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Standing Up For Your Health
First Pillar in Focus: Build a Strong Healthcare Team 
Your doctor has told you that you have a bone marrow failure disease. 
What do you do now?  You may experience a fl urry of emotions, with many 
concerns coming into focus. How will you manage all the new information, 
feelings, and challenges coming your way?

AA&MDSIF’s Standing Up for Your 
Health program presents fi ve pillars 
upon which you can build to empower 
yourself as you learn to live with your 
diagnosis. These fi ve pillars are areas 
where you can focus your efforts to be 

sure you gain control and get support, and by these actions you can receive 
the highest quality of care available, 

This issue of the Insider focuses on the fi rst pillar: Build a Strong Healthcare 
Team. Once you receive your diagnosis you will want to build a strong 
healthcare team. You are the key player on this team. Many other healthcare 
professionals will be involved. See page 5 for a complete list of professionals 
you may interact with to support you through your medical journey.

Four Steps to Building a Strong Healthcare Team

STEP1  Select a Care Coordinator

Part of your healthcare team is your care coordinator. This is the healthcare 
professional that has the main responsibility for coordinating the variety of 
physicians, testing, and treatments.

Since your care may be very complex and involve many specialists, you 
may fi nd it helpful to choose one healthcare professional who has the main 
responsibility for coordinating your care. Some people ask their oncologist or 
hematologist to serve as their care coordinator. Others choose to work with 
their primary care physician.

See the New AAMDS.org!

The redesigned Web site of the 
Aplastic Anemia & MDS International 
Foundation was offi cially launched 
on July 15, 2011, with a fresh new 
appearance, expanded and reorganized 
content, and streamlined navigation.

AA&MDSIF staff, in conjunction with 
expert consultants, worked tirelessly 
over a 10 month period to create an 
improved online experience for all 
members of the bone marrow failure 
disease community. 

“We know that more patients, families, 
caregivers and health professionals 
fi nd us on the Web than through 
any other way,” said John Huber, 
AA&MDSIF Executive Director. 
“That means our Web site needed to 
have the very best, most accurate and 
up- to-date information possible while 
being easily and readily accessible 
for a wide range of people. All of our 
information and services are well 
presented and available in a variety of 
forms and formats. I encourage you to 
visit the new AAMDS.org as soon and 
as often as you can.”

 Continued on page 3

www.AAMDS.org/StandingUp

 Continued on page 3
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In 2010, we completed a strategic 
planning process to set our directions 
and strategies for the next three years. 

The Board of Directors and I would like to 
share some of the highlights with you since 
you played a major role in shaping it.

I won’t go in to ALL the details of the 
process, but the key components of the effort which began in 
October, 2009 included:

• A patient and caregiver survey of needs and interests. 
Over 1500, of you responded with excellent ideas and 
suggestions. Thank you!

• An analysis of competitor and comparable 
organizations

• Input from Board members, volunteers, the Medical 
Advisory Board, donors, funders and staff on needs, 
program options and strategies

The plan re-affi rmed our mission of serving patients and 
families with aplastic anemia, MDS, PNH and related 
bone marrow failure diseases by providing answers, 
support and hope.

 We also confi rmed our core operating principles:

• Being a patient-centered and patient-focused 
organization

• Using innovative means to develop and deliver our 
programs and services worldwide

• Maintaining and establishing partnerships with 
experienced and established organizations in research, 
patient care and advocacy

• Building visibility and awareness of bone marrow 
failure diseases across all sectors

• Valuing open and candid communication in all areas
• Employing sound , professional management practices 

in planning, service, oversight, governance and 
stewardship

We also set seven primary goals for the next three years 
They are:

1) Increase awareness and understanding of bone marrow 
failure diseases among health providers in order to 
accelerate time to diagnosis and treatment, to expand 
access for patients and to improve clinical outcomes.

2) Ensure that the Foundation becomes and remains the 
“resource of choice “ related to bone marrow failure 
diseases for patients, family members and care givers.

3) Maintain a highly-focused and strategic role in helping 
to promote and advance basic, clinical and translational 
research related to bone marrow failure diseases.

4) Identify and pursue selected legislative and regulatory 
issues and opportunities at the federal level to advance 
and support research, treatment and reimbursement 
related to bone marrow failure diseases.

5) Develop “communities of support” for patients and 
their families that build a more sustainable relationship 
with the Foundation.

6) Build expanded awareness and understanding of bone 
marrow failure diseases among the public at large.

7) Secure the resources necessary to ensure that the 
Foundation is a growing , sustainable, effective and 
productive organization.

There are many more specifi cs and details in the full plan—
about seven pages worth—and if you would like a copy of 
the full plan, just send me an email and I’ll be happy to share 
it with you.

The most important point, however, is that we are a strong, 
committed, fi nancially sound, patient focused organization 
that listens to you and responds to your needs in the best 
ways we can.  Stay well!

John M. Huber
Executive Director

Looking Forward 
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Standing Up For Your Health
(continued from cover)

Patient Education 

What’s new at www.AAMDS.org
Visitors to AAMDS.org can locate the information they 
seek through several avenues of access:

• By disease type – Go straight to information on 
bone marrow basics, aplastic anemia, MDS or PNH. 

• By audience type – Patients and families, healthcare 
and research professionals, and members of the 
media can directly connect to information specifi c to 
their interests or needs.

• By specifi c program – Whether it’s live conferences 
or webinars, community activities, information 
on grants and awards, supporting materials for 
healthcare professionals, or awareness-raising items 
from our Marketplace, top-level menus take you 
right where you want to go. 

• By connection with our social media outlets – 
Connect with us and other patients and families to 
share information and support on Marrowforums, 
Facebook, Twitter and YouTube.

Site users will also see integrated content from our Online 
Learning Center. Readers can view information about 
a subject area and instantly fi nd related content on our 
Online Learning Center in the form of archived webinars, 
webcasts from conferences and, interviews with experts.

Don’t forget to browse
Although the site has been redesigned with the information 
seeker in mind, visitors are encouraged to explore AAMDS.
org to see the range of programs and services offered 
across our advocacy, awareness, development, patient and 
professional education, and patient and research support 
activities. This is easy to do with our site navigation or robust 
free-text search engine.

Help yourself learn more about AA&MDSIF and bone 
marrow failure diseases by visiting and bookmarking 
www.AAMDS.org! 

Your care coordinator can:

• Help arrange consultations with specialty doctors 
and supportive care providers

• Maintain your medical records in his or her offi ce 
(Of course, you’ll also want your own copies of 
your records.)

• Talk with your other healthcare team members 
when needed

STEP2  Choose Healthcare Providers Who Are a 
Good Fit for You

It is important to fi nd healthcare providers with whom 
you can work productively in the years to come. It’s also 
important to keep searching until you fi nd healthcare 
providers who are right for you.

Healthcare providers have many different styles and 
points of view. Some are warm and friendly. Others are 
more formal. Some prefer aggressive treatments. Others 
are more open to alternative treatments.

It is very important to choose healthcare providers 
whom you trust and believe in. This will make you more 
likely to follow their treatment advice.

Choose healthcare providers who treat you with respect 
and listen to you. They should answer your questions 
in a way that makes sense to you. They should respond 
to your calls and messages in a timely manner. If they 
don’t know the answer, they should be willing to refer 
you to someone who does.

What is most important to you in a healthcare provider? 
See our eleven question Healthcare Provider Preference 
Checklist to discover what is most important to you in a 
healthcare provider. www.AAMDS.org/ProviderChecklist.

See The New AAMDS.org  (continued from cover)

 Continued on page 4
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 Patient Education

IN FUTURE ISSUES OF THE INSIDER
Standing Up for Your Health -- Pillars Two through Five

• Learn about your disease and treatment options. 

• Make the most of every offi ce visit. 

• Keep track of your health information.

• Build a strong personal support team

Learn more at www.AAMDS.org/StandingUp

STEP3  Find an Expert in Your Disease

Chances are, you’ve already 
seen a hematologist or a 
hematologist/oncologist 
(hem/onc, for short). These 
are experts in diagnosing and 
treating diseases of the blood 
and bone marrow.

In order to receive the best 
treatment, you’ll also want to 
see a hematologist or hem/
onc who knows a lot about 
your disease—an expert. This 

is someone who has treated similar cases and stays up-to-
date on treatments. While ideal, it is not always possible 
to fi nd an expert near you who has experience with 
aplastic anemia, MDS, or PNH.

You may need to go out of your area to visit an expert 
who is very experienced with your condition. Ask this 
expert to keep in touch with your local primary care 
physician, hematologist, or oncologist.

STEP4  Do Your Part to Become an Empowered Patient

Remind yourself that you are at the center of your 
healthcare team. Once you have your medical care in 
place, you’ll want to concentrate on what you can do to 
be a strong player on your healthcare team. Try the tips 
listed below as you do your part:

Share Information

• Share information with your healthcare team. 
Tell them your symptoms–no matter how minor 
they seem.

• List all medicines (including over the counter 
medicines), vitamins, and alternative therapies you 
are taking.

• Discuss any emotional symptoms you are having. If 
you are feeling anxious or having trouble sleeping, 
let them know. The more you share, the better your 
healthcare team can do in helping you.

Be a Team Player

• Go to all your scheduled offi ce visits.

• Once you agree to a treatment plan, be sure to 
follow through. If the treatment is not what you 
expected, always talk to your doctor before stopping 
the treatment.

Be Politely Assertive

Be polite while still being assertive when asking for what 
you need. Try using “I” statements, such as “I think,” “I 
feel,” or “I don’t understand.” 

Building a strong healthcare team you trust and can talk 
freely to is key to becoming an empowered patient. Being 
comfortable with your healthcare team can help you get 
the answers you seek. And remember, you have the right 
to seek a second opinion.

It can take time to feel at ease when taking the lead in your 
healthcare. Be patient with yourself and know that with 
practice, you can develop solid skills as you advocate for 
your best healthcare.

Your healthcare providers should be easy for you to talk 
to and able answer all of your questions. Is their offi ce 
open and accessible at times that work for you? Is there 
a back-up provider for emergencies or non-offi ce hours? 
If you feel your needs are not being met, or it’s just not a 
good fi t, seek another opinion. Be certain this physician is 
a specialist in your disease. 

(continued from page 3)

MANY ROLES, MANY POSSIBILITIES

Your healthcare team members may include any of 
the following list. Each has a role in creating the best 
outcome based on your choice of treatment. Your 
healthcare team may be in one location or offi ce, but 
most often it includes people from several organizations 
such as a clinic, hospital, insurance company and 
organizations such as AA&MDSIF.

• primary care physician
• oncologist
• hematologist
• nurse practitioner
• physician assistant
• resident
• clinical research nurse

• patient navigator
• patient educator
• pharmacist
• social worker
• case manager
• psychiatrist/psychologist



www.AAMDS.org | Summer 2011 5

Patient Education 

The AA&MDSIF Online Learning Center (OLC) is a 
comprehensive patient education portal housing over  
60 different multi-media learning opportunities. These 
include and interviews with many of the nation’s 
leading bone marrow failure disease experts, along 
with live webinars (web seminars), pre-recorded video 
presentations, and unique interactive learning modules. 

Created by AA&MDSIF expressly for patients and their 
families, caregivers and advocates, all OLC content is 
free and available to anyone with access to a computer 
and a high-speed Internet connection. 

Searchable Content 
Visitors to the Online Learning Center can search by 
subject or presenter name, or you can view all the content 
recorded at a specifi c conference or event. You can also 
view all of our archived webinars categorized by topic:

• Aplastic Anemia • Supportive Care
• MDS • Living Well
• PNH    • Pediatric Issues
• Stem Cell Transplantation • Insurance Coverage
• Clinical Trials • Self-Advocacy

Understanding the Different Formats 
Our Online Learning Center presentations are provided 
are provided in four different formats. This provides you 
with the opportunity to try each one out and decide what 
works best for you. 

1   Webinars 

Webinar is short for “web seminar.” Webinars allow 
many participants in multiple locations to see and hear 
a live presentation as it happens. A webinar typically 
consists of a presenter, a moderator, and an online 
audience. The audience hears the voice of the presenter 
and moderator and sees the slide presentation, but they 
do not see the presenter on video. 

At the end of the presentation, members of the audience 
can ask questions which are typed in a Q&A chat window 
that is opened on the viewer’s computer monitor. The 
entire listening audience then hears the presenter’s 
response. The webinar, along with the Q&A, is then 
archived for future viewing. 

2   Webcasts  

Webcasts are pre-recorded presentations that were given 
in front of an audience at an AA&MDSIF live event. 
Here, viewers see a video of the presenter along with 
the accompanying slide presentation and the follow up 
questions from the audience. 

3   Interviews with the Experts 
These are pre-recorded video events in which an 
expert in a particular subject area is interviewed by a 
person who is off-camera. A list of the questions being 
asked is also visible on the viewer’s computer monitor. 
Unlike webinars and webcasts, these interviews are not 
accompanied by a slide presentation. 

4   Interactive Learning Modules 

Interactive modules are online learning tools. When you 
open an interactive module, you progress through a 
series of slides that have text and graphics with a spoken 
narration of the text shown on each slide. You can repeat 
a page, skip ahead to a new section of the interactive 
module or even return to an earlier page. 

Information is presented in an easy-to-understand format, 
using graphics, animation, and audio. Interactive modules 
also help you learn by quizzing you on the content you have 
just covered. Questions are asked throughout the program 
and provide immediate feedback on your response. 

Read what others have to say about the 
AA&MDSIF Online Learning Center
“The live and archived webcasts and interviews are an 
invaluable source of information about bone marrow failure 
diseases such as mine. Whenever I have questions, the Aplastic 
Anemia and MDS International Foundation is always my 
“go to” source for answers. Thank you so very much for the 
knowledge and support you provide.” 

“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.” 

Online Learning Center Offers Four Ways to Learn at www.AAMDS.org/Learn

 
Internet-connected computers are found in many 
locations, including: 

• retirement homes • apartment community rooms  
• public libraries • senior centers 

And it’s almost certain you know someone 
(relatives, neighbors, friends) who is connected!

   NO INTERNET ACCESS AT HOME? 



Summer 2011 | Aplastic Anemia & MDS International Foundation 6

 Research

AA&MDSIF 2011-2013 Grants Awarded for Research Studies 

The Aplastic Anemia & MDS International Foundation 
helps researchers advance the understanding and treatment 
of aplastic anemia, myelodysplastic syndromes (MDS) and 
paroxysmal nocturnal hemoglobinuria (PNH). Each year, 
AA&MDSIF invites investigators to apply for two-year 
grants of $30,000 per year to test new ideas and to explore 
other research leads. The applications are ranked according 
to merit by a distinguished panel of research scientists and 
funded by the generosity of families and patients. 

Established and new investigators in bone marrow failure 
diseases can apply for these grants. Second-year funding 
is contingent upon progress in the fi rst year. 

For over 20 years, AA&MDSIF has provided nearly $3 
million in fi nancial awards for research that has led to new 
insights into the causes and treatment of bone marrow 
failure and the development of new therapeutic approaches. 

“We’re pleased to be able to offer these grants to this 
group of highly-qualifi ed researchers,” said John Huber, 
AA&MDSIF’s Executive Director. “This year’s research 
grant awards refl ect the integration of bone marrow 
failure research, where discoveries in one disease area 
may contribute to the understanding of the causes or 
treatments of others.”   

We are pleased to announce the recipients 
of AA&MDSIF 2011-2013 Research Grants.

Kim-Hien T. Dao, DO, PhD 
Oregon Health & Science University, 
Portland, Oregon
AA&MDSIF Torry Yahn Research Fund

Beta-catenin is a Molecular 
Target of the Fanconi Anemia  

    Core Complex
Dr. Dao and her colleagues will investigate why the blood 
stem cells from patients who inherit a loss-of-function 
mutation in one of the genes of the Fanconi anemia 
pathway are highly susceptible to cell death yet also 
highly susceptible to conversion into an acute leukemia. 
They intend to defi ne the mechanisms driving this 
process in relation to abnormal beta-catenin signaling, a 
pathway that normally controls the quantity and quality 
of blood stem cells during the lifespan of an individual.

“The AA&MDSIF Research Grant is an incredible investment 
for the development of my career and research program,” said 
Dr. Dao. “This grant will allow me to maintain my current 
pace of research progress needed to answer important questions 
pertaining to the risks and causes of bone marrow failure. I am 

particularly honored that this investment comes from family 
and friends of those patients who are affected by bone marrow 
failure and its consequences.” -- Kim-Hien T. Dao, DO, PhD 

Keith R. McCrae, MD
Cleveland Clinic, Cleveland, Ohio
PNH Foundation Research and Support Fund 

Circulating Microparticles 
in PNH

Dr. McCrae and his team will focus on the measurement 
of circulating microparticles in patients with paroxysmal 
nocturnal hemoglobinuria (PNH). This disorder is 
characterized by a high incidence of thrombotic disease, 
which can cause signifi cant morbidity, and microparticles 
may promote the development of thrombi (blood clots) 
by activating the blood clotting system. Moreover, in 
PNH, elevated levels of circulating microparticles, may 
provide insight into diagnosis and monitoring of the 
bone marrow processes underlying this disorder.

“This award is very valuable to me since it allows my laboratory 
to begin exploratory studies in an area and a disease that I have 
not studied previously, and for which I would not be able to 
obtain funding from governmental granting agencies,” said 
Dr. McCrae. “I am hoping that the pilot studies performed 
with this generous funding provide a platform on which I can 
begin to build a solid program into study of PNH and related 
bone marrow disorders.” -- Keith R. McCrae, MD
 

Parinda Mehta, MD
Cincinnati Children’s Hospital 
Medical Center
AA&MDSIF Trinity Ewert    

    Research Fund 

Quercetin in Patients with   
    Fanconi Anemia, a Pilot Study
Dr. Mehta’s research project will study the use of Quercetin, 
a naturally occurring fl avonoid (antioxidant) in patients 
with Fanconi anemia, one of the most common congenital 
bone marrow failure syndromes. She anticipates that the 
results of this pilot study will show that long term oral 
Quercetin therapy is feasible and well tolerated in patients 
with Fanconi anemia. These results will form the basis of 
the continuation phase of the study, which will demonstrate 
that Quercetin therapy in fact delays or prevents progressive 
marrow failure in children with Fanconi anemia.

“This grant could not come at a better time,” said Dr. Mehta. 
“Results of this pilot study will provide important preliminary data 
for additional grant applications to support our ongoing and future 
studies of role of reactive oxygen species in other bone marrow 
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Research and Patient Education 

With four conferences successfully completed and two 
more to go, AA&MDSIF’s Living with Aplastic Anemia, 
MDS or PNH regional conference series has been 
attended by over 570 patients, families and caregivers, 
each fi nding the answers, support and hope they came 
for in different parts of the day-long conference program. 
This new, regional format has allowed many more to 
attend than were able to attend the National Patient and 
Family Conference of 2010 and prior years. 

• At every conference, leading bone marrow failure 
disease experts conduct interactive sessions covering 
the most current thinking on aplastic anemia, 
myelodysplastic syndromes (MDS) or paroxysmal 
nocturnal hemoglobinuria (PNH), and their treatment. 

• At the lunch session, all attendees are able meet 
each other, and share ideas and experiences.

• Afternoons are devoted to living well topics that 
complement the morning presentations. Subjects have 
included managing fatigue, managing stress and 
anxiety with chronic illness, and proper nutrition and 
exercise for bone marrow failure disease.

• Each conference concludes with a Celebration of Hope 
– a gathering of attendees, presenters, and AA&MDSIF 
staff to acknowledge new friendships and look to the 
future with renewed confi dence 
and hope. 

The remaining 2011 conferences are set for Minneapolis, 
Minnesota (September 24), and Tampa, Florida, (October 
22). Please see www.AAMDS.org/Conferences for dead-
lines and registration details!  

Here’s what attendees are saying about the 
2011 Living With Aplastic Anemia, MDS or PNH 
regional conferences! 

“I have had MDS for 5 years and this was the fi rst event 
I have attended, but it will not be my last.  It was very 
enlightening and I’m so happy I was there to meet so 
many wonderful people.  Thank you again.”  

“Thank you for the opportunity to attend this 
wonderful conference. I received life changing 
information and wonderful support.”

“We were delighted to attend the conference and 
we haven’t stopped talking about it! Thank you to 
all involved with organizing it.” 

failure syndromes, and myelodysplasia/acute myeloid leukemia 
in the general population. We envision that in future we may 
potentially be able to target these disease processes using Quercetin 
or similar anti-oxidant therapy.” -- Parinda Mehta, MD

Mridul Mukherji, PhD
University of Missouri - Kansas City
AA&MDSIF Harold Spielberg 

Research Fund 

Rescue of TET2 Mutations 
from MDS Patients

TET2, a putative tumor suppressor gene, is one of the 
most frequently mutated genes identifi ed in patients with 
myelodysplastic syndromes (MDS). The wild-type TET2 
protein is an iron(II), 2-oxoglutarate dependent dioxygenase 

and catalyzes the hydroxylation of 5-methylcytosine into 
5-hydroxymethylcytosine. In contrast to numerous small 
molecule inhibitors that are currently explored for various 
therapies, small molecule activators that can rescue the 
function of a non-functional tumor suppressor (such as 
TET2) are underexplored.
 
 “It is most gratifying to receive the AA&MDSIF research grant, 
which is mostly funded by the families and friends of patients 
affected by MDS,” said Dr. Mukherji. “For a new investigator, 
this grant provides an excellent opportunity to develop strategies 
to rectify some genetic defects observed in MDS patients. The 
expected results from our study will establish a novel approach for 
the treatment of MDS and related disorders caused by mutations in 
the TET2 dioxygenase. These important results will help us secure 
additional research support for our ongoing and future studies on 
TET2 mutations in MDS.” -- Mridul Mukherji, PhD

2011 Regional Conference Series Educates and Engages 
More Patients and Families
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Welcome to our 2010 Annual Report and Honor Roll of Donors!
Each year, AA&MDSIF summarizes its activity across all program areas, making clear that its mission—
bringing answers, support and hope to patients and families—is achieved through a variety of means. 
Established in 1983 as a patient-centered organization, our focus continues to be on serving patients and families – meeting 
their needs for educational and support services after receiving the life-changing diagnosis of aplastic anemia, myelodysplastic 
syndromes (MDS) or paroxysmal nocturnal hemoglobinuria (PNH). Over the past 28 years, our mission of fi ghting bone 
marrow failure diseases has evolved to providing answers, support and hope for the thousands of patients and families 
living with and beyond these diseases – and the 50+ people (in the U.S. alone) who are diagnosed each and every day. 

In July 2010, AA&MDSIF’s Board of Directors adopted a bold set of strategic 
priorities for the next three years. They are designed to put vital disease and 
treatment information into patients hands more quickly; expand the network 
of health professionals who understand these diseases and refer patients to 
AA&MDSIF for assistance; and increase awareness and dollars for research into 
better treatments and a cure. These strategic priorities are detailed throughout this 
annual report with stories of our accomplishments during 2010, as well as our plans 
for 2011 and beyond. 

We are a small organization with a great vision for how we can reach more patients, 
families and health professionals with expanded and much-needed programs and 
services. As you’ll see in this report, we have an ambitious programmatic agenda 
for 2011. Our goals include:

• Expanding Communities of Hope to bring patients and families together 
in their hometowns 

• Educating more people in a timely and effective way through our Online 
Learning Center and regional Patient and Family Conferences 

• Increasing knowledge about acquired bone marrow failure diseases 
among community hematologists/oncologists

• Securing more public and private dollars for clinical research that 
will lead to treatment advances

These programs will increase AA&MDSIF’s annual expense budget for FY2011 to $2.97 million, with revenue budgeted 
for $3.13 million. You can help us reach our goals by increasing your level of annual support, asking your family and 
friends to join you with their support, and considering how you might make a major gift that will fund an item on our Gift 
Opportunities List (see p. 14) refl ective of your commitment and interests in our mission. We welcome the opportunity to 
talk with you, or those you know, about making a gift, hosting a fundraising event, or raising awareness in your community.

AA&MDSIF is pleased to provide a fi nancial overview as part of our public commitment as a 501(c)3 charitable 
organization. In FY2010, our most recently audited year, AA&MDSIF received $2.4 million in charitable contributions 
and support and used more than 81% of its funds for programs and services. 

We are proud that for the 6th consecutive year we have received the top rating of 4 stars from Charity Navigator, 
America’s largest independent evaluator of charities. Visit www.AAMDS.org and go to the Charity Navigator link 
for additional fi nancial 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.

On behalf of the Board of Directors, thank you for your continued commitment to the thousands of patients and families 
who benefi t from AA&MDSIF’s work annually and the more than 15,000 patients in the U.S., and thousands more abroad, 
who will be newly diagnosed this year.

Neil Horikoshi
Chair, AA&MDSIF Board of Directors

  34% Patient Education & Support
  30% Health Professional Education 

 and Awareness
  12% Medical Research
  6% Advocacy
  8% Management

  10% Fundraising

AA&MDSIF Use of Funds for 
Programs and Services 
(Audited FY2010)

Summer 2011 | Aplastic Anemia & MDS International Foundation 8
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 Patient Education
Keeping Patients and Families Informed
AA&MDSIF provides patients and families the highest 
quality materials, programs and services, serving as their 
resource of choice for learning about bone marrow failure 
diseases.

Patient and Family Conferences Reach More Patients
“I’ve devoured every word on MDS that I can get my hands on 
since I was diagnosed a few months ago. My sole need is just to talk 
to other people with MDS. And I fi gure this conference will be the 
place to do it.”  – Kristi, MDS Survivor

In 2010, AA&MDSIF live events expanded to include 
three one-day MDS conferences that were accompanied 
by aplastic anemia updates. The overwhelming success 
of these regional events, which allowed patients to 
meet peers who live in their community, led us to make 
conferences even more accessible to patients with fewer 
costs, shorter planning time, and more benefi ts.

Online Learning Center (OLC) Expands Options 
“The live and archived webcasts and interviews are an invaluable 
source of information about bone marrow failure diseases such as 
mine.”  – Patricia, MDS Survivor

AA&MDSIF expanded the number of topics and presenters 
in 2010 through the OLC to give patients and families 
immediate and convenient access to educational programs 
about their diseases and treatment options.  More than 70 
programs were viewed more than 11,000 times by patients, 
families, friends, and health professionals. This is an increase 
of 37% in viewership in the OLC’s second year.  

Central to the OLC is an interactive learning module 
on “Blood and Bone Marrow Basics”. Among the most 
viewed topics presented as live webinars and recorded 
webcasts in 2010 were “Advances in Treatment: Emerging 
Therapies for Bone Marrow Failure Diseases”, “Aplastic 
Anemia 101”, “Managing Fatigue in Bone Marrow Failure 
Diseases”, and “MDS Treatment: Options and Issues”.

Easy-to-Read Materials Quickly Bring Answers 
“I have MDS and I just want to thank you for the informative 
wonderful literature that you have sent me. I read through 
some of it last night and it really cleared up a lot of things for 
me.”  – Michael, MDS Survivor

AA&MDSIF is dedicated to shortening the period between 
the doctor’s diagnosis and a patient’s knowing that 
AA&MDSIF is the place to turn for answers, support and 
hope.  By providing more information online, we are giving 
newly diagnosed patients and families fast access to the 
basics about their disease and treatment options.  For those 
who use the Internet, access is immediate; for those who 
prefer printed materials, a Patient Education Packet arrives 
by Priority Mail, free of charge, in less than 48 hours.  In 2010, 
more than 1,000 packets were sent by mail, with thousands 
more viewing the information instantly online.  

2010 Annual Report 
AA&MDSIF
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Stories of Hope 
When Duane Draper was diagnosed with MDS in July 2009, the 57-year-old 
father of two grown children was asymptomatic and didn’t even realize that 
there was a problem with his health. Though he had been feeling slightly more 
fatigued, he attributed it to aging and didn’t worry about it. However, during a 
physical, his physician did some routine blood work and discovered that all three 
of his blood counts were low.
“Initially, I was really surprised to learn that my blood counts were low,” says 
Draper. “I’ve always been really healthy, with no major health issues that people 
get, like high blood pressure or diabetes.” 
Duane’s wife, Lesley, was also surprised. “Everything we read about MDS was 
quite scary, because as far as we could tell, unless he got treatment, his prognosis 
was not very good - even though he seemed so healthy,” she says.
Read more about Duane’s experience at www.AAMDS.org/Hope

In December 2009, Duane 
and Lesley Draper received 
a very special Christmas 
present: an unrelated person 
agreed to donate marrow to 
treat Duane’s MDS.

Duane Draper, MDS Survivor

 Continued on page 10
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 Patient Support
Providing Assistance for All Seeking Help 
AA&MDSIF is working to develop communities of support 
in order build more sustainable relationships. 

  

Connecting Through the Peer Support Network
“As a PSN volunteer, I am giving hope.  Directing patients to 
resources, sharing my own experience and providing emotional 
support is key.  It felt great to be able to help someone else.”   
– Joan Banich, PSN volunteer

“Thank goodness we found you. I am grateful this network is 
available, since I cannot fi nd any local support group for my 
disease in my area.” – Anonymous, PSN participant

Our Peer Support Network (PSN) is a national network 
of volunteers including patients, caregivers, and family 
members willing to listen and offer comfort and support to 
others. Volunteers may share personal experiences, coping 
strategies, problem solving skills, and informational resources. 
Currently, there are 50 trained PSN volunteers. 

Building Communities of Hope
The 2010 launch of Hope, Steps & A Cure walks in Austin 
and Los Angeles led to the development of Communities 
of Hope. These are volunteer-led local groups, working 
together with AA&MDSIF staff, to connect patients and 
families with each other to provide peer support and 
raise awareness and funds for AA&MDSIF programs.  

AA&MDSIF

 2010 Annual Report   

PATIENT EDUCATION 2011 and Beyond… 
• AA&MDSIF is holding six regional patient and 

family conferences in 2011 in Phoenix, Boston, 
Cleveland, San Francisco, Minneapolis and 
Tampa.  Special programs include concerns of 
veterans and parents of pediatric patients.

• Standing Up For Your Health was launched in 2011. 
This program shows what effective self-advocates 
do to make sure they receive their best care and 
treatment. 

• The Online Learning Center will include new 
interactive learning modules on PNH and aplastic 
anemia. Interviews with experts will range 
from “The Importance of Having a Long-Term 
Care Plan” and “Making Treatment Decisions 
in Higher-Risk MDS” to “Managing Sleep and 
Fatigue”.

• Patient materials will include Spanish language 
translations and topics developed to help patients 
improve their treatment adherence and know 
more about their blood counts. 

 Patient Education Continued

Sharing Knowledge and Compassion 
In 2010, AA&MDSIF’s Patient Educator responded to over 
1,000 phone calls and another 1,000 emails from patients and 
families asking questions, wanting information on clinical 
centers, requesting a peer support network volunteer, 
having concerns about their insurance coverage, seeking 
clarifi cation after a doctor’s visit, or simply needing someone 
to listen and comfort them. 

The top fi ve questions asked by patients are: 
• Are there any new treatments available? 
• How do I fi nd an expert in my area? 
• Are there fi nancial resources? 
• How do I decide between drug therapy and transplant? 
• What is the prognosis for my disease?   

What we learn from these conversations informs the 
development of new materials and programs, as well as 
Online Learning Center and patient and family conference 
topics.  It has resulted in an expansion of our Living Well 
topics and programs that now meet the needs of patients 
diagnosed years ago who are living with and beyond their 
bone marrow failure disease.  

  

PATIENT SUPPORT 2011 and Beyond… 
• The Peer Support Network is expanding to include 

more trained volunteers, responding to the support 
requests of more patients and family members. 

• Communities of Hope are developing in new cities, 
particularly where regional conferences are being 
held; the number of volunteers is increasing as the 
word spreads. 
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 Professional Education
Engaging Healthcare Professionals 
AA&MDSIF seeks to decrease a patient’s time to defi nitive 
diagnosis and treatment, and improve clinical outcomes by 
increasing awareness and understanding of bone marrow 
failure diseases among healthcare providers.   

Connecting with Nurses
“Thank you for your generosity in supplying information to us 
free of charge. It makes a big difference at our cancer center when 
we receive a new patient and they are anxious for information. 
I wish all the people making donations to the foundation could 
see how much of a difference they are making.”
  – Judy, RN, OCN

1,200+ nurses, oncology nurses and nurse practitioners 
learned more about AA&MDSIF and bone marrow failure 
diseases by visiting with our staff at exhibits during four of 
the most signifi cant gatherings of nursing professionals – the 
Oncology Nursing Society (ONS) Congress, the Association 
of Pediatric Hematology/Oncology Nurses Annual 
Meeting, the National Association of Nurse Navigators 
annual conference and the Oncology Nursing Society 
Institute of Learning.  AA&MDSIF also reached out to nurses 
regionally through ONS chapter and state meetings, and 
continuing medical education (CME) webcasts for nurses in 
the AA&MDSIF Online Learning Center.

Educating Hematologists 
A standing room only crowd of 750+ hematologists 
from around the world participated in an AA&MDSIF-
sponsored satellite symposium, “MDS:  Actively Treating 
the Disease and Aggressively Supporting the Patient”, 
at the 2010 Annual Meeting of the American Society of 
Hematology (ASH), which AA&MDSIF co-sponsored 
with the Cleveland Clinic Taussig Cancer Center.

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. 

Introducing the eInsider for Health Professionals 

This new quarterly electronic newsletter helps keep 
health professionals up-to-date on treating bone marrow 
failure diseases and the services offered by AA&MDSIF.  
The fi rst issue was sent to over 10,000 physicians, nurses, 
researchers and other allied professionals as a free 
subscription.

Providing Continuing Medical Education 

AA&MDSIF produced a webinar entitled “MDS: Expert 
Updates from Recent Data.” It featured a roundtable 
discussion for medical professionals who treat MDS patients. 
Three AA&MDSIF Medical Advisory Board members 
reported on the most important new information presented 
at recent hematology conferences.

AA&MDSIF

2010 Annual Report  

PROFESSIONAL EDUCATION 

2011 and Beyond… 
• A new “app” (mobile application) will be made 

available as a prognostic tool for physicians, 
improving their understanding of best treatment 
options based on the severity of the patient’s MDS.

• AA&MDSIF will co-sponsor a series of programs 
in Chicago with the Myeloproliferative 
Neoplasms Research Foundation entitled “MDS/
MPN Rounds.”  These programs, planned in 
cooperation with the fi ve major medical centers 
in Chicago, will be a forum for health care 
professionals to learn the latest advances in the 
fi eld through interactive case studies presented by 
experts in MDS and MPN.  

• For the fourth consecutive year, AA&MDSIF 
will sponsor a satellite symposium at the annual 
meeting of the American Society of Hematology.  
This year’s program is titled “Successes in Bone 
Marrow Failures”, and an attendance of over 700 
hematologists and allied health professionals is 
expected.

• AA&MDSIF will initiate a campaign to directly 
educate community hematologists/oncologists 
about diagnosing and treating MDS and how 
AA&MDSIF can be their partner in patient 
care.  This program will include resources for 
counseling MDS patients about their disease and 
their treatment options and continuing education 
opportunities for health professionals.

www.AAMDS.org | Summer 2011 11
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 Research
Pushing the Boundaries of the Science by 
Supporting Research and Sharing Results 
AA&MDSIF promotes and advances basic, translational 
and clinical research related to bone marrow failure diseases 
by maintaining a focused and strategic role in directly 
funding research and advocating for federal and private 
research dollars.  

Scientifi c Symposium
“Your Scientifi c Symposium was a great balance of clinical and 
science and made me realize the rapid progression of research.  As 
a result, I’ll be collaborating with another investigator and have 
generated new ideas and networks to advance my research.  I hope 
AA&MDSIF will raise more awareness and money to attract more 
researchers to study bone marrow failure diseases.” 
– 2010 Scientifi c Symposium Participant

AA&MDSIF sponsored the second Bone Marrow Failure 
Disease Scientifi c Symposium, “Building a Collaborative 
Research Community That Saves Lives,” in March 2010. 
Over 120 of the world’s leading experts gathered to 
determine future directions for research. This two-day 
program enabled these top researchers to learn from 
their colleagues, share the latest fi ndings, and explore 
how collaboration can improve the diagnosis, treatment, 
and cure for these life-threatening diseases.

Our Grants Support Research 
In 2010, a total of $240,000 was awarded to both new and 
established investigators who receive 2-year $60,000 grants. 
Since 1989, AA&MDSIF has given 51 researchers close to $3 
million in funding.  Four new grants were awarded in 2010 
thanks to the generosity of patients and families who have 
established named funds with AA&MDSIF:   

• AA&MDSIF Research Grant including support in 
memory of Mary-Pat Madden Greishaber and the 
MacGillivray family in memory of Erwin Umbach  
Awarded to Gregory A. Abel, MD, Dana-Farber Cancer 
Institute for “Developing a Disease-Specifi c Measure 
for Quality of Life in Patients with Myelodysplastic 
Syndrome (MDS).” Dr. Abel and his team aim to 
develop an MDS-specifi c quality of life instrument 
through focus groups with patients and providers 
and to further refi ne the instrument by piloting it 
with MDS patients. 

• AA&MDSIF Harold Spielberg Research Grant 
Awarded to Muneoshi Futami, MD, Northwestern 
University for “The Mechanism for Myelodysplasia in 
Patients with Loss of Chromosome 7.” Dr. Futami has 
developed two special cell lines that display abnormal 
proliferation and defective maturation that characterize 
MDS cells. He will use these two cell lines to identify 
the biochemical changes that make the monosomy 
MDS cells different from normal blood cells. 

• AA&MDSIF Torry Yahn Research Grant  
Awarded to Ramon Tiu, MD, Cleveland Clinic 
for “LFA-3/CD2 Pathway: Potential Target for 
Immunosuppressive Therapy in Aplastic Anemia.” 
Dr. Tiu will conduct a clinical trial of a new drug, 
Alefacept®, in patients with aplastic anemia in whom 
the traditional treatments did not work. This trial 
will determine whether Alefacept® is effective and 
well tolerated. 

• AA&MDSIF Emily Kass Research Grant  
 “We created the Emily Matilda Kass Research Fund because 

as Emily would say, ‘It is the right thing to do.’ Emily would 
not want another child or family to go through what she did.  
We want the research done in Emily’s name, because I was 
always so proud of her and want nothing more than for her 
to be proud of me.”   

 – Susan Kass, Parent and AA&MDSIF Hope, Steps & 
A Cure Walk/Los Angeles Organizer

 Awarded to Christian Bellodi, PhD, University 
of California, San Francisco for “p53 Translation 
Control in Hematopoietic Stem Cell Quiescence and 
Differentiation.”  Dr. Bellodi aims to understand how 
impairments in the DKC1 gene alter hematopoietic 
stem cells’ behavior and to what extent this defect 
contributes to bone marrow failure.  

 2010 Annual Report   
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RESEARCH 2011 and Beyond… 
• The world’s leading researchers will again gather 

around the theme of collaboration at the third 
AA&MDSIF Scientifi c Symposium in March, 
2012, with added emphasis on attracting young 
investigators to pursue a career in bone marrow 
failure disease research.

• AA&MDSIF is expected to award at least four new 
research grants in 2011 totaling $240,000 over two 
years. (See page 6).

AA&MDSIF
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 Advocacy and Public Affairs
Sending a Clear Message to Capitol Hill
AA&MDSIF identifi es and pursues selected legislative 
and regulatory issues and opportunities at the federal 
level to advance and support research, treatment, and 
reimbursement related to bone marrow failure diseases.

Patient and Family Advocates
Congress received 4,229 messages from AA&MDSIF 
constituents in 2010.  4,545 online advocates are monitoring 
our legislation, urging their representatives to support 
key bills.  In July 2010, 75 patient and family members 
participated in our Capitol Hill Advocacy Day to urge 
passage of the Congressionally Directed Medical Research 
Program and HR1230. As a result, 62 House co-sponsors 
signed on before the bill died without passage by the Senate.

Congressionally Directed Medical Research 
Program (CDMRP)
Legislation was passed in 2010 to direct $4 million of the 
FY11 Department of Defense medical research budget to 
bone marrow failure diseases. Our advocates were key to 
its passage, and AA&MDSIF leadership participated in the 
committees determining research initiatives.

HR1230: the Bone Marrow Failure Disease 
and Treatment Act 
Though this bill was passed by the U.S. House of 
Representatives, the U.S. Senate unfortunately did not 
act on this legislation prior to its adjournment for 2010.    

 

AA&MDSIF
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www.AAMDS.org | Summer 2011 13

ADVOCACY 2011 and Beyond… 
• HR640, a similar, but modifi ed version of the 

HR1230, means starting again to secure co-sponsors.  
Working with Representative Doris O. Matsui, whose 
late husband Congressman Robert Matsui died from 
MDS, AA&MDSIF remains committed to advocating 
for this important legislation. Major elements of this 
bill include: a national bone marrow failure disease 
registry; pilot studies through the Agency for Toxic 
Substances and Disease Registry; minority-focused 
programs; Agency for Healthcare Research and 
Quality grants.

• For FY2012, the total allocation for CDMRP has been 
dramatically reduced for all diseases.  Some funding 
is likely to occur, but probably at levels below 
FY2011.   

Dedicate a Day... ADD TO OUR 2011-2012 CALENDAR OF HOPE! 

• Fund patient and family programs

• $100 minimum gift per dedication 

• $250+ to receive a commemorative certifi cate

You can also send a photo and 50-word 
dedication to appear online. Dedications appear 
on the www.AAMDS.org homepage. Multiple 
dedications can appear on any given day. 

• Make your gift online at www.AAMDS.org/   
DonateNow

• Return the enclosed donation envelope 

• Learn more at www.AAMDS.org/Dedications



Awareness and 
Public Information         
Drawing Attention to Our Mission and Message
AA&MDSIF recognizes the importance of expanding 
awareness and understanding of bone marrow failure 
diseases among the general public.

Connecting through Social Media
Since July 2010, a Facebook community of more than 
1,800 patients, families and friends has developed.  This 
network provides them an easy way to seek advice, share 
their stories, and fi nd emotional support.

Providing Information through www.AAMDS.org
In 2010, www.AAMDS.org had approximately 9,000 
unique visitors each month.  This included visitors from 
all over the world, who accessed educational information 
on bone marrow failure diseases and news of the latest 
research. More than 20,000 subscribers receive the 
monthly eInsider electronic newsletter.

Involvement With Volunteer Events
Volunteers—patients, families, and friends—gave 
back to AA&MDSIF by getting involved in awareness 
and fundraising events in their communities. In 
2010, volunteers organized over 40 events with 2,400 
participants and about $200,000 raised, and quite a few 
of these events were led by fi rst time volunteers.  Events 
ranged from barbeques & auctions to golf tournaments 
to bike races to walks.  There were four walks as part 

of our national Hope, Steps & A Cure walk program.  
These highly successful walks did a great job of raising 
awareness for bone marrow failure disease as the lines of 
red-shirted participants walked enthusiastically through 
the streets of their communities.

“Just awesome! Such hope and happiness for all!”  
– Mary Alice, Tampa Florida, Parent of Pediatric Patient, 
Hope, Steps & A Cure Metro DC walk

“I feel very fortunate to be involved with so many people who 
care about this disease and fi nding a cure!  I really learned a 
lot – all the work that goes into this event – and the big payoff 
when it all comes together!”   
– Gigi, Lancaster, CA, Hope, Steps & A Cure 
Los Angeles walk
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AWARENESS PROGRAMS 

2011 and Beyond… 
• AA&MDSIF’s new Web site (launched July 2011) 

makes it easier for patients,  caregivers, health 
professionals, donors, and the media, to fi nd the 
information they are looking for.  

• Awareness Week activities will be expanded 
during the December 1-7 public education 
campaign about aplastic anemia, MDS and PNH.

• Volunteers are helping in the development of 
Communities of Hope support groups across the 
country. 

• Hope, Steps & A Cure walks and other volunteer-
led fundraising events are expanding in number, 
size, and funds raised.

ANNUAL
• Provides for all programs. Gifts of all amounts welcome.

YOUTH
• Young Survivors (ages 18-28) - $20,000/year
• For Kids Only (under age 18) - $25,000/year

SUPPORT 
• Peer Support Network - $5,000/year co-sponsor
• Communities of Hope - $15,000/community 
• “Hope, Steps & A Cure” Walks - $15,000/community 

EDUCATION 
• Online Learning Center - $10,000/year co-sponsor
• Patient Education Packets & Materials - $15,000/year
• Language Translation of Materials - $75,000/language

NEWS & INFORMATION 
• AAMDS.org Web site - $5,000/year co-sponsor
• Insider print newsletter (3/year) - $15,000/issue
• eInsider e-newsletter - $10,000/monthly issue 
• Health Professionals eInsider - $25,000/quarterly issue

PATIENT AND FAMILY CONFERENCES (6 PER YEAR)
• Standing Up For Your Health Programs - $5,000/conference
• Celebrations of Hope - $10,000/conference

RESEARCH
• Research is Hope Fund - $5,000+; may direct to aplastic anemia, 

MDS, or PNH research.
• Named Research Fund - $60,000 gift helps fund a 2-year research 

grant in your/your loved one’s name.
• Scientifi c Symposium - international collaborative meeting of 

leading researchers - $25,000 co-sponsor; $100,000 named sponsor

Donors will be thanked personally and publicly through the program 
they help fund. Major Giving Societies:  Chairman’s Circle ($100,000+) 
Visionaries ($50,000- $99,999) Trailblazers $25,000-$49,000) Catalysts 
($10,000-$24,999) Champions ($5,000-$9,999). 

For more information and additional opportunities, please contact our 
Development Director, Sandra Walter-Steinberg, at walter@aamds.org or 
(301) 279-7202 x104.

Consider How You Can Help Patients & Families through a Major Gift to AA&MDSIF

Calling All  Champions, Catalysts, Trailblazers and Visionaries!

2011 Gift Opportunities List

AA&MDSIF
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 2010 Honor Roll of Donors 
Our thanks to those individuals, corporations, foundations and organizations which made contributions to fund 
AA&MDSIF’s programs and services during 2010. We honor all of our generous supporters, with additional thanks 
to those who have $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, 2010 and December 31, 2010. 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.

Chairman’s Circle ($100,000+)
Edward P. Evans Foundation
PNH Research & Support  
Foundation

Visionaries ($50,000- $99,999)
Estate of Florentine Camenisch
Shizue Spielberg & Vibratex, Inc.

Catalysts ($10,000-$24,999)
AA&MDSIF Michigan
James L. Eichberg Foundation
Landen Foundation

Champions ($5,000-$9,999)
Silvia Donovan
Herman Goldman Foundation
Mia Hamm Foundation
Deanne Kass
Kass Family Foundation
Robert & Brenda Plasse
John Schwartz
The Taubman Foundation
Stephanie Vendig
Donald & JoAnn Yahn

Benefactors ($1,000-$4,999)
AA&MDSIF New England
Anonymous 
Dean & Kimberly Assink
Bonnie Bargstedt
Bay Ridge Skin & Cancer 
Dermatology

Christina & David Beranek
Morton & Mrs. Tommie Bosniak
BP Matching Fund Program
Bruce Brickman
Hui Cao
CareFusion Foundation I
Marie Carroll
Anne Carry
Jonathan Cohn
Deborah & John Cook
John & Lili Damavandi
Rob Dressler
Susan Ekholm
Empire Livestock Marketing, 
LLC

Erie Runners Club
Scott & Dawn Faurie
Mark Fielding
George & Eleanor Filowick
Bart & Margaret Fisher
James & Sheila Fodge
Greg & Pam Forsyth
Jean & Ed Gary
Sally Gates
Robert Geary
John & Mary Jane Griffi th
Daniel & Michelle Haim
Ralph & Sally Hamaker
Bill & Stephanie Hamm
The Gordon Hartman Family 
Foundation

Gail Hendricks
Gunther & Frances Heussman
Neil & Allyn Horikoshi
John M. Huber 
Melissa Hughes
Jacqueline Hunt
Warren & Lauren Hunt
Richard Hurowitz
Kevin Ingram
Intuit Foundation
Investment Professionals for 
Charity

Ronald Iversen
Robert Jaeger
Werner Janer
Abraham & Kimberly Kader
Robert Kaplan
Susan Kass
Robert Kaufman
Kenney Family Foundation
Jack Kerth
Stephen King
Glen Kunofsky
Rita Kunofsky
Joan Latsko
Andy & Joyce Lee
Cindy Lewallen
Steve & Diane Liga
Vivian & Raymond Locke
Bryan Loewenthal
Albert Lumpe
Kevin & Jenny Lyons-Tarr
John & Maire MacLean
Marty Madden & John Logan
Charles & Merrilee Mancuso
Robert & Rosalia Martinez
Brian Matsui
McGraw-Hill Companies
Lorraine Meister
Nik Mendrygal
Gail & Mitchel Meyer
Microsoft Matching Gifts 
Program

John Minelli
Doris Moreland
Susan Morse Poynter
Judith Near
Elizabeth Nie
Oakview Activity Fund
Sandra & Robert Oglesby
Our Hike
Daryl & Tiffanie Papp
Alex & Lisa Minter Phakos
Deborah Rathke
Douglas & Linda Robinson
Phyllis & Sidney Rodbell
Helen Rowe
Jack & Judith Ryder
Crawford Sandefur
Ricky Sandler
Anthony & Briget Sanfi lippo
James Schwartz
Heather Sells
Robert Shaykin
Lesley Sigall

Scott Stoddard
Mark & Maureen Telle
Douglas Temple & Son Inc.
Theta Epsilon Sigma Chi 
Fraternity

Maryann Vaaler
Mary Elaine & Javier Valenzuela
Hildegarde Vallevand
The Vanguard Group
Margaret & Jon Wakefi eld
Samuel Walker
Allen & Susan Weaver
Jessica Winchenbach
Sue & Ray Winter
Kevin Yahn
Jan Zachry

Beacons ($500-$999)
AA&MDS Association of Canada
Jonathan Aaron
Vito Abbate
Joe & Barbara Ammerman
The Ammons Law Firm,LLP
Maryanne Arena
Brendon & Kristen Ball
John Baragiola
Catherine & Thomas Barnes
Donald & Gale Bennett
Clyde Bianchi
Ronald & Anna Blaessig
Thomas Bosse
Angela Brucks
Greg & Laurie Burke
John & Kristin Byrne
Joseph & Deanna Cacchione
Tom Calicchio
Charloma Inc
Churchville Moose Lodge #2244
Max Cialoni
Kit Clark
Suzanne & Tim Collins
Elizabeth Cristofalo
Terrence Donahue
Maureen & Chris Durack
Clara Ellert
Deborah Everdyke
Mary Farrington
James Fralick
Patricia Gawne
GE Foundation Matching Gifts 
Program

Edward & Agata Gliwa
Arthur & Marie Godfrey
Hannah Green
Jill Grim-Rhoads
Juliana Hains
Bryan Harkins
Lisa Harris
Clement & Marjorie Hausman
John & Kathleen Hedge
Phyllis Hetrick
Joseph Hodulik
Kathryn Hollister
Isabel Hughes

Curtis & Sally Jackson
Jewelers Mutual Charitable 
Giving Fund

Jewish Federation Metropolitan 
Detroit

JP Morgan Chase
Dorothy Kelso
John Klein
Charles Kory
Marjorie Landau
Rick Lee
Kathy Loeb
Charles & Katherine Lovatt
Joan Maes
Mary Meeusen
Monica Messner
Robin Miller
Jeffrey Miro
Gary Moross
Vincent Morrissette
The Mutual Fund Store
Jean Opatrny
Denis & Lyn O’Pray
Lisa Payne
Jeffrey Pearlman
John Pisacrita
John Plaga
Cheryl & Joe Polk
Rajeev Prabhakar
Melissa Preston
S.Y. & Amita Rajadhyaksha
Pablo Rodriguez
Gail Root
Jack Roth
Bruce Rule
Mark & Lori Schneider
Patti Scott
James & Mary Ann Sloand
Eaton Smith
Michael Solter
Carol Spear
Carol Stewart
John Stiener
Edward Sullivan
Nancy Swanson
Jane Theroux
EJ Treadway
Julie Triessl
John & Frances Varden
Darel Vick
Ken Vinzant
Parag Vora
John Waid
James Walker
Jeff Walker
Judith Wilhelmy
Lois Wilson
Charles Wright
Todd Wright
Rhoda Yee
Joseph Zirkman

AA&MDSIF
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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.

Write AA&MDSIF into Your Will...Become a Guardian of Hope

Corporate Leadership Circle
Our thanks to these pharmaceutical and scientifi c companies 
who are dedicated to helping AA&MDSIF support patients and 
families in their fi ght bone marrow failure diseases.

Platinum Level   Gold Level
Celgene   Alexion

Silver Level  Bronze Level
Novartis   MED-IQ
Amgen    4 Imprint, Inc.
   Genzyme Corporation

Named Program and Research* Funds 2010
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.

Harry Carson Scholarship Fund   

Special Fundraising Events in 2010
Visionaries $30,000+          
*Taubman Asset Group Hope, Steps & A Cure 

- in honor of Leah Davidson, Bloomfi eld Hills, MI  
Torry Yahn BBQ and Auction to benefi t the Torry Yahn Research Fund 

- JoAnn & Don Yahn, Churchville, NY  

Patrons $10,000-$29,999          
Michigan AA&MDSIF Holiday Card Project 

- Jo Alley, Wolverine Lake, MI
Blood, Sweat & Cheers - Bernadette Catrabone, Erie, PA  
*Hope, Steps & A Cure/Austin Walk  - Stephanie Hamm, Monica 

Fairchild, Ginger Caron, Carmen Romo deVivar
*Hope, Steps & A Cure/Metro Washington, DC 
Jackson County Brevet in honor of Kelly Wilhite 

- Robert Wilhite, Atlanta, GA  
JLEF Golf Tournament in honor of James Eichberg 

- Andrew Eichberg, Bethesda, MD
*Hope, Steps & A Cure/Los Angeles  Walk  

- Stephanie Hamm, Ruth Cuadra, Susan Kass, Candy Stoutenborough, 
& LA Organizing Committee  

Benefactors $5,000-$9,999   
*Caring Car Cruise to benefi t the Holly Cataldo Research Fund

- Christina Beranek, Greensburg, PA 
Eve Haim’s Nascar Challenge

- Dan Haim & Family, Pocono Motor Speedway, PA

Judy Joyce Memorial Golf Tournament - Bob Plasse,  Woonsocket, RI

Friends $1,000-$4,999
*Firstgiving.com Campaign in memory of Aiden  

- Jessica Rumlow, Kingsland, GA  
*Firstgiving.com Campaign - Robert DePresco, Monroe Township, NJ
*Firstgiving.com Campaign in honor of Jeremy Taylor  

- Kimara Wilhite, Paoli, IN 
Michael Farreny Volleyball Tournament  

- Scott Sweeten  & Michelle Turner, Cherry Hill, NJ 
Catherine’s Craft Fair - Catherine MacLean, South Hamilton, MA  
Charity Golf Tournament  in memory of Jack Vaaler 

- Maryann Vaaler, Blanco, TX  
Our Hike for Bone Marrow Disease  - Robin Grapa , Phillips, WI 
TS Gates Memorial Run/Walk for AA&MDSIF 

in memory of Thomas Gates - Elizabeth Gates, Poquoson, VA  
House Party  - Phyllis McGovern, Winchester, VA

     *Firstgiving.com campaign

AA&MDSIF

Marissa Marie Amuso*
Jack Byrne*
Drew Carmichael*
Holly Cataldo*
Trinity Ewert*
PNH Foundation*
Steve and Joanna Janowiak*
Sam Jordan*
Emily Kass*
Caitlyn Langley*

MacGillivray*
Mary Pat Madden        
  Grieshaber*
Providing New Hope*
Pursuing New Hope*
Mary Lou Palacio*
Bradley Richard*
Donny Schmit*
Harold Spielberg*
Amber Lynn Wakefi eld*
Torry Yahn*



Awareness 

THE NEW AND IMPROVED AA&MDSIF MARKETPLACE IS OPEN FOR BUSINESS!  

New items are now available through our online 
Marketplace and our popular Bravery bracelets are 
still available. By purchasing Marketplace items, your 
support helps raise awareness and also helps fund the 
patient education, research, awareness and advocacy 
programs of AA&MDSIF. 

Men’s and Women’s Red Polo Shirts ($30 per shirt)
Classic short sleeve shirt with AA&MDSIF in 
white stitching and the Answers, Support 
and Hope logo in black stitching. 
Sizes: Men’s Sizes: M-XXL
     Women’s Sizes: S-XL

Canvas Tote bags ($30 per bag )
Large boat-tote in natural with red 
straps and embroidered logo.

Canvas Hats ($20 per hat)
Six paneled hat with adjustable strap in 
natural with Answers, Support & Hope 
logo embroidered on the front and 
www.AAMDS.org stitched on the 
back.

Shipping for the above items 
(shirts, totes, hats) 1 item: $6.00, 
2-3 items: $12.00, 4 or more items, $15.00

Bravery bracelets 
($10 for 10 bracelets/1 pack)
Red and white silicone bracelets, 
symbolic of red and 
white blood cells. 

Free shipping for up to 50 bracelets/5 packs. For orders of 6 packs or 
more, call AA&MDSIF (800-747-2820). 

Show your AA&MDSIF spirit – and help spread awareness – with our practical and stylish Marketplace items!

3  WAYS TO ORDER:

 ONLINE at www.AAMDS.org/Marketplace

 BY PHONE with credit card at (800) 747-2820 ext.105

 BY MAIL with check enclosed – AA&MDSIF, 
100 Park Ave., Suite 108, Rockville, MD, 20850

Everything happens for a reason—at least, 
that’s what Amy has believed ever since her 
freshman year in high school back in 1994. 
That was the year that she was diagnosed 
with severe aplastic anemia, followed 
shortly thereafter by a secondary diagnosis 
of opportunistic PNH. At the tender age 
of fourteen, Amy was just like any other 
teenager—willful and stubborn. But in retrospect, it was 
probably these two characteristics that most kept her 
alive throughout the fi rst several years of back-to-back 
hospitalizations and intensive treatments. 

After fi nally achieving full remission in 2004 and living 
symptom-free for almost eight years, it was no surprise 
that Amy went looking for answers after new symptoms 
began to appear. But these weren’t symptoms of a relapse 
—these were the long-term side effects of treatments that 
she had received throughout the 90’s. However, due to the 
rarity of the disease, Amy soon found out that research 
on this subject was in short supply. Amy reached out 
to AA&MDSIF in an effort to connect with others who 
might have found themselves in similar situations.

Attending her fi rst patient conference in almost sixteen 
years, Amy was pleased to discover a number of long-
term survivors also in attendance. But perhaps just 

as important, she met several newly 
diagnosed patients who were struggling 
with the same issues that she encountered 
years ago. Realizing that she was just as 
interested in providing support as she 
was in fi nding it, Amy volunteered to help 
AA&MDSIF start the Phoenix Community 
of Hope support group. Although the 

group is still in the early stages of its development, Amy 
continues to be pleasantly surprised at the growing 
number of interested participants and hopes to organize 
their fi rst offi cial meeting within a short time.  

Amy often refl ects on the turn of events that shaped her 
life early on and the implications behind them. She has 
concluded that her life has turned out far better because 
of her disease than if it had never occurred, because her 
early struggle for life gave her a very strong appreciation 
for it. As a community volunteer for two other local 
organizations, Amy consistently seeks out opportunities 
to “pay it forward” and turn a less than optimal situation 
into a positive experience.  Her refusal to take anything 
at “face-value”—including the grim survival odds that 
were initially stacked up against her—have become her 
signature approach to life, and she hopes to share her 
enthusiasm with others who also seek to live their lives 
as happily and healthfully as possible. 

Amy Villasana Returns to Start a Local Community of Hope

Volunteer Vibe
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 Awareness

Communities of Hope are volunteer-led local 
groups, working together with AA&MSDIF 
staff, connecting patients and families 
with each other AA&MDSIF is building 
Communities of Hope in towns across the 
country and seeks volunteer support for this 
patient-oriented initiative. 

Communities of Hope are 
being built
• To connect patients and families with each other 

to provide a local resource for peer support and 
information exchange

• To connect patients and families with us, as a means 
for carrying out AA&MDSIF’s mission

• To engage volunteers and local professional 
resources for generating awareness among the 
patient and health professionals community, as well 
as the greater community 

• To create advocacy, and support for AA&MDSIF

• To tap into geographic location to raise support for 
AA&MDSIF and to help carry out AA&MDSIF’s 
mission

Each community will look slightly different from 
another. It’s up to the members to decide how they want 
their group to function. Each community will determine 
what activities they’d like to participate in—all with the 
help and support of AA&MDSIF!

Groups for mutual support 
Some communities may function solely as patient support 
groups. These groups will meet on a regular basis so that 
members can talk about the issues important to them, 
discuss their experiences, and share stories as they cope 
with bone marrow failure disease.

Other communities may function as an enhanced support 
group. They’ll meet in a support group capacity, but 
they’ll also invite local health care professionals to talk to 
them about topics of importance to the group.

Awareness and fundraising- oriented groups 
Still other communities may join together to organize and 
participate in a specifi c fundraising and awareness event 
in their community. Members in these communities may 
plan a Hope, Steps & A Cure Walk, a golf tournament, 
restaurant fundraiser, bone marrow drive, or outreach 
program to health care professionals. In participating 

in these events, they will spread awareness 
about bone marrow failure disease in their 
own community while also raising much 
needed funds in support of AA&MDSIF 
programs and services.

Advocacy and action-oriented 
groups

And fi nally, other communities may work 
together in advocacy efforts. Members in this 

group will advocate to their local representatives and 
senators to carry out AA&MDSIF’s advocacy work. 
Whether there is pending legislation or simply a need to 
educate about bone marrow failure diseases, advocacy to 
elected representatives remains important. 

Make your Community of Hope meet 
the needs of its members 
In building a Community of Hope, there’s no one size fi ts 
all approach. Shape your own community to the interests 
of your members. You decide what activities best suit 
your group You determine what your group will do 
and how and when you’ll do it, Best of all, you’ll be 
connecting with other patients and families, like yourself, 
as you cope with and manage your or your loved one’s 
bone marrow failure disease.

AA&MDSIF is with you every step of 
the way - so start now! 
AA&MDSIF will be there to support your group! We’ll 
help you started and organized, as you decide what 
shape your community will take. We’ll help connect you 
with other patients and families to provide you with the 
support, resources, advice, and information you will 
need to have a successful, growing Community of Hope.
Join or create a Community of Hope.

Communities of Hope are being formed in Puget Sound, 
Washington; Phoenix, Arizona; Tampa, Florida; Long 
Island, New York; central New Jersey; Philadelphia and 
Pittsburgh, Pennsylvania. Do you live in one of these 
areas and would like to join?  

Or would you like to start a Community of Hope in 
your town?  Contact Community Development Manager 
Martha Crews at crews@aamds.org or 301-279-7202 x103 
to get connected to an existing Community of Hope or to 
start a new one in your area. 

Patients and Families Connect through AA&MDSIF 
Communities of Hope



Free Phone Support for Personal Attention 

Do you need to speak with someone directly? Please contact 
Leigh Clark, our Patient Educator, at (800)747-2820, option 1, 
or by email at info@aamds.org. Leigh communicates with 
people all over the world, answering a wide range of 
questions, including information on treatment options, 
clinical trials, fi nancial resources, and more. 

PEER SUPPORT NETWORK 
Let this AA&MDSIF resource help you!

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. 

Call now!
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. You can also email her at info@aamds.org.

AA&MDSIF HELP CENTER 

Request a patient packet from AA&MDSIF, 
containing a patient guide on aplastic anemia, 
MDS or PNH, and fact sheets with critical 
information for all bone marrow failure disease 
patients, families, and caregivers. 

Brochures and Fact Sheets
• AA&MDSIF Brochure 
• Bone Marrow and Stem Cell Transplantation  
• Clinical Trials
• Financial Resources 
• How to Evaluate Health Information on the Internet
• Iron Overload 
• Marrowforums Hosted Online Discussions 

Patient Guides
• Your Guide to Understanding Aplastic Anemia
• Your Guide to Understanding MDS
• Your Guide to Understanding PNH
• Living Well With Bone Marrow Failure Disease
• Standing Up for Your Health
• What to Expect From Treatment: A Guide to   
 Understanding FDA-Approved Drug Therapies 
 for Myelodysplastic Syndromes (MDS)

To order a patient packet, call (301) 279-7202, 
ext. 116, or order online at help@aamds.org

Free Patient Guides, Fact Sheets, 
and Additional Resources

In Print…

AA&MDSIF Webinars and Webcasts

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. For more information or 
to register for one of our upcoming webinars, visit our 
Online Learning Center at www.AAMDS.org/Learn. 

Join the AAMDSIF Facebook Community 
at www.facebook.com/aamds

Over 1800 people communicate with each other and 
with AA&MDSIF through our active and informative 
Facebook page. 

 Meet Up On

Marrowforums hosts free online discussions about 
bone marrow failure disease. Ask questions. Exchange 
information and support. Marrowforums is run by 
patients and caregivers just like you! Register now at 
www.Marrowforums.org. 

Online…In Person…

p
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Address or email change? 
Prefer to receive only 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.

  Checklist for 2011 
Learn More Inside and Online 
 Learn about the fi rst pillar of 

our Standing Up for Your Health 
initiative, www.AAMDS.org/
StandingUp [p.1]

 Read about and visit the all-
new www.AAMDS.org [p.1]

 Read about the four ways  to 
learn at the Online Learning 
Center. www.AAMDS.org/
Learn [p.5]

 Meet the 2011-2013 and 
earlier AA&MDSIF 
research grant recipients 
www.AAMDS.org/
GrantRecipients [p.6]

 See the 2010 Honor Roll of 
generous AA&MDSIF
donors and supporters 
[pgs. 15-16]

 See a summary of how 
AA&MDSIF helps patients 
and families – in print,
in person, and online. [p.19]

 Take Action
 Dedicate a day in honor or 

memory of a loved one or to 
celebrate your own life, on our 
2011 Calendar of Hope. See 
enclosed envelope and www.
AAMDS.org/Dedication. [p. 13]

 Put AA&MDSIF in your will and 
become a Guardian of Hope. 
Contact walter@aamds.org or 
call (301) 279-7202 x104 [p. 16]                               

 Help create a Community of 
Hope in your area. Contact 
crews@aamds.org or call (301) 
279-7202 x103 [p.18]

 Raise Awareness – buy a shirt, 
hat, tote or bracelet at the 
AA&MDSIF Marketplace, 
www.AAMDS.org/
Marketplace  [p.17]

 Give a Gift of Hope 
to AA&MDSIF, 
www.AAMDS.org/DonateNow

 Volunteer to hold a fundraising 
event in your community. 
Contact crews@aamds.org or 
call (301) 279-7202 x103

 

     For complete descriptions, please visit 
     www.AAMDS.org/Diseases

What are 
Bone Marrow Failure Diseases? 

Aplastic anemia, myelodysplastic syndromes (MDS), 
and paroxysmal nocturnal hemoglobinuria (PNH) 

are rare bone marrow failure diseases. 

Aplastic Anemia
Aplastic anemia occurs when the bone marrow stops 

making enough red blood cells, white blood cells or platelets 
for the body. Any blood cells the bone marrow makes are 
normal, but there are not enough of them. Aplastic anemia 

can be moderate, severe, or very severe. 

Myelodysplastic Syndromes (MDS)
MDS is a group of disorders where the bone marrow does 
not make enough healthy blood cells. All MDS types have 

a low blood cell count for at least one blood cell type 
(red blood cells, white blood cells, or platelets), and 

the bone marrow and blood contain some blood cells 
that are abnormal in shape, size, or function. 

Paroxysmal Nocturnal Hemoglobinuria (PNH)
PNH is a blood disease that causes red blood cells 

to break apart, a process called hemolysis. 
The broken cells are then released in your urine. 

Approximately 15,000 to 18,000 people in the 
United States are diagnosed with one of these diseases 
every year. AA&MDSIF provides answers, support and 
hope for patients, families, and caregivers whose lives 

are impacted by bone marrow failure diseases. 


