
The Aplastic Anemia & MDS 
International Foundation 
(AA&MDSIF) recently concluded 
a comprehensive survey of patients 
with myelodysplastic syndromes 
(MDS) and is eager to share the 
results with the community of 
patients, caregivers, and treatment 
professionals. This was the largest 
survey to date of MDS patients; 
one that revealed some surprising 
findings of interest to MDS 
patients and health professionals 
alike. The goal of the survey was 
to better understand what patients 
know about MDS, its prognosis 
and treatment, and how patients 
get information on MDS. Another 
aim was to learn if patient attitudes 
were different depending upon 
whether they had lower or 
higher-risk MDS or whether 
they were receiving active 
treatment or supportive care.

Important Survey Findings
• Upon diagnosis, MDS is most often 

first described to patients as a bone 
marrow disorder or an anemia.

• Almost two-thirds of survey 
respondents are interested in a 
drug treatment that would cut the 
frequency or completely eliminate 
transfusions, even if the treatment 
made them temporarily feel worse.

• Fifty-five percent of survey 
respondents were not able to 
identify which of the four IPSS 
categories they were currently in. 
There are widespread differences in 
beliefs about the effect treatment 
will have on extending survival 
times; however, treatment goals are 
generally expressed the same way. 

• Patient/doctor discussion remains 
the primary method by which 
patients receive general and specific 
information on MDS; however, 
prognosis is rarely discussed. 

AA&MDSIF hopes this survey and its 
findings can help initiate and build a 
dialog between patients and hematologists/
oncologists or other health professionals. 
We believe that understanding and using 

these survey results will help all parties 
better serve patients and will encourage 
patients to be more proactive as self-
advocates in facing the challenges of living 
with MDS.  An improved understanding 
of MDS patients’ awareness of their 
condition, attitudes towards treatment and 
potential outcomes helps not only patients, 
but also assists family members, caregivers 
and treatment professionals. 

Survey results are featured throughout 
this edition of the Insider. Look for six 
numbered sections.

To learn more about MDS, 
including disease specifics, 

treatment, clinical trials, and support 
options, visit the AA&MDSIF Online 
Learning Center at www.AAMDS.org/Learn.
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Surveys are interesting tools. They can gather lots of 
information. Sometimes that information is useful; other 
times not. In some rare instances, surveys can produce 

breakthrough data. The survey of MDS patients we conducted 
last year is one of those rare ones.

Throughout this issue of the Insider, we report on some of the key 
findings from the survey hundreds of MDS patients completed; 
perhaps you responded too. Since you told us so much, we 
thought it was appropriate to share the data with you.

Why was this survey so important? Because you shared with 
us—and the medical community—some very interesting insights 
about what you have been told and not told about MDS by your 
physician, what treatment options you are willing to consider, 
where you get your information, the impact transfusions have in 
your treatment, and much more.

Your responses resulted in several very significant decisions about 
AA&MDSIF programs and services. Our new self-advocacy 
initiative—Advocating for Best Care—is a direct result of what you 
told us. Knowing how to get your questions asked and answered 
most effectively; selecting, listening and communicating with 
your healthcare team; and understanding your prognosis and 
treatment options are all key parts of that program because of 
what you told us. 

Also, as we began sharing the survey results with physicians, 
they became very interested in what you had to say. As a result, 
presentations about the data were made at the 2009 American 

Society of Hematology annual meeting. An 
article in a major medical journal has been 
submitted for publication so that even more 
physicians can learn about bone marrow 
failure diseases, and what MDS patients are 
saying and want to know from their doctors. 
These findings are now being included in a 
new outreach campaign to community-based 

hematologists and oncologists AA&MDSIF 
will be launching later this year. Your responses were extremely 
valuable in the development of our 2011-2014 Strategic Plan. So 
you see, this really was a breakthrough survey.

I won’t recap all of the results here, but encourage you to read the 
six-part MDS Patient Survey article in this newsletter and see how 
the results might match your own thinking. Ask yourself what 
you can do to become a more informed, empowered patient.

Usually, reading survey results can be pretty boring. That’s not 
the case here.  Let me know what you think.

Stay well!

Sincerely,

John M. Huber
Executive Director

Our Survey Says……

 Executive Director’s Message  
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Time to Initial Diagnosis and First 
Description of MDS to Patients
The survey found that it takes, on average, three years from 
the first abnormal blood test before patients receive an MDS 
diagnosis. Over half the respondents stated that six years had 
passed since their first abnormal blood test. 

The MDS diagnosis was almost exclusively made by a 
hematologist/oncologist (over 90% of responses). The remainder 
was made by a primary care doctor. 

The majority of survey respondents indicated that MDS was 
initially described to them as a bone marrow disorder or an 
anemia.  Names of specific conditions including neutropenia 
(low white blood cell count) or thrombocytopenia (low platelet 
count) were far less used. The same is true for usage of general 
terminology, such as syndrome or blood disorder and the 
general disease categories of cancer and leukemia.   

Most patients indicated that they are accompanied to 
appointments by another person (most often a spouse, son or 
daughter) or that this person met with the doctor on behalf of 
the patient. 

Transfusions 
Although 56% of survey respondents did not regard blood 
transfusions as burdensome, 64% of survey respondents 
indicated they were willing to try a drug treatment that would 
cut the frequency or completely eliminate transfusions—even if 
the treatment made them temporarily feel worse. Broken out 
between active and supportive care patients, the active patients 
are more interested in this potential option than the supportive 
care patients. 

Patients, Family and Caregivers are Affected
Blood transfusions are a recurring and time-consuming routine 
for many MDS patients and their families. The survey reports 
that it takes patients an average of seven hours (including travel) 
for a transfusion, placing significant time demands on patients 
and their caregivers each time a transfusion is needed. 

 Continued on page 15

Patient Education 
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Supportive Care Defined
Seventy-three percent of responding MDS patients  were 
on supportive care, including transfusions, biologic 
therapy, chemotherapy, or immunologic therapy. 

Time Receiving Transfusions
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Active Treatment Defined
At the time of the survey, 27% of patients were receiving active 
treatment, including antithymocyte globulin, lenalidomide, 
azacitidine, decitabine, stem cell transplantation, or they 
were enrolled in a clinical trial. 

Prevalance of Transfusions
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Join Us in Chicago and 
New York City
Do you live in or near Chicago or New York City? Join us for our FREE 
Living with MDS Conference and our Aplastic Anemia Update.

During each one-day Living with MDS Conference, participants learn 
about the latest breakthroughs in treatment from some of the nation’s 
top experts. A session to help you optimize your physical and emotional 
health before, during, and after treatment is also included. Plenty of time 
is available to have your specific questions answered. The conference 
runs from 8:45 AM to 3:45 PM. By attending, you can become a more 
powerful advocate for your best healthcare.

A 90-minute Aplastic Anemia Update session follows each Living with 
MDS Conference. During this event, aplastic anemia patients, their 
families, and caregivers learn about new and exciting advances in the 
treatment of aplastic anemia, can have their questions answered, and 
have a chance to meet other patients and caregivers. Each Aplastic 
Anemia Update runs from approximately 4:30 PM to 6:00 PM.

“My husband, Pete, and I attended the conference on 
Saturday. We’d like to thank you for an outstanding 
conference. The presentations were excellent and it was 
extremely beneficial to have our questions answered by 
experts in the field of MDS.”    
     -Cheryl

“I can’t thank you enough for offering these conferences for 
patients and their families. My mom has MDS and we both 
got so much out of the conference. Most importantly, it made 
her feel as if she was not all alone with this disease, and more 
optimistic.”      
     -Robert

Talk with leading MDS and aplastic anemia experts. 
Meet patients and families in your community. 
Find answers, support and hope by attending a 
free AA&MDSIF one-day conference!  

CHICAGO - SEPTEMBER 25, 2010
Living with MDS & Aplastic Anemia Update 
Wyndham Chicago | Chicago, IL

NEW YORK CITY - OCTOBER 16, 2010
Living with MDS & Aplastic Anemia Update
Renaissance Newark Airport Hotel | Elizabeth, NJ

REGISTER NOW! The process is easy. Register online at 
www.AAMDS.org/conferences OR you can call Matrix 
Meetings at (877) 295-5620 or (507) 288-5620.

AA&MDSIF Webinars– 
Powerful Tools for You to 
Better Understand Your Disease

Are you wondering what a webinar is? A webinar is 
short for “web seminar.” Webinars allow participants 
in multiple locations to see and hear a presentation 
and ask questions of the presenter. A webinar typically 
consists of a moderator, an expert presenter, and an 
online audience.

AA&MDSIF presents webinars by some of the nation’s 
top experts in bone marrow failure diseases and on living 
well with these diseases. Each webinar takes place at 3:00 
PM Eastern time. To participate, all you need is a phone 
and a computer with a high-speed Internet connection.

For more information or to register for one of our 
upcoming webinars, visit our Online Learning 

Center at www.AAMDS.org/Learn. Registration for 
upcoming webinars generally opens 45 days prior to the 
webinar date. Once you register for a webinar, you will 
be notified via email when registration for the next webinar 
is available. Please note that webinar dates and presenters 
are subject to change based on presenter availability.

Upcoming Webinars
August 19
Treating PNH: What you Need to Know
Ilene Weitz, MD
USC Medical Center

September 29
Stand Up for Your Health: 
7 Ways to Get Your Best Medical Care
Janet Ohene-Frempong, MS
J O Frempong and Associates, Inc.
Clear Language Group

September 30
Bone Marrow and Stem Cell Transplantation for MDS
Matt Kalycio, MD
Cleveland Clinic

October 21
Living Well with MDS: Strategies for Optimizing Mental 
and Physical Health
Isabel Scheuermeyer, MD
Cleveland Clinic

October 27
Aplastic Anemia: Future Directions in Treatment
Phillip Scheinberg, MD
National Heart, Lung, and Blood Institute         
National Institutes of Health

What others have said about participating in our Living 
with MDS Conferences and Aplastic Anemia Updates:

 Patient Education 
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Advances in the Understanding and Treatment 
of Aplastic Anemia: Share with your doctor
A recent article written by AA&MDSIF Medical Advisory Board 
Member Neal Young, MD, along with Andrea Bacigalupo, MD 
and Judith C.W. Marsh, MD, summarized the newest research 
findings on aplastic anemia and its treatment. Aplastic Anemia: 
Physiology and Treatment, was published in the January 2010 
edition of Biology of Blood and Marrow Transplantation. 

In the article, they reviewed literature findings regarding the 
following topics:

• New insights into the genetic causes of aplastic anemia and 
what this can mean for patients

• What current research tells us about the effectiveness of 
immunosuppressive therapy (IST)

• Important findings about success rates in bone marrow 
transplantation for aplastic anemia patients

Genetic Causes of Aplastic Anemia
A newly discovered type of hereditary aplastic anemia, usually 
diagnosed in adults, is due to excessive shortening of the ends 
of the chromosomes, called telomeres. This inherited type of 
aplastic anemia can only be distinguished from acquired types of 
aplastic anemia by special tests. Scientific literature refers to this 
genetic problem as defective telomere maintenance.

This finding of inherited mutations in the telomerase gene 
in patients with hereditary aplastic anemia has important 
implications for clinical management. Shortened telomeres can 
be an important explanation for the onset of aplastic anemia, 
for the relapse after IST, and for clonol evolution to other bone 
marrow failure diseases (BMFD) like myelodysplastic syndromes 
(MDS) and acute myeloid leukemia (AML). Patients with short 
telomeres do respond to immunosuppressive therapy, but their 
relapse rate is almost double that of cases with normal telomere 
length, and virtually all clonol evolution to other BMFD occurs 
in patients in the shortest telomere length.

Immunosuppressive Therapy for Aplastic Anemia
An immune mediated response as the cause for aplastic anemia 
in most patients is the reason for using immunosuppressive 
therapy for treatment. The current standard of care for 
older patients and those with no human leukocyte antigen 
(HLA) matched sibling donor is IST. This typically includes a 
combination of antithmyocyte globulin (ATG) and cyclosporine 
(CsA). Overall response after IST for aplastic anemia patients 
improved significantly from the early 1970s to 2000, and 
response is currently about 50% by three months and 70 
to 75% by six months. Response remains at around 75% 
at five years. Patients with nonsevere aplastic anemia are more 
likely to respond than patients with severe aplastic anemia (SAA) 
or very severe aplastic anemia (VSAA).

Lack of response to IST may 
be because of (1) inadequate 
immunosuppression, (2) irreversible 
stem cell deficiency, or (3) nonimmune-mediated aplastic anemia. 
Survival in patients not fully responding to IST has been increased 
by the use of more aggressive immunosuppression and newly 
available supportive care, especially new antifungal agents.

There are several late complications that can occur after IST. 
Relapse occurs in up to 30% to 35% of patients when CsA is 
withdrawn at six months. A more prolonged course of CsA with 
a later slow tapering of the drug reduces the relapse risk to around 
13% to 16%. About a third of patients are CsA-dependent and 
require a small dose long term. 

A German study between 1986 and 1989 of 84 patients treated 
with either the combination of ATG and CsA, or ATG alone, 
reported the following: 

• A 10% probability of developing paroxysmal nocturnal 
hemoglobinuria (PNH)

• An 8% probability of developing MDS or AML

• An 11% probability of developing a solid tumor 

Risk factors for developing MDS/AML include (1) repeated 
courses of ATG, (2) older age, (3) high doses and prolonged 
duration of the white cell growth factor G-CSF along with ATG 
and CsA, and (4) short telomeres.

Bone Marrow Transplantation for Aplastic Anemia
An allogeneic bone marrow transplant (BMT) for acquired 
aplastic anemia, whether from a human leukocyte antigen (HLA) 
identical sibling or an unrelated donor, provides an excellent 
chance of long term cure. Current issues with BMT include graft 
rejection, chronic graft versus host disease (cGVHD), and poor 
outcome in older patients.

An allogeneic bone marrow transplant (BMT) from an HLA 
identical sibling remains the treatment of choice for patients with 
acquired SAA. The current survival for children under 16 years of 
age receiving BMT from an identical sibling is 91%, significantly 
better than survival for patients over 16 years of age (74%). 

A recent EBMT/International Bone Marrow Transplant Registry 
report suggests that the use of peripheral blood (PB) reduces 
survival when compared to bone marrow, in patients under 20 
years of age, from 85% to 73%, and in patients 20 years and 
over, from 64% to 52%. The major cause of excess mortality in 
patients receiving PB was reported as chronic graft-versus-host 
disease (cGVHD). This study suggests that PB transplants should 
not be used in patients with acquired aplastic anemia, possibly 
because the increased incidence of cGVHD does not translate 
into improved survival in aplastic anemia patients in the way it 
benefits patients with leukemia. 

Patient Education 
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In recent years, much progress has been made in treating  aplastic 
anemia, MDS, and PNH. Many of the advances have resulted 
from research conducted through the National Institutes of 
Health (NIH). In many ways, our government plays a significant 
role in the health and quality of life of people living with bone 
marrow failure diseases, and there is even more that government 
can do. This is why it is so important for you to communicate 
with the three members of the Congress who serve you—your 
two senators and your representative—to urge their support of 
government funding of bone marrow failure disease studies and 
research projects at NIH, as well as leading hospitals, universities 
and medical centers. 

Our advocacy campaigns for 2010 center on:
Department of Defense Funding for Bone Marrow Failure 
Disease Research

Since 2007, AA&MDSIF, its patients, families and friends 
have been asking their members of Congress to include 
funding for bone marrow failure disease research as part of the 
Department of Defense (DoD) appropriations bill.  As a result 
of this effort, the DoD appropriation included $1 million for 
bone marrow failure research in FY2008.  Thanks to continued 
advocacy led by AA&MDSIF, the DoD appropriation for 
FY09 was increased to $5 million, and $3.75 million was 
allocated in FY10. 

HR 1230 – the Bone Marrow Failure Disease Research 
and Treatment Act

Introduced by Representative Doris Matsui (D-CA), this 
legislation increases the federal government’s commitment to 
support research and treatment of bone marrow failure diseases. 
With an authorization of $8 million annually for fiscal years 
2010 – 2014, the legislation directs the Department of Health 
and Human Services to develop a comprehensive strategy to 
combat these diseases. These efforts include:

• A national bone marrow failure disease registry so that 
researchers can combine their data in one place, yielding 
more effective research designs and better results

• Pilot studies through the Agency for Toxic Substances and 
Disease Registry to determine which environmental factors 
cause people to acquire bone marrow failure diseases

• Minority-focused programs to make information on 
treatment options and clinical trials available to minority 
communities

• Agency for Healthcare Research and Quality grants to help 
improve diagnostic practices and quality of care for patients 
with bone marrow failure diseases

See page 9 for information on AA&MDSIF advocacy facts 
and figures.

The Importance of Advocacy for Bone Marrow Failure Disease

 Advocacy

As part of its annual Patient and Family Conference, 
on July 13, 2010, AA&MDSIF held its second Capitol 
Hill Advocacy Day with the express purpose of urging 
congressional action on support for funding of legislation 
that will impact bone marrow failure diseases. More than 
75 patients, friends, and family members visited their 
representatives and senators on Capitol Hill, informing 
members of Congress and their staff members about 
aplastic anemia, MDS, and PNH in a very personal way.

AA&MDSIF patients and families emphasized 
the following:

• Continuing and increasing funding for bone marrow 
failure disease research by passing HR 1230- the Bone 
Marrow Failure Disease Research and Treatment Act, 
introduced by Representative Doris O. Matsui [D-CA]

• Continued funding for Department of Defense 
research 

• Ensuring that veterans who developed MDS because 
of chemical exposure receive benefits to which they 
are entitled

AA&MDSIF Patients & Families 
Visit Capitol Hill to Sign On 
Lawmakers’ Support

Virtual Advocacy – Take Action 
Join us online by going to the AA&MDSIF Action Center at www.AAMDS.org/Action. With a few clicks, 
you can identify your legislators and send important messages urging their support and cosponsorship of 

          HR 1230.  

Your online participation will make a big difference for our effort to increase awareness and funding for 
bone marrow failure research and treatment. Have any questions about being and advocate for bone 
marrow failure disease? Contact Benita  Marcus at (301) 279-7202 x102 or marcus@aamds.org.



www.AAMDS.org | Summer 2010 7www.AAMDS.org | Summer 2010 7

Here we celebrate AA&MDSIF’s programmatic achievements during 
the past year, and we recognize the people whose philanthropic 
generosity has funded our programs and services that positively 
impact patients, health professionals, and the public. Take time to 
read through The Insider to see how your contributions can help 
AA&MDSIF provide answers, support and hope to patients and 
families fighting bone marrow failure diseases.

Just a few years ago, experts estimated that 30 people per day were diagnosed with 
aplastic anemia, MDS or PNH.  Today, they estimate that 50+ people are diagnosed 
each day with these bone marrow failure diseases, and tens of thousands more are 
living with them year after year.  AA&MDSIF has been expanding its programs and 
services to meet the growing needs of a growing population of patients, families and 
health professionals. In 2009, outreach expanded significantly to reach patients through 
the health professionals who are caring for them, as you can see from the chart below.  
AA&MDSIF’s goal is to be a “Partner in Patient Care” with health professionals by 
providing them with free materials for their patients, conducting educational programs 
as part of their professional meetings, and keeping them updated on the latest research 
and news their patients with these diseases need to know. 

The Aplastic Anemia & MDS International Foundation is pleased to provide 
a financial overview as part of our public commitment as a 501(c)3 charitable 
organization. In FY2009, our most recently audited year, AA&MDSIF received $1.38 
million in charitable contributions and support and used more than 80% of its funds 
for programs and services.  

We are proud that in 2010, AA&MDSIF has received the top rating of 
4 stars from Charity Navigator, America’s largest independent evaluator 
of charities, for the fifth consecutive year. Visit www.AAMDS.org and 
go to the Charity Navigator link for additional financial information, to 

request a copy of our most recent audit, or to learn more about ways to give an annual 
or planned gift to fund AA&MDSIF programs and services.

AA&MDSIF’s annual expense budget for FY2010 is $2.56 million, with revenue 
budgeted for $2.63 million.  In 2010, AA&MDSIF has engaged in a strategic planning 
process for 2011-2014 by reaching out to better understand both the immediate 
needs of newly diagnosed patients and caregivers, as well as their long-term needs 
as survivors living with and beyond these diseases. By stepping back to look ahead, 
AA&MDSIF will be able to more effectively deliver on its mission. Watch future 
issues of The Insider for details.  

On behalf of the board of directors, thank you for your continued commitment to the 
thousands of patients and families who benefit from AA&MDSIF’s work annually 
and the 50+ patients who will be newly diagnosed while you are reading this today!

Neil Horikoshi
Chair, AA&MDSIF Board of Directors

Welcome to our 2009 Annual Report & Honor Roll of Donors! 

AA&MDSIF Use of Funds 
for Programs and Services   
(Audited FY2009)

 30% Patient Education & Support

 29% Health Professional Education

 13% Medical Research

 5% Advocacy

 3% Awareness

 10% Management

 9% Fundraising

TM

www.AAMDS.org | Summer 2010 7

Annual Report 



Summer 2010 | Aplastic Anemia & MDS International Foundation 8 Summer 2010 | Aplastic Anemia & MDS International Foundation8

NEW in 2009!  AA&MDSIF offered two new continuing 
education programs for nurses through our Online Learning 
Center. These programs—one on treatment of bone marrow 
failure syndromes and the other on treating complications of 
transfusions—are recorded lectures by nationally recognized 
speaker, author, and nurse educator Joan Latsko, MSN, 
CRNP, AOCNP. These webcasts are available at no charge 
and provide a convenient, flexible way for nurses to learn 
more about bone marrow failure diseases and therapies.

Hematologists

350+ hematologists from around the world participated 
in an AA&MDSIF-sponsored satellite symposium, “From 
MDS to AML and Back Again:  How Disease Biology Allows Us 
to Personalize Therapy” at the 2009 Annual Meeting of the 
American Society of Hematology (ASH). 

400+ hematologists and health professionals learned more 
about AA&MDSIF as their “Partner in Patient Care” when 
they met with AA&MDSIF staff at our exhibit at the ASH 
conference.
 
This exhibit featured AA&MDSIF patient education 
materials and resources for health professionals that can be 
ordered at www.AAMDS.org/Packet.

Raising Awareness
NEW in 2009! The inaugural 
AA&MDSIF Hope, Steps & A 
Cure Awareness Walk was held in 
Indianapolis.  The first participants 
were 250 patients and family 
members attending the annual 
conference.

NEW in 2009! 
Dedicate a Day 

• 20 Dedications in 2009 
• 48 and counting in 2010   

Bravery Bracelets

• 2,170 ordered totaling $8,375 for 2009, and almost 
$70,000 raised for AA&MDSIF programs since 2005.

• Since the bracelets were introduced in 2005, almost 
70,000 bracelets have been distributed thanks to more 
than almost 2,000 patients & families.

AA&MDSIF Highlights from 2009  
Educating Patients & Families
• 1,358 patients and family members requested and were 

priority-mailed an education packet 

• 945 patients and family members talked with our 
patient educator 

• NEW in 2009! 298 patients and family members 
participated in our one-day Living with MDS Conferences 
held in Cleveland, Los Angeles, and Tampa 

• 221 people participated in our annual Patient & Family 
Conference in Indianapolis which featured the first 
Survivors Celebration and Hope, Steps & A Cure Walk

• 38 medical experts helped educate patients & families 
by speaking at AA&MDSIF in-person events and Online 
Learning Center programs

•  8,537 people viewed AA&MDSIF webcasts, webinars and 
interactive programs through our Online Learning Center

• 303 people participated in AA&MDSIF live webinars with 
topics ranging from treatment to living well

• 60 programs for aplastic anemia, MDS and PNH patients 
and their families were posted on our Online Learning 
Center for free access

Funding Research
• In 2009, AA&MDSIF gave $195,000 to nine researchers 

studying aplastic anemia, MDS, or PNH

• AA&MDSIF has given 47 researchers over $2.5 million in 
research awards since 1989 

• New AA&MDSIF research grants awarded in recent years- 
each grant is $60,000  

• From 2005 through 2010, AA&MDSIF has awarded 26 
grants of $60,000 each

Reaching Out to Health Professionals
Nurses

1,200 nurses, oncology nurses, and nurse practitioners have 
learned more about AA&MDSIF and bone marrow failure 
diseases visiting with our staff at exhibits at three of the most 
significant gatherings of nursing professionals—the Oncology 
Nursing Society (ONS) Congress, the American Association of 
Nurse Practitioners Annual Meeting, and the Oncology Nursing 
Society Institute of Learning.  AA&MDSIF has also reached out 
to nurses regionally through ONS chapter and state meetings.  

 Annual Report
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Annual Report 
Special Fundraising Events in 2009
Special thanks to those patients, parents, and friends who organized special 
fundraising events in 2009 across the country. We acknowledge the time 
and commitment of everyone who raised money on behalf of AA&MDSIF 
programs, and we are pleased to also recognize those volunteers whose 
events raised $1,000 or more in net proceeds and direct contributions 
during 2008.                 *Firstgiving.com Campaign

Visionaries $30,000+
Annual Chicken Barbecue and Benefit Auction to benefit the Torry Yahn 

Research Fund – JoAnn & Don Yahn, Churchville, NY

Patrons $10,000-$29,999
Judy Joyce Memorial Golf Tournament – Robert & Brenda Plasse, 

Woonsocket, RI
Michigan AA&MDSIF Holiday Card Project – Jo Alley, Wolverine Lake, MI

Benefactors $5,000-$9,999
*Caitlyn’s Cruise Poker Run in honor of Caitlyn Langley – Amy & Tom 

Langley, Joliet, IL
*Caring Car Cruise to benefit the Holly Cataldo Research Fund 

–Christine Beranak, Greensburg, PA
Michael Farreny Volleyball Tournament – Scott Sweeten, Cherry Hill, NJ

Friends $1,000-$4,999

11th Annual Ki’s Golf Outing in memory of Catherine Bentel – Jim 
Bentel, Chicago, IL  

*A Night of Stars for Liam – Kate Herron, Toronto, Canada  
Catherine’s Craft Fair – Catherine MacLean, South Hamilton, MA
*Firstgiving.com Campaign by Iva Tsekova, Cambridge, MA
*Firstgiving.com Campaign in memory of Jeremy Taylor – Kimara 

Wilhite, Paoli, IN  
*Harold Adams 5 Mile Walk for MDS – Felicia Nalepinski, Sharon, VT
Middlesex Century 100 Miles for AA&MDSIF in memory of Samuel 

Jordan – Bill Triessl, Maynard, MA
Molly’s Revenge Christmas CD Sales in honor of Annie– Molly’s 

Revenge, Soquel, CA 
Our Hike for Bone Marrow Disease - Robin Grapa & Patty Laatsch, 

Oshkosh, WI
*Red Hat Getaway Weekend – Judith Wilhelmy, Portsmouth, NH 
T.S. Gates Memorial 5K Run/2 Mile Walk – Elizabeth Gates, 

Poquoson,VA
*Tobay Triathalon in memory of Nick Picariello  – Debra Picariello, 

North Bellmore, NY

Named Program & Research Funds 2009
Major support has been provided by family and friends to support special 
programs and medical research through AA&MDSIF in their loved ones’ 
names. We thank them all for their extraordinary commitment and 
resources to advance the understanding and search for cure for aplastic 
anemia, MDS, PNH and other bone marrow failure diseases.

Marissa Marie Amuso Research  Fund
Jack Byrne Research Fund
Drew Carmichael Fund
Harry Carson Scholarship Fund
Holly Cataldo Research Fund
Trinity Ewert Research Fund
PNH Foundation Research Fund
Steve & Joanna Janowiak Research 

Fund
Sam Jordan Research Fund
Emily Kass Research Fund
Caitlyn Langley Research Fund

MacGillivray Research Fund
Mary Pat Madden Grieshaber 

Research Fund
Providing New Hope Research Fund
Pursuing New Hope Research Fund
Mary Lou Palacio Research Fund
Bradley Richard Research Fund
Donny Schmit Research Fund
Harold Spielberg Research Fund
Amber Lynn Wakefield Research 

Fund
Torry Yahn Research Fund

Website Visitors 

• 9,103 unique visitors to www.AAMDS.org in an average 
month

Advocating for Federal Funding
• $3.75 million secured from Department of Defense budget 

for bone marrow failure disease research for FY2010 

• 2,953 individuals have become AA&MDSIF advocates

• 1,712 AA&MDSIF activists in 2008 

• NEW in 2009! Additional 1,241 AA&MDSIF activists

• 6,069 messages sent by 1,512 advocates 

• 1,072 advocates forwarded at least one action item 
to a friend

• 9,458 total number of messages sent since 2008
       2008: 1,622      2009: 6,069     2010: 1,767 

60 cosponsors of HR1230 [by district]:  Our thanks 
to these representatives for their support of this bill 
sponsored by Congresswoman Doris O. Matsui [CA-5].
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[AR-2] Snyder, Vic
[AS] Faleomavaega, Eni F.H.
[CA-13] Stark, Fortney Pete 
[CA-14] Eshoo, Anna G. 
[CA-15] Honda, Michael M. 
[CA-45] Bono Mack, Mary 
[CO-1] DeGette, Diana  
[CT-5] Murphy, Christopher S. 
[DC] Holmes, Eleanor Norton
[FL-23] Hastings, Alcee
[GA-2] Bishop, Sanford D., Jr. 
[GA-5] Lewis, John  
[GA-12] Barrow, John  
[GU] Bordallo, Madeleine Z. 
[HI -1]Abercrombie, Neil
[HI-2] Hirono, Mazie K. 
[IA-1] Braley, Bruce L. 
[IA-2] Loebsack, David  
[IA-4] Latham, Tom  
[IL-9] Schakowsky, Janice D. 
[IN-8] Ellsworth, Brad  
[IN-9] Hill, Baron P.
[KY-6] Chandler, Ben
[MA-1] Olver, John W.
[MA-2] Neal, Richard E.
[MA-3] McGovern, James P. 
[MA-4] Frank, Barney  
[MD-8] Van Hollen, Chris 
[MI-10] Miller, Candice S. 
[MI-11] McCotter, Thaddeus G. 

[MI-14] Conyers, John, Jr. 
[MN-5] Ellison, Keith
[MO-1] Clay, Wm. Lacy 
[MO-3] Carnahan, Russ  
[MO-5] Cleaver, Emanuel  
[MO-8] Emerson, Jo Ann 
[NC-1] Butterfield, G. K. 
[NY-1] Bishop, Timothy H.
[NY-3] King, Peter T. 
[NY-10] Towns, Edolphus
[NY-17] Engel, Eliot L. 
[NY-22] Hinchey, Maurice D. 
[NY-24] Arcuri, Michael A. 
[NY-25] Maffei, Daniel B. 
[OH-11]Fudge, Marsha L.
[PA-4] Altmire, Jason  
[PA-7] Sestak, Joe
[PA-12] Murtha, John P. 
[PA-13] Schwartz, Allyson Y.
[PA-16] Pitts, Joseph 
[PA-19] Platts, Todd Russell   
[TN-9] Cohen, Steve
[TX-4] Hall, Ralph M.
[TX-20] Gonzalez, Charles A. 
[TX-26] Burgess, Michael C. 
[TX-29] Green, Gene 
[VA-9] Boucher, Rick   
[VA-10] Wolf, Frank R. 
[WA-7] McDermott, Jim  
[WI-2] Baldwin, Tammy  
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Visionaries $30,000+  
Alexion
Celgene
Novartis
PNH Research & Support  

Foundation
Shizue Spielberg
Vibratex, Inc
Estate of Florentine Camenisch

Patrons $10,000-$29,999  
AA&MDSIF Michigan
Anonymous
Susan Kass
Richard & JoAnne Siebrasse
The Hal Lewis Group Inc.
The Mia Hamm Foundation  

Benefactors $5,000-$9,999  
4 Imprint, Inc.
Scott Eshleman
John & Mary Jane Griffith
Herman Goldman Foundation
Jack Landen, Sr.
Robert & Brenda Plasse
Melisa Schneider
Jack Schwartz
Stephanie Vendig
Donald & JoAnn Yahn

Friends $1,000-$4,999  
Dr. Chantel L. Moran D.C.
Amateur Riders Motorcycle  

Association
Dean & Kimberly Assink
Mima Baird
Kevin & Lydia Bartlett
Christina & David Beranek
Ronald & Anna Blaessig
Klaus Boldt
Dr. Joseph Borid
Dr. Morton & Mrs. Tommie 

Bosniak
Karen Bosse
BP Foundation Inc
Joseph & Karyn Browne
Stephen & Ginger Caron
Anne Carry
Chris Churchill
Douglas & Maureen Cohn
Jonathan Cohn, M.D.
Suzanne Collins
Deborah & John Cook
Terrence Donahue
Rob Dressler
Susan Ekholm
Deena Fahey
Scott & Dawn Faurie
Mark Fielding

George & Eleanor Filowick
James & Sheila Fodge
Gayle & Lois Forner
Greg & Pam Forsyth
Christopher & Carla  

Garneau
Sally Gates
Robert Geary
Global Telecom Services, Inc
Janet & Brian Harte
Frances & Gunther Heussman
Patricia Hinds
Alison Hines & Mario Rivera
Neil & Allyn Horikoshi
Integrated Marketing Associates, 

LLC
Anonymous
Johnson & Johnson
Drs. Lawrence & Carolyne 

Jordan
Robert Kaplan
Kathleen Keenan
Philip Kenney
Jack & Dawn Kerth
Ki’s Restaurants
Rita Kunofsky
Joyce Lee
Brian Levine
Cindy Lewallen
Steve & Diane Liga
Vivian & Raymond Locke
Bryan Loewenthal
Peter L. Lombardi
John & Maire MacLean
William & Mary Ellen Madden
Marty Madden & John Logan
Nik Mendrygal
Peter Haworth
Doris Moreland
Laszlo Nemeth
Robert & Sandi Oglesby

Manual Palacio
Daryl & Tiffanie Papp
Kathrine Parente
Jane & William Relyea Peers
Alex & Lisa Minter Phakos
Nelson Powell
S.Y. & Amita Rajadhyaksha
Debbie Rathke
Robin & Steven Reifinger
Tina Richwine
Douglas & Linda Robinson
Rock-Tech International
Phyllis & Sidney Rodbell
Crawford Sandefur
Anthony & Briget Sanfilippo
Janak Shah
William & Marion Shulevitz
Peter & Colleen Skewes-Cox Jr.
Scott Stoddard
Linda Temple
Robert Tozzoli
Mary Elaine & Javier 

Valenzuela
Margie & Andrew Ward
Dr. Robert M. Browne
Allen & Susan Weaver
Emily Werkheiser
Judith Wilhelmy
Jessica Winchenbach
Charles & Nancy Wright  

2009 Honor Roll of Donors
Our thanks to those individuals, corporations, foundations and organizations which provided 
contributions to underwrite the Aplastic Anemia & MDS International Foundation’s programs, 
services and research during calendar year2009. We honor all of our generous supporters, with 
additional thanks to those who gave $500 or more during the year.

Every effort has been made to accurately acknowledge all contributors who gave $500 or more 
cumulatively between January 1, 2009 – December 31, 2009. If you would like to report an error 
or omission, please call Sandra Walter-Steinberg at (301) 279-7202 x104 or email walter@aamds.org. 
We apologize for any inadvertent errors  and thank each of you for your generosity. 
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 Continued on page 11
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Community Event Spotlight

The Taubman Asset Group 
Hope, Steps & A Cure Walk
Saturday, August 21, 2010
Stony Creek Metropark, MI

This walk is being organized by The Taubman Asset Group, 
Inc. (TAG) and the event is for friends and family of the 
TAG Team.  They are walking in support of Leah Davidson, 
a member of the TAG family. The TAG team supports each 
other and their family members. They hope this walk will 
raise awareness of this disease and raise money to help fund 
research for MDS through AA&MDSIF.

If you would like to make a donation to support this 
event, please visit the TAG Team Web site 

www.Firstgiving.com/AAMDS. 

If you would like more information about this event or 
organizing on your own, please contact Martha Crews at 
(301) 279-7202 x103 or crews@AAMDS.org.

Partners $500-$999  
AA&MDS Association 

of Canada
Amgen Foundation
Bonnie Bargstedt
Catherine & Thomas Barnes
Don & Gale Bennett
James Bentel
Caroline & Clyde Bianchi
Susan Boots
Darlene Bowen
Cor A.J. Brandsema
Marie Carroll
Naomi Curry
John & Lili Damavandi
Mary Davis
Mark & Fiona Dennis
Warren & Mary Ebinger
Howard Essig
Robert Fenton
Janice & Robert Gale
Stephanie Garreffi
Jean & Ed Gary
Patricia & Robert Gawne
Mary Georgatsos
Brian Glasow
Marguerite Godbold
Holly & Bradley Griffith
Lisa Gruber, M.D.
Amy Guimaraes & 

Sam Young
David Hall
Alina Halloran & 

Bryce Nucera
Ralph & Sally Hamaker
Bill & Stephanie Hamm
Joseph Hodulik
Julia Homza
Jean Hopeman
Jacqueline Hunt
Ronald Iversen
Curtis & Sally Jackson
Donald & Susan Josephson
Andrew & Karen Kahn
Dorothy Kelso
Kevin Kennedy
Stephen King
Robert & Barbara Klein
Arnold Kroll
Kathy Loeb
Kevin & Jenny Lyons-Tarr

Macy’s Foundation
Robert & Rosalia Martinez
Edward & Patricia McIntire
Kathy & Jack McKay
Mary Meeusen
Vince Morrissette
David Newton
Elizabeth & William Nie
Bill & Sharon Nottingham
Stuart & Jo Anne Oliver
Roderic & Nancy Ordway
Walter Millis
Daniel Palmer
Jeffrey Pearlman
Paul & Kimberly Poorbaugh
Jack & Judith Ryder
Dean & Carrie Sharp
Glenn Shaw
Nanci Shelton
Lloyd Shepley
Colleen & Elton Shuknecht
Eaton Smith
Michael Spallino
State Bar of Texas, Workers 

Compensation Section
Dave & Becky Sterling
Carol Stewart
Ranee Stile
Sabato & Adele Stile
Nancy Swanson
Kevin & Jenny Tarr
Diane Temperino
Thrivent Financial 

for Lutherans
EJ Treadway
Brad Tumminello
University of Tennessee
Hildegarde Vallevand
John & Frances Varden
Carl & Nora Kay 

Weizenecker
Kelly & Robert Wilhite
Lois & Jerry Wilson
Jesse Yang
Joseph & Lee Ann Young
William & Katherine Young
Young Foundation
Jan Zachry
Roger & Lynn Zino

Awareness 
2009 Honor Roll of Donors Continued

2009 Hope, Steps & A Cure Walk in Indianapolis
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Kazuhiko Ikeda, MD, PhD., Cleveland Clinic
 AA&MDSIF PNH Foundation Research Grant 

(2009-2011)

Investigations into the “Two-Hit-Hypothesis” 
and the role of HMGA2 Overexpression (the 
mechanism of how PNH blood cells acquire a 
growth advantage)

Paroxysmal nocturnal hemoglobinuria (PNH) 
is an acquired hemolytic anemia. Patients 
with PNH cells lack a number of proteins 
that use a GPI-anchor molecule (GPI: 
glycosylphosphatidylinositol) because the PNH 
cells have acquired a mutation in the PIGA 
gene. PIGA is essential for the synthesis of GPI 

anchors, and the lack of GPI-anchored proteins on PNH red blood 
cells is responsible for their increased destruction (hemolysis). 

However, still unclear is the mechanism by which PNH cells take 
over blood cell production.  Recently, it has been shown in two PNH 
patients that a second genetic mutation had occurred in addition 
to the PIGA gene mutation. This second mutation affected the 
HMGA2 (High Mobility Group AT-hook 2) gene and removed a 
part of the HMGA2 gene that regulates the expression of the gene. 
This event may cause overexpression of the HMGA2 protein in PNH 
cells. This observation leads to the “2-Hit-Hypothesis” stating that a 
second mutation is needed, in addition of the PIGA gene mutation, 
for the PNH cells to take over blood cell production.

Overexpression of HMGA2 has also been found in benign and 
malignant tumors and in some patients with myelodysplastic 
syndrome (MDS) and myeloproliferative neoplasms (MPN). To test 
this hypothesis, I have generated a mouse model which overexpresses 
HMGA2 protein due to an identical mutation as seen in the two 
patients with PNH. I found significantly higher numbers of white 
blood cells, red blood cells, and platelets associated with an increase 
of bone marrow cell counts and spleen sizes, which are similar 
characteristics as patients with MPN in production of blood cells. 
I am investigating the molecular pathways that cause such growth 
advantage of blood cells in my mouse model.  In the second year 

of funding, I will further characterize MPN in these animals and 
prepare my results for publication. 

Summary: Dr. Ikeda’s research is investigating whether a second 
genetic mutation, beyond the one known to cause PNH (the 
destruction of red blood cells), is the reason why PNH cells take 
over blood cell production and gain a growth advantage over 
normal cells, even though most will not survive as the normal 
cells will. 

Regis Peffault de Latour, MD, PhD
Hematology Branch, National Heart Lung & 
Blood Institute and Hospital Saint Louis, Paris

 AA&MDSIF PNH Foundation Research Grant 
(2009-2011)

The role of the unfolded protein response in 
Paroxysmal Nocturnal Hemoglobinuria

Paroxysmal nocturnal hemoglobinuria (PNH) 
is characterized by hemolytic anemia (anemia 
caused by excessive destruction of red blood 
cells), bone marrow failure and venous 
thromboembolism (the blocking of a blood vessel 
by a particle that has broken away from a blood 
clot). The disease is caused by a gene mutation 

resulting in “unfolded” proteins.  This condition may interfere with 
the homeostasis (the maintenance and regulation of the stability 
needed to function properly) of the ER, or endoplasmic reticulum (a 
structure within cells in which proteins slated to become part of the 
nuclear membrane are translated, folded and transported).  In this 
study, we have demonstrated that the deficient cells evident in PNH 
are more susceptible to proteasome inhibitors, or drugs that block 
the action of proteasomes, cellular complexes which break down 
proteins.  Thus proteasomes are a potential target in PNH treatment.  
During the second year of funding, we will complete the proteasome 
inhibitor project. 

Summary: Dr. Peffault de Latour’s research investigates the role 
of proteasome inhibiting drugs as a way to block the activity of 
proteasomes that contribute to red cell destruction in PNH.

Last year, AA&MDSIF awarded research 
grants to three investigators in bone marrow 
failure disease. They have made significant 
progress during the first year of their grants 
and have been approved for funding the 
second year of their studies.  Read the 
reports about their first-year findings:  

Our Researchers Report Signifi cant Progress in Their 
AA&MDSIF-Funded Studies!

 Research

If you are a researcher, news on guidelines and 
applications is available at www.AAMDS.org/Grants.

If you are a patient, family or friend, consider donating 
or raising funds to create a named research or other 

program supporting fund.  To learn more, contact our 
Development Director Sandra Walter-Steinberg at 
walter@aamds.org or (301)279-7202x104.
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To read the lay summaries and full reports of AA&MDSIF research award recipients, 
go to www.AAMDS.org/Research.

Archibald S. Perkins, M.D., Ph.D., Department 
of Pathology and Lab Medicine, University of 
Rochester Medical Center

 AA&MDSIF Harold Spielberg Research Grant 
(2009-2011)

Development of targeted 
therapies for 
3q26-positive MDS
Myelodysplastic syndrome (MDS) is 
very often associated with chromosomal 

abnormalities. Some abnormalities signify a good prognosis, 
while others indicate poor outcome. The current belief is that 
these chromosomal abnormalities cause changes in the activity 
of key regulatory genes that are located at the chromosomal sites 
that are abnormal. We have been studying the gene located at 
chromosome 3, in a region called band “q36”. Rearrangement 
of this particular gene, termed “EVI1,” is associated with a 
particularly poor prognosis. 

Our project is aimed at trying to develop a novel type of drug 
therapy that will specifically block the activity of the EVI1 gene, 
and its encoded protein. If effective and without toxicity, this 
targeted therapy could represent a new way to treat MDS. 

Developing a targeted therapy for EVI1 presents a particularly 
daunting challenge, since the protein lacks the optimal features 
of typical drug targets- the “pockets” that are critical for activity. 

The drugs typically bind to these pockets and thereby inhibit 
the protein’s activity. EVI1 possesses no such pockets. However, 
we have shown that it binds specifically to DNA, and we have 
developed a compound that binds specifically to the DNA 
binding site of EVI1 rather than to the EVI1 protein itself. Our 
results to date are promising—we have shown that our compound 
definitely has activity in inhibiting EVI1 function; however, we 
do not know exactly what its effect on MDS will be. That will 
hopefully be tested in animal models in the coming year.

Summary: Dr. Perkins’ research seeks to find a drug therapy to 
block the activity of a gene, that when affected by chromosomal 
abnormalities, is associated with MDS. The particular challenge 
in this research is that the defective gene does not have the 
“pocket” binding sites needed for the drug to work. The team 
is investigating an alternate method—developing a drug that 
binds to the DNA of the defective gene but still inhibits the 
gene function itself. 

In addition to the gifts you give today and throughout your 
lifetime, taking the time to write AA&MDSIF into your will or 
to make any other planned/estate gift provides an enduring 
legacy of your personal interest and commitment to providing 
education, service and research for those facing bone 
marrow failure diseases.

Ask your attorney to include this paragraph, specifi ed to your 
gift preferences, in your will:

I give, devise, and bequeath $________(amount) or _____% 
(percentage) to the Aplastic Anemia & MDS International 
Foundation (AA&MDSIF), 100 Park Avenue, Suite 108, Rockville, 

MD, 20850, a not-for-profi t corporation for its charitable uses 
as directed by its Board of Directors.

Please let us know if you’ve included AA&MDSIF in your will or 
estate plan, and we’ll be pleased to recognize you today in 
our Guardians of Hope Society with a special thank you.

To discuss your interests, learn more about making 
a bequest or other gift, or how to designate your gift 

for specifi c use, please call our Development Director, 
Sandra Walter-Steinberg at 301-279-7202 x104 or email at 
walter@aamds.org.

Join the AA&MDSIF Guardians of Hope

www.AAMDS.org | Summer 2010 13

Research 

MARK YOUR CALENDAR

December 1 - 7, 2010

Aplastic Anemia & MDS 
AWARENESS WEEK
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Current and past AA&MDSIF research grant recipients (left to right): 
Dr. Archibald Perkins, Dr. Lisa Minter, Dr. Monica Bessler, Dr. Jaroslaw 
Maciejewski, Dr. Kazuhiko Ikeda, and Dr. Antonio Risitano.

AA&MDSIF 2010 Scientifi c Symposium

The bone marrow failure disease research 
community gathers to share their findings.
The future direction for bone marrow failure disease research 
was the focus of “Building a Collaborative Research Community 
That Saves Lives,” the AA&MDSIF Scientific Symposium held 
on March 11-12 in Bethesda, Maryland. The symposium gathered 
over 120 researchers to hear nearly 30 of the world’s leading bone 
marrow failure disease experts in aplastic anemia, MDS, and PNH 
share the latest findings and explore how collaboration can improve  
diagnosis, treatment, and cure.

Presentations included:

• Genetics and Epidemiology of MDS 

• Genetics and Immunobiology of Aplastic Anemia & PNH

• Pathophysiology and Molecular Targets in MDS

• Transplant and Non-Transplant Treatments for Aplastic 
Anemia, MDS and PNH

The exchange of ideas and opinions on current research that 
occurred at the symposium is resulting in collaboration among 
investigators toward new understanding of the diseases, networks 
to further individual research, and new approaches on how to 
transform findings into treatments.

The researchers appreciated the emphasis on basic science data 
that is typically not presented at professional conferences as 
often as clinical data. In-depth discussion among the participants 
following each session will contribute to shared knowledge 
and the creation of new approaches and opportunities for 
collaboration. 

Continuing its long-standing support of young investigators, 
AA&MDSIF provided a poster session where they shared their 
research projects with the established investigators, thereby 

nurturing their development as the next generation of bone 
marrow failure disease researchers. 

Comments from the researchers participating reflected how 
effective the symposium was in advancing the field of bone 
marrow failure disease research. One participant noted that “it 
was great to see the breadth of research being done in the field.” 
Another was impressed by the “rapid progression of research.”  

Richard Stone, MD, AA&MDSIF Medical Advisory Chairman 
and Symposium Chairman, noted several important outcomes of 
this event: “This symposium clarified new directions for immune 
therapy in aplastic anemia and MDS, detailed the design and role 
of stem cell transplantation in aplastic anemia and MDS, and 
suggested new pathways for development of combination therapies 
for patients with MDS.”  

   

COMING SOON FOR PATIENTS! 
A summary of the symposium fi ndings and 
recommendations, written in lay language for 
patients and families, will be available in both print 
and online. For health professionals, a CME summary  
program will also be available at www.AAMDS.org.

 Research
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Patient Education 

Needed -- Increased Patient Understanding of 
Disease Fundamentals and Classifications
The survey found that far too many patients are unaware of 
where they stand in the classification of severity and progression 
of MDS.

When asked to identify their IPSS (International Prognostic 
Scoring System) category, 55% of survey respondents were not 
able to identify which of the four categories (Low, Intermediate-1, 
Intermediate-2, High) they are in. Of those who did know their 
IPSS classification, two-thirds were low or Intermediate-1, and 
one-third were Intermediate-2 or High. 

Equally surprising, 42% did not know their blast (abnormal 
cell count) percentage and 28% did not know their cytogenetic 
(presence of abnormal genes or chromosomes) status. However, 
46%  were aware of whether or not they had low platelet or white 
blood cell counts. Virtually all respondents have had a bone 
marrow biopsy. 

Unfounded Expectations for Curative 
Potential Vary by Risk Classification and 
Phase of Treatment 
Sixteen percent of respondents incorrectly believe that their current 
method of treatment, whether active or supportive, can be a cure 
for MDS. Responses indicate that MDS patients with higher disease 
risk classifications and those who are in active treatment are more 
likely to believe their treatment can provide a cure.

Twenty-three percent of active treatment patients and 26% of 
higher risk patients incorrectly believe their treatment can be a 
cure, while only 14% of those on supportive care, and 11% of 
lower risk patients do.  

Treatment Expectations for Prolonging 
Survival Vary by Risk Classification and 
Treatment Groups
Thirty-seven percent of respondents believe that their current 
method of treatment (active or supportive) will prolong their 
survival. Responses indicate that MDS patients with higher 
disease risk classifications and who are in active treatment are 
more likely to believe that treatment will prolong survival. In 
total, 52% of active treatment patients, and 43% of higher risk 
patients believe their treatment will prolong survival. Roughly 
equal amounts (31% of patients on supportive care and 33% 
of patients in lower risk categories) believe that their current 
treatment will prolong their survival. 

Despite these reported patient beliefs, currently the only treatment 
believed to provide a cure for MDS is a bone marrow transplant.

Treatment Trade-Offs: 
Patients Have Patience Regarding Time 
Needed for Drug Therapy to Take Effect
Yet another significant finding of the survey, with implications 
for all parties affected by MDS, was that most respondents 
clearly stated that they will stay with a drug treatment even if 
no immediate improvement occurs. This is true whether the 
therapeutic goal is to delay progression of MDS (85%) or increase 
chances of survival (88%). Here, all indications are that most 
active treatment and supportive care patients are willing to stay 
with a drug treatment regardless of whether it is immediately 
effective. 

MDS PATIENT SURVEY   Awareness of Disease Fundamentals, 
Individual Status and Prognosis  Needs Improvement

1        2       3        4        5       6

Treatment Expectations: Survival Trade-Off

 Strongly   Uncertain  Strongly 
 Agree    Disagree    Agree  Disagree

 80%

 70%

 60%

 50%

 40%

 30%

 20%

 10%
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Active Supportive

Patient Disease Awareness: Disease Knowledge

Did NOT know
IPSS score  

Did NOT know
blast percentage 

Did NOT know
cytogenetic status

  

 60%

 50%

 40%

 30%

 20%

 10%

 0%
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MDS PATIENT SURVEY   How Are Expectations Defi ned and Discussed?                                                                                                                  

Patients’ Treatment Goals are Expressed in 
General Terms of Slowing Disease Progression 
and Extending Survival       
When asked to identify goals for their treatment, respondents 
most often selected general responses including “stop or slow 
the progression of my MDS” or “increase my life expectancy” 
over goals with a more specific medical (“improve my bone 
marrow”) or quality-of-life (“return to my normal daily activities”) 
indication. Respondents felt that their doctor’s treatment goals 
for them would be just the same, and expressed the same way -- to 
stop or slow the progression. 

Overall Quality of Life Defined in Terms 
of Daily Physical and Mental State and 
Limitations on Activity
When compared to reported U.S. population norms, the incidence 
of days per month when MDS patients reported “not good mental 
health,” “not good physical health” and “activity limitations” is 
much higher—generally two or three times higher. 

MDS Patient Survey, AA&MDSIF (2009)

• Mental health described as “Not Good” 6.8 days per 
month

• Physical health described as “Not Good” 8.3  days per 
month

• Activity limitations 6.8 days per month

U.S. Norms, Centers for Disease Control (2000) 

• Mental health described as “Not Good” 3.1 days per 
month

• Physical health described as “Not Good” 2.8  days per 
month

• Activity limitations 1.7 days per month

37% of MDS patients described their overall health as good, with 
just over 30% describing their health as good or excellent. 

MDS PATIENT SURVEY   The Information Exchange – A Two-Way Street       

Patients Seek Information from 
Traditional and Trusted Sources
Discussions with the Doctor Are Important

Despite numerous alternative sources and methods for accessing 
information, survey respondents overwhelmingly (81%) 
indicated that the one-on-one private conversation with their 
doctor is the preferred method for getting the information they 
seek on MDS. This indicates that professionals and practitioners 
are regarded by patients as the primary source for general and 
specific information on their condition, along with updates on 
current research and clinical treatment of MDS.

One Important Omission in the Discussion

Strikingly, despite this preference for information directly 
from their physician, one important area—disease prognosis 
(life expectancy)—has not been discussed between patient and 
physician in 35% of responses. Seventy-three percent of active 
care patients report disease prognosis was discussed with the 
doctor while 61% of supportive care patients report the same.

 Patient Education

 Continued on page 17
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AA&MDSIF would like to thank the patients and caregivers who 
participated in the survey. Their responses are  helping us better 
understand their experiences so we can provide programs and 
services that make a difference while they are fighting and living 
with MDS.  By sharing the responses with health professionals, we 
hope to increase their commitment to improving communication 
with MDS patients. 

This year, more than 15,000 people will be diagnosed with MDS in 
the U.S.; and tens of thousands more are living with MDS.

MDS PATIENT SURVEY   What Patients Can Learn and Do Next  

Patient Education 

Other Sources of Patient Information Are Valid and 
Reliable Alternatives 

Internet-based information from acknowledged and reliable 
sources (such as AA&MDSIF) is the second most preferred 
method for learning about MDS, and print materials are still 
seen as useful. Even though MDS patients used the Internet to 
respond to the survey, use of online forum or chat sessions as 
learning tools receive the lowest preference at 8%.  Respondents 
clearly prefer to receive MDS information in-person.

Patients Seek Current, Well-Rounded Information on 
All Aspects of MDS Research and Treatment

Patients are interested in being informed about both the clinical 
and research aspects of MDS. Nearly 70% indicated that updates 
on treatment options were the area of most interest, and almost 
65% chose “latest research” to be of the greatest interest. 

Summary

Two-way communication is the key to patients being informed 
about disease generalities and the specifics of their own disease 
status and prognosis. AA&MDSIF urges patients, families, 
caregivers, and healthcare professionals to fully participate in the 
collaborative exchange of information, facts and opinions, for 
the benefit of everyone involved. 

The Information Exchange – A Two-Way Street (continued)       

Patients Are Encouraged to Enhance Their 
Knowledge of MDS by Knowing Important 
General and Specific Information. 
Gain Important General Knowledge by Being Able to 
Answer These Questions:

• Where do I stand with regard to general knowledge of MDS and 
my particular situation?                   

• In what areas can I be better informed?

• Are there any important subjects I have not yet discussed with my 
doctor? 

Gain Critical Specific Knowledge by Being Able to Answer 
These Questions:

• What is my IPSS Risk Classification? 

• Am I currently in active treatment or supportive care? 

• What exact treatment(s) am I currently receiving and have I 
received in the past?  

• What is my prognosis? 

The Aplastic Anemia & MDS International Foundation 
is Here to Help!

The well-known saying, “knowledge is power,” applies to all 
MDS patients because a fully-informed patient can be a proactive 
and powerful patient. AA&MDSIF wants to be the advocacy, 
information, and support resource of choice for MDS patients, 
providing answers, support and hope for them, their families, 
and health professionals. 

A Picture of the Respondents

AA&MDSIF’s MDS Patient Survey was conducted by email. 358 
completed responses were received, or 12% of the 3,131 survey 
invitations sent. Gender response trended to the U.S. average—
51% female, and 49% male. The median age of respondents 
was 65, in keeping with the later onset and diagnosis of MDS. 
Most respondents were patients, with a small number of caregivers 
responding for the patient. This data is in keeping with the MDS 
patient population—older and fairly evenly divided between male 
and female. Responses were received from people in 46 states. 

The three states with the highest number of responses (due to size 
and age of population) were Florida, New York, and Pennsylvania, 
with Florida accounting for just under 12% of responses.  

The survey was planned, written and conducted by 
Dr. Mikkael A. Sekeres,  Dr. Jaroslaw P. Maciejewski, Dr. Alan 
F. List,  Dr. David P. Steensma,  Dr. Andrew Artz,  Dr. Arlene S. 
Swern, Dr. Richard Stone, Paul Scribner, and John Huber.
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Want to stay informed in a timely manner? 
Provide us with your email address (or that of a family  

           member or friend) to receive medical alerts and the         
           monthly e-Insider which is only available online. 
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Bill’s Story
When Bill, age 67, came home from an appointment with his 
hematologist with a definitive diagnosis of myelodysplastic syndrome 
(MDS), he didn’t know what to do next.  He had never heard of 
MDS, and apart from some guidelines from his doctor and a follow-up 
appointment, he didn’t know where to start.  In what ways would his 
life be different? What should he be doing now? Where could he find 
more information? Who could he talk to for more help? 

It didn’t take long for Bill to find AA&MDSIF. He was relieved to be 
connected to an organization that advocates for people just like him.  
But he still wanted to speak in person with someone who knew how he 
felt and could offer advice and support.

While on the AA&MDSIF Web site, he noticed and immediately 
contacted the AA&MDSIF Peer Support Network, emailing to 
request help. Within a short time, he was connected with Gary, a 
10-year MDS survivor who had started out just as Bill had. Gary 
wanted to share his accumulated knowledge as an MDS patient with 
others who could learn and benefit from his experience.  

After an introductory phone call, Bill and Gary decided to speak 
with each other regularly. Bill felt better emotionally, and he now had 
the personal connection he needed to better cope with his experiences 
and feelings as an MDS patient. Gary was glad to share his coping 
techniques, experience with types of treatment, and informational 
resources with Bill. 

Their initial phone conversation was four years ago. Although they have 
never met in person, Bill and Gary communicate every few months, 
sometimes by phone and sometimes by email. Now Bill wants to share 
what he has learned from his experience as an MDS patient with others 
and is considering becoming a Peer Support Network volunteer himself! 

This story could be similar to yours or to that of a friend or family 
member.  The AA&MDSIF Peer Support Network can make a 
real difference in helping ease your mind, answer questions and 
help you become a more powerful patient. 

The Peer Support Network is a national network of trained 
volunteers, including patients, caregivers, and family members 
who offer information, personal experience, coping strategies, 
problem solving skills and informational resources to people 
just like themselves. Speaking with a Peer Support Network 
volunteer is a great way to gather information and receive 
emotional support from someone whose life has also been 
affected by bone marrow failure disease.

An AA&MDSIF Peer Support Network volunteer understands 
what you are going through as someone whose life is affected 
by bone marrow failure disease. Often, the volunteer has had a 
similar personal experience and wants to help you as a patient–
or as a caregiver, or if you are coping with the loss of a loved one. 
If bone marrow failure disease has entered your life as a patient, 
family member, spouse, or caregiver, Peer Support Network 
Volunteers are here to help. 

See more information on the AA&MDSIF Peer Support 
Network at https://www.AAMDS.org/PeerSupport.

The AA&MDSIF Peer Support Network – How This Important 
Resource Can Work for You

Facts for life
 Patient Education

To connect with a Peer Support Network volunteer, 
call (800) 747-2820, option 1, and speak with our patient 
educator, Leigh Clark, who will match you with one of our 
volunteers, or email her at clark@aamds.org.

Volunteer for the Peer Support Network
If you feel that by your experience with bone marrow 
failure disease (as a patient or caregiver), you would like 

to assist others in coping with the emotional and physical toll 
of living with aplastic anemia, MDS or PNH, please call 
(800)747-2820, option 1, and speak with our patient educator,  
Leigh Clark, or email her at clark@aamds.org.
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Visit the AA&MDSIF 
Online Learning Center
www.AAMDS.org/Learn

View pre-recorded webcasts and participate in live webinars 
conducted by the nation’s leading experts on bone marrow 
failure diseases and their treatment. All content is free and 
available to anyone with access to a computer and a high-
speed Internet (non dial-up) connection. You can also view 
our innovative interactive education modules and see a 
variety of interviews with experts on aplastic anemia, MDS 
and PNH. With more than 30 topics, and more being 
added all the time, be sure to visit often. 

Here are just a few of the many topics now available:

• Aplastic Anemia: Long-Term and 
Post-Treatment Issues

• MDS: Current Thinking on The Disease, Diagnosis 
and Treatment

• Thrombosis (blood clots) in PNH: 
Frequently Asked Questions

• Beating Fatigue

• Complementary and Alternative Therapies: 
Myths, Realities and Opportunities

• Issues for Parents of Pediatric Bone Marrow 
Failure Patient

• Blood and Bone Marrow Basics 

Here is what others have to say about AA&MDSIF 
Online Learning Center programs:

I am so glad that these online programs are available to me. They 
are always informative and very helpful. I love being able to ask the 
questions during the webinars. Thank you!

I do not have MDS, my father does. I view these programs to have a 
better understanding of his disease. I am so thankful to the doctors who 
take the time to do these great programs.

 Don’t have Internet access? Go to your public 
library or local community center; or ask a friend or 
family member to help you the next time you visit.

Patient Education 

Web exclusives
Volunteer Vibe 

The Wilhites in Georgia 
and the Yahns of New 
York demonstrate the key 
to planning a successful 
fundraising and awareness 
event:  Do what you know!

To read the complete article, visit 
www.AAMDS.org/GetInvolved. 

To volunteer, call Martha Crews at (301) 279-7202 x103 
or email crews@aamds.org.

AA&MDSIF Medical Advisory Board 
Members Help Set MDS Research Priorities

A prestigious panel of experts 
in myelodysplastic syndromes (MDS) was convened by the 
American Society of Hematology (ASH) in November 2008 
to set an agenda for MDS research and its long-term funding.  
Several members of the AA&MDSIF Medical Advisory Board 
served on this panel, including panel co-chair Alan F. List, MD, 
of the H. Lee Moffitt Cancer Center; Jaroslaw Maciejewski, 
MD, PhD, of the Taussig Cancer Center at Cleveland Clinic; 
Stephen Nimer, MD, of Memorial Sloan-Kettering Cancer 
Center; and Neal Young, MD, of the National Heart, Lung 
and Blood Institute. 

To read the complete article, visit www.Hematology.org/
Research/5295.aspx.

Don’t have Internet access? To receive complete 
article, send a self-addressed stamped envelope to 
Newsletter at AA&MDSIF, 100 Park Avenue, Suite 108, 
Rockville, MD 20850. 

TM
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Address or email change? 
Prefer to receive your mail 

by email? Want to be taken off 
our mailing list? 
Return this page with your comments, 
email update@aamds.org or call 
(301) 279-7202 x105.

 Summertime Checklist
 Ask your representative to support 

HR 1230 The Bone Marrow Failure 
Disease and Research Treatment 
Act, and Department of 
Defense research funding, at 
www.AAMDS.org/Action

 Register for our 2010 Webinars! 
All start at 3 p.m. EDT. 

 • August 19: Treating PNH: 
What You Need to Know

 • September 29: Stand Up for 
Your Health: 7 Ways to Get 
Your Best Medical Care

 • September 30: Bone Marrow 
and Stem Cell Transplantation 
for MDS

 • October 21: Living Well with 
MDS: Strategies for Optimizing 
Mental and Physical Health

 • October 27: Aplastic Anemia: 
Future Directions in Treatment

 Visit the Online Learning 
Center, a vital new tool at 
www.AAMDS.org/Learn, for the 
information and answers you seek 
on bone marrow failure disease

 Register for an AA&MDSIF 
One-Day MDS & Aplastic 
Anemia Update Conference, set 
for New York and Chicago. 
See more information at 
www.AAMDS.org/Conferences

 Dedicate a date on our 
Calendar of Hope at 
www.AAMDS.org/Dedication

 Read through the 2009 Honor 
Roll and Find More Donor 
Tributes at www.AAMDS.org/News

 Volunteer to bring an awareness-
building Hope, Steps & A 
Cure fundraising walk or other 
volunteer fundraising event to 
your community. Contact 
crews@aamds.org 

 Consider being a Guardian of 
Hope by naming AA&MDSIF as 
a beneficiary in your will/estate 
plan. Contact walter@aamds.org

 Donate in honor or memory 
of a loved one at 
www.AAMDS.org/DonateNow

 Search “Aplastic Anemia & MDS 
Int’l Fdn Stories of Hope” at 
www.YouTube.com

ARE YOU ON THE AA&MDSIF EMAIL LIST?  

•    Email is the fastest and most cost-effective way 
for us to bring you important medical and health 
information and AA&MDSIF program news.

•    Don’t miss out on informative and inspirational 
news through our monthly e-Insider, timely 
updates and special invitations during the year. 

HOW TO GET IMPORTANT INFORMATION!

•    If you have an email address, but don’t receive 
messages from AA&MDSIF, please contact us 
with your email address, at update@aamds.org

•    If you have stopped receiving our messages, 
please be sure that they are not blocked by your 
spam or junk mail fi lter.

•     If you don’t have an email address, free accounts 
are available at many sources, including Yahoo, 
Gmail, and MSN.  When you set up an account, 
please let us know what your new email address 
is at update@aamds.org.  Be assured that your 
email address will never be sold, rented or shared 
with any other organization or company.

•    If you are unable to establish an email address for 
yourself, AA&MDSIF would like to stay in touch by 
sending our announcements to a family member, 
caregiver, or friend. It’s important for them to 
be informed as well, and they can pass the 
information on to you.

  


