’BrienMargaret O’DonnellRobert OglesbyStuart and Jo Anne OliverVince OlsenChieh OuyangMIke OuyangRobin and Taylor PanoDaryl and Tiffanie PappKinjal PatelRobert PattilloDeborah PaulsChris PettyKathy and Mike PezewskiShirley PierceSuzanne Piper-WilderCatherine PolcenDavid PrimmerRainer and Fangyun RichterKurt RiegnerDouglas and Linda RobinsonLaura RobinsonPhyllis and Sidney RodbellMaryanne and Walter RossiMichael RubinJeff Samuels
 Anthony and Briget SanfilippoElaine SchultzFred and Nancy SchumacherJohn SchwartzDonna and Jim SchwartzTracy SeigerNanci SheltonBill and Marion ShulevitzPeter and Colleen Skewes-Cox Jr.Gayle SlackChuck Smith-DeweyAmit SoniJennifer SpencerJulie St ClairJohn SteinerCarol and Peter StewartScott StoddardPatricia StohlerDouglas and Candace StoutenboroughLinda and Douglas TempleEmilie TruscottDaniel and Jennifer UrbanskiBrian and Amy Van VoorenJoseph and Diane Vande BoscheStephanie VendigNoreen VictorineJames WalkerMargie and Andrew WardAllen and Susan WeaverCharles and Marion Weber FoundationKathleen WeisRobert WheatAmos and Ruth Wilnai FoundationEdward WinnPaul and Gloria WinterBarbara WolfeOliver WyssChaoyuan YangWilliam and Katherine YoungHarriet and Lester YasskyDorothy H. ZajacAndy Zinkl
 contributions continued
 individual

Page 30
						

AAMDSIF 2015 Annual Report30
 What Are Bone Marrow Failure Diseases?
 aplastic anemia (ay-PLASS-tik uh-NEE-mee-uh)
 Aplastic anemia occurs when bone marrow stops producing enough red blood cells, white blood cells or platelets. The marrow makes normal bloods cells and platelets but fails to make enough of them.
 myelodysplastic syndromes (MDS) (my-eh-lo-diss-PLASS-tik SIN-dromz)
 MDS is a group of disorders in which the bone marrow does not make enough healthy blood cells. All MDS subtypes have at least one blood cell type with a low cell count and some degree of cell abnormality.
 paroxysmal nocturnal hemoglobinuria (PNH) (par-uk-SIZ-muhl nok-TURN-uhl hee-muh-gloe-buh-NYOOR-ee-uh)
 PNH is a disease that causes red blood cells to break apart in a process called hemolysis. PNH can appear with aplastic anemia and, in rare cases, appears with MDS.
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