





Living With the Psychological Distress of
Invisible Chronic Illness

As authors of Sick and Tired of Feeling Sick and Tired:
Living With Invisible chronic Illness, we, Paul J. Dono-
ghue, PhD and Mary E. Siegel, PhD, have had the
opportunity and privilege of speaking in many parts of
the United States to individuals with chronic illnesses.
These illnesses, such as aplastic anemia, MDS and PNH
are often unpredictable in their course and treatments
for them vary in effectiveness. The uncertainty of chronic
illnesses places psychological strain on patients and their
families. Last year at AAMDS International Foundation
Patient and Family Conference in Las Vegas, Dr. Dono-
ghue was fortunate to meet so many special people with
aplastic anemia, MDS and PNH. People shared with him
then, as others have shared with us frequently, that they
need to discuss the emotional and psychological stresses
of chronic illness. They want to learn how to cope with
these stresses. Often, they struggle alone with difficult
feelings and self-defeating thoughts. We are pleased to
have been invited by the AA&MDSIF to write a series of
articles precisely focused on these psychological issues.
This article, based on our book, Sick and Tired of Feeling
Sick and Tired, kicks off the series.

Chronic illnesses can have a devastating impact on the
psychological well being of the individual. No matter how
challenging the physical suffering, the mental distress
can be more difficult to bear. Self-doubt, self-dislike,
helplessness, powerlessness, anxiety and fear are some
of the demons that those with chronic illnesses battle
daily. Illnesses, such as MDS, PNH, and aplastic anemia
that have symptoms such as fatigue and dizziness,
symptoms invisible and immeasurable, can play havoc
with one’s self-confidence and peace.

Here are some of the issues—presented with the kinds
of questions and reflections we hear frequently from
patients—that are the psychological consequences of
chronic illness:

* Self-Doubt
Am I really sick? Am I imagining or exaggerating
this symptom? Am I a weak person? Why can’t I
handle this illness as well as other people do? Did
I cause this condition? If I had taken better care of
myself, would I be well today? Am I losing contact
with reality?

e Self-Dislike
How can I look attractive when I feel so awful? Who
wants to employ someone or even be with someone
who might be ill all the time? Why can’t I overcome
this illness? If [ had greater moral strength or more
character, I wouldn’t be so affected by the symptoms.

* Uncertainty
Should I have children? Should I get married? Can
I go on a trip? If I register for this course, will I be
able to finish it? Is this sensation a new symptom?
Am I getting worse? Maybe we ought to move to a
house without stairs.

* Fear of Mental Illness
Is this all in my head? Would I feel better if I were
a more optimistic person? Am I too negative? Am I
neurotic or depressed?

* Fear of the Future
Will I always be sick? How sick? Will I be able to
keep my job? What if my doctor retires? What if I
lose my insurance? How will life have meaning if I
always feel sick? Will this medication continue to be
effective?

* Giving in to Illness
How do I combat a disease that is so intangible?
What’s the use? IfI get sicker, then people will see
that I am suffering. Maybe I shouldn’t bother trying
anything new, I'll be sick anyway.

e Interpersonal Insecurity
No one wants to listen to my complaints. No one
really understands. I feel isolated. People will get
tired of inviting me, if I cancel plans so often. Will
my family get fed up with me? Will my friends start
rejecting me?

* Guilt
Why do I feel like I'm bad? Is my illness harming
my children? Am I letting down every one? I think
people experience me as a pall on our lives.

In the ensuing articles we will discuss these and other
emotional and psychological stresses and point to the
strategies designed to help you cope well with them. IlI-
ness can destroy self-esteem and inner peace. But it can
also be an opportunity to grow. Those of you who are ill
can choose to grow strong or to give up. When you face
the emotional distress of illness you can learn to live with
your illness with peace and dignity and hope.

Paul J. Donoghue, PhD and Mary E. Siegel, PhD are the
co-authors of Sick and Tired of Feeling Sick and Tired:
Living With Invisible Chronic Illness (WW Norton 1992,
2000). Their new book, Are You Really Listening?: Keys
to Successful Communication (Sorin Books) was pub-
lished in 2005.
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Want to Double
Your Money?

Ask Your Company to Match
Your Contributions to
AA&MDSIF

Have you asked your com-
pany to match your contribu-
tions to AAGMDSIF? Large
and small employers across
the country are matching
their employees’ charitable
contributions to their favorite
charities. This could double
or even triple the amount of
your total gift! So please ask
today.

Not sure if your company
has a matching gift program?
Ask someone in your person-
nel or community relations
department if they have a
matching gifts program. If
they do, get a form from
your company’s Matching Gift
Coordinator. If they don’t,
ask them if they will consider
matching your gift.

Two ways companies make
matching gifts, find out
which you should follow:

1) Most companies will give
you a company matching gift
form to fill out the “Donor”
section and mail to AA&MDSIF
when you send your donation.
AA&GMDSIF will complete the
“Charity” section of the form,
and mail it back to your com-
pany. This will confirm that
we received your gift and
request their matching gift.

2) Other companies will
ask you to submit your gift
receipt from AA&MDSIF after
you’ve made your gift. Then,
they’ll distribute the match-
ing gift to AAGMDSIF.

Thank you for your generos-
ity and helping AA&MDSIF
provide answers, support and
hope to patients and families
facing bone marrow failure
diseases nationwide. ¢

Signh Up for eBulletins

We need your email address so you
don’t miss out on timely news, alerts
and updates. Whether you are a patient,
family member, friend or supporter, you
should subscribe to our monthly eBulletin
and eAlert service so you’ll always be in
the know about urgent health information
and AA&MDSIF news. Sign up online at
http://www.aamds.org/aplastic/news/.

Here’s a sampling of what you missed
by not receiving the eBulletins and eAlerts
over the last few months:

Research Updates

* More research funding for bone mar-
row failure becomes available within
NIH.

e $1 million in research funding at
Department of Defense has been desig-
nated for a new “Bone Marrow Failure
Disorder Research” program.

Drug Alerts

* New Exjade (deferasirox) warning that
includes new information about post-
marketing reports of hepatic failure.

* New warning issued about the lig-
uid form of Leukine® (sargramostim),
which was pulled off the market
because of an increase in spontaneous
reports of adverse reactions, including
syncope (fainting).

Treatment News
* AA&MDSIF called on drug compa-
nies to conduct necessary studies
on the use of ESAs in bone marrow
failure diseases — a vital step towards
national Medicare coverage for trans-
plants — regardless of which state you
live in. We also issued an urgent alert
on Medicare and ESA reporting on
members of Congress who urged the
Centers for Medicare and Medicaid
Services (CMS) to preserve coverage
of ESAs for the treatment of myelo-
dysplastic syndromes (MDS). We also

alerted everyone about our success
when CMS chose not to remove cover-
age of ESAs for MDS and reversed its
original proposal that Medicare ben-
eficiaries with MDS could not receive
ESAs.

¢ Clinical trials recruitment was
announced by the NIH Bone Marrow
Failure Disease Consortium.

AA&MDSIF Program News

* The 2008 Patient and Family
Conference is scheduled for July 27 -
29, with Advocacy Day on July 30 in
Washington, D.C. Hear from leading
medical experts about the latest in
research and treatment options, share
experiences and exchange ideas. In
addition, on advocacy day, you’ll make
an impact by meeting with your repre-
sentatives in Congress and educating
them about issues affecting people
with bone marrow failure diseases.

¢ Fulfilling part of the key mission of the
Foundation, two year grants are avail-
able to support research on aplastic
anemia, MDS, and PNH.

* AA&MDSIF reaches out at medical
meeting by helping hematologists pro-
vide the best care possible to people
with bone marrow failure.

Be the first to know with timely eAlerts
and the monthly eBulletin where you’ll
receive relevant and useful information
on the latest research and drug safety
information. Stay informed by going to
http://www.aamds.org/aplastic/news/

and sign up today. é
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FY2006 AA&MDSIF Use of Funds

B 25% Medical
Research

O 20% Awareness

O 6% Advocacy

O 6% Admin &

General B 252 Patient

O 3% Fundraising Education

O 14% Patient
Support

The Aplastic Anemia & MDS International Foundation regularly provides this financial overview to the public as part
of its commitment as a 501(c)3 charitable organization. We are pleased to share with friends and donors how we
use the philanthropic dollars they are donating for education, support and research to meet the needs of patients
and families with aplastic anemia, MDS, PNH and other bone marrow failure diseases. In 2006, 91% of the funds
donated were spent to provide these programs. The 9% spent on Administrative, General and Fundraising expenses
is exceptionally low and demonstrates the good management and financial practices of AA&MDSIF.

The 2007 financial overview will be provided later in 2008 upon completion of the 2007 audit. Thanks to our donors
for their gifts of hope and confidence as we continue our important work this year. Your continued and increased
support in 2007 will enable AA&MDSIF to provide a new era of service, educational programs, patient support and
increased funding of research.

AA&MDSIF Financial Overview
FY2005 and FY2006 (audited)
FY2005( FY2006

Program Expenses = 91% in FY06

Advocacy $111,626 $82,468

Patient Education 192,232 359,992

Awareness 132,488 296,135

Medical Research 432,544 363,441

Patient Support 195,679 209,353
Fundraising & Admin Expenses = 9% in FY06

Fundraising 40,000 50,245

Administrative and General 80,000 88,143
Total $1,184,569| $1,449,778
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Warning Issued
about Leukine®
(sargramostim)

Recently,Bayer HealthCare
Pharmaceuticals and the
Food and Drug Administration
(FDA) announced respectively
in a letter to healthcare
professionals and in a safety
alert that Bayer had with-
drawn from the market the
current liquid formulation of
Leukine®, a growth factor
that helps fight infection and
disease in certain patients,
including some bone marrow
failure patients. The drug,
which patients sometimes
give to themselves after the
medication has been ordered
by their physician, was taken
off the market because of
an increase “in spontaneous
reports of adverse reactions,
including syncope (fainting),
which are temporally cor-
related with a change in the
formulation of liquid Leukine
to include edetate disodium
(EDTA),” according to the
FDA. The increase in these
reports of adverse reactions
“has not been observed with
the use of lyophilized Leu-
kine.” Patients who have the
liquid version of Leukine®
should speak to their health-
care professionals who have
been advised to stop using
this drug immediately and

to send unused vials back to
Bayer.
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Some Good News about
Research Funding at the
Department of Defense

For a number of years now, there have
been anecdotal reports about members of
the armed services unfortunately being
diagnosed with bone marrow failure after
exposure to environmental toxins, espe-
cially in Iraq or Afghanistan. These toxins
may be associated with bone marrow fail-
ure, but there are many more questions
than answers about the causes of aplas-
tic anemia, MDS, and PNH. Thanks to
the leadership of Congresswoman Doris
Matsui (D-CA), Congress included in

the recent Department of Defense (DoD)
Appropriations Act $1 million for a new
“Bone Marrow Failure Disorder Research”
program. The House and Senate both
passed the DoD Appropriations Act in
early November, and on November 13,
President Bush signed the bill into law.

This appropriation gives investigators
funding from a new peer-reviewed medi-
cal research program to advance our
basic understanding of these diseases.

By studying armed service personnel who
have been diagnosed with these diseases,
we can gain insight into what may cause
bone marrow failure diseases and insight
into how to protect members of the armed
services, as well as the general public.

Representative Matsui has already under-
taken the steps to communicate her
interest in this program to the Depart-
ment of Defense; we very much appre-
ciate her advocacy of this important
research program that we hope to see
grow over time. é

More Research Funding for
Bone Marrow Failure

Last fall, the Rare Disease Clinical
Research Network (RDCRN) within

the National Institutes of Health (NIH)
announced that it would fund two pilot
projects on research relevant to the
research already being conducted by the
ten different consortia. Each consortium,
including the Bone Marrow Failure Dis-
ease Consortium (BMFDC) to which the
AA&MDSIF belongs, could compete for
one of the two grants of $100,000 each. A
few researchers in the BMFDC developed
proposals and after discussing the differ-
ent options, the BMFDC submitted to the
RDCRN the study designed by Susan Bell
Nyland, PhD: Identification of LGL Leuke-
mia Serum Antigens in Myelodysplastic
Syndromes. In mid-danuary, the RDCRN
announced that Dr. Nyland had won one
of the two grants. This is wonderful news
for anyone with bone marrow failure.

Her research takes us closer to under-
standing and curing bone marrow failure.

Dr. Nyland’s pilot project grew out of
discoveries made through the BMFDC
proposal. Consortium researchers have

been finding that the large granular lym-
phocytes (LGL) of MDS, LGL leukemia,
and other bone marrow failure BMFDC
subjects all share important features of
antigen activation.

An antigen is any peptide or protein viewed
by the immune system as a marker of infec-
tion. Antigen-activated LGL cells expand in
number and kill infected cells. When the
infection clears, other signals cause most
antigen-activated LGL cells to die. If the
LGL cells ignore the signal to die and the
number of antigen-activated LGL remains
high, then LGL leukemia develops.

Some LGL leukemia patients also have
MDS; however, MDS patients without LGL
leukemia can also have similarly high LGL
numbers. LGL leukemia patients often have
unique serum antibody profiles against
retrovirus antigens. So far, very little has
been published concerning a similar serum
antibody pattern in people with MDS.

Experts agree on the importance of retro-
virus antigens in the development of LGL
leukemia, yet it is extremely difficult to




AA&MDSIF to Serve on Panel Examining
Bone Marrow Transplants for MDS

MDS is a relatively unknown disorder, yet in the past sev-
eral years, great strides have been made in treating MDS.
Treatment options now include three different medica-
tions as well as bone marrow transplants. However, until
recently bone marrow transplants have not been given to
many people with MDS, partly because transplants tend
to be more difficult for older individuals. Now advance-
ments in transplant medicine have made transplants safer
and less risky, and some experts will offer bone marrow
transplants to patients in their 60s and 70s.

The American Society for Blood and Marrow Transplanta-
tion (ASBMT) was also concerned about the lack of insur-
ance coverage and had begun to take steps to sponsor

an evidence-based review of the scientific literature to
determine when a bone marrow transplant is—and when
it is not—appropriate for MDS. (The ASBMT has published
reviews for other diseases such as non-Hodgkin’s lym-
phoma, multiple myeloma, and acute lymphoblastic leu-
kemia in adults and in children.) A panel of experts in the

disease as well as a representative of a third party payor
group (e.g., an insurance company) and patient advocate
volunteers will participate in ASBMT reviews.

The ASBMT panel on MDS consists of Theresa Hahn,

PhD of Roswell Park Cancer Institute (chair); Steven Gore,
MD of Johns Hopkins University in Baltimore; Joseph H.
Antin, MD of the Dana Farber Cancer Institute in Boston,;
John M. Bennett, MD of the James P. Wilmot Cancer
Center at the University of Rochester in New York; H.
Joachim Deeg, MD of the Fred Hutchinson Cancer Insti-
tute in Seattle; Marcos De Lima, MD of the MD Anderson
Cancer Center in Houston; Lewis Silverman, MD of Mount
Sinai Medical Center in New York; Ronald Potts of Inter-
link Health; and Christin Engelhardt, the AA&MDSIF’s
Director of Patient Advocacy and Professional Programs.
Kathy Hepinstall of the MDS Foundation was later asked
to join the panel. The panel has already begun its work
which will take approximately nine months to complete. é

More Research (cont. from page 6)

pinpoint how the retrovirus actually contributes to the
development of the disease. Most antigen testing meth-
ods require many samples of blood, but in rare diseases
like MDS and LGL leukemia, there are simply not many
blood specimens to test. To get around this problem, con-
sortium researchers at the Hershey Penn State Cancer
Institute adapted a microscope-sized array slide to test
many different antigens at one time, using very small
amounts of blood serum. The most specifically recognized
array antigens were then organized to create a basic LGL
leukemia profile.

Recent reports coming from the BMFDC suggested that the
LGL cells of MDS and LGL leukemia patients are activated
against similar antigens. Dr. Nyland and her colleagues
thus wondered if MDS sera might show a similar response
to the LGL leukemia retrovirus antigens. To find out, they
tested sera from a few MDS patients alongside sera from
LGL leukemia patients, from normal donors, and from
donors with other diseases related to antigens. They discov-
ered that sera from the MDS and the LGL leukemia patients
reacted to the same set of antigens in a very distinct way.
The researchers discussed the possibilities that the few
randomly selected patients tested could be highly unusual
MDS patients or that the findings could represent some-
thing potentially important for many MDS patients. With the
input of the BMFDC and the encouragement of the consor-
tium’s principal investigator, Dr. Jaroslaw Maciejewski, Dr.
Nyland and her colleagues decided to investigate this discov-
ery more thoroughly and applied for pilot project funding.

The additional funds provided from the RDCRN will now
allow them to study more sera from MDS patients on the
LGL retrovirus antigen array. In addition to determining

which antigens are commonly reactive in MDS and LGL
leukemia, they should also identify antigens that are exclu-
sively reactive with MDS sera. The researchers want to see
how the higher LGL counts affect antigen reactivity profiles
in MDS and if these differences will be enough to identify
MDS patients with expanded LGL.

Identifying a common antigen for MDS and LGL leukemia
will make confirming the same antigen in aplastic anemia,
pure red cell aplasia, and paroxysmal nocturnal hemoglo-
binuria much easier to accomplish. Another exciting aspect
is that a common antigen represents a common target: for
drugs, vaccines, diagnostic testing, and screening. Pre-
liminary identification of MDS-specific antigens is equally
important. The researchers need this starting point to focus
more efficiently on understanding the combination of events
which cause some people to develop MDS instead of LGL
leukemia, or perhaps to develop MDS before LGL leukemia.

This research is another example of how the BMFDC ben-
efits people with bone marrow failure. While this pilot
project is limited to the specimens already on hand and is
not collecting any more samples, the specimens of all par-
ticipants in the BMFDC studies are tested as part of the
consortium research for basic seroreactivity properties. If
you are interested in participating in one of the three open
research studies, contact one of the study coordinators. (The
AA&MDSIF has a Patient Travel Fund for Clinical Trials to
assist potential participants with travel expenses, but once
you have been evaluated at a participating institution and
found to be eligible, the rest of the work can typically be
easily coordinated with your local physician, so there is no
need to constantly travel to the study site.) é

Page 7




Reminder: The National Institutes of
Health’s Bone Marrow Failure Disease
Consortium Is Still Recruiting Patients

As you may have read in the last issue of the news-
letter, the National Institutes of Health’s Bone Marrow
Failure Disease Consortium (BMFDC) is recruiting patients
around the country for several new approaches to treating
bone marrow failure. Currently several important clini-
cal trials are being conducted across the country at well
known hospitals by prominent researchers through the
BMFDC established by the National Institutes of Health
(NIH) in 2004. All the trials have been approved by experts
in research to make sure that the study is designed well
and that protections for patients are in place.

The BMFDC now has one clinical trial open for
patients with aplastic anemia and two trials open for
patients with MDS:

* 5403: A Phase I/II Trial of Sirolimus (Rapamune®)
and Cyclosporine in Patients with Refractory Aplastic
Anemia

* 5405: APhase I Study of Revlimid ® in Combination with
Vidaza® in Patients with Advanced Myelodysplastic
Syndrome (MDS)

* 5406: Mechanism and Response of Thymoglobulin in
Patients with Myelodysplastic Syndrome (MDS)

Patients interested in studies 5403 and 5406, espe-
cially patients who live near or who can travel to Los
Angeles, are particularly encouraged to inquire about par-
ticipating.

* For more information about clinical trials, visit
www.aamds.org/aplastic/patient clinical trial
or www.clinicaltrials.gov.

* For more information about the participating in one
of the trials, visit www.rarediseasesnetwork.epi.usf.
edu/bmfdc/takeaction/index.htm, or contact Leigh
Clark, AA&MDSIF Patient Educator, at 800-747-2820,
410-867-0242, or clark@aamds.org.

* You may also contact the research sites directly:
for the University of California Los Angeles, contact
Meenal Chalukya at 310-825-8091; for the Cleveland
Clinic, contact Manuel Afable, RN at 216-636-5504;
and for the H. Lee Moffitt Cancer Center in Tampa,
contact Jennifer Paleveda at 813-745-5413.

If you are eligible for a trial but do not live close to
the research site, the AA&MDSIF, part of the BMFDC,
offers travel assistance to clinical trials. In addition, there
are other resources that may assist you with any related
travel costs. ¢

As AA&MDSIF celebrates its 25th Anniversary by tell-
ing its story as a leading patient education, advocacy and
research organization for people facing bone marrow fail-
ure diseases, we would like to tell your story too.

Please take a few minutes at your computer or with
pen and paper, and tell us a story related to how you or
your loved ones are facing the issues related to having
aplastic anemia, MDS, PNH or other bone marrow fail-
ure disease. Whether funny or poignant, about yourself
or a friend facing illness and treatment, in tribute or in
memory of someone special, please share your thoughts
with us. Consider sharing how AA&MDSIF has been of
service to you, and reflecting on the changes you've seen
in knowledge, research and support for people with a
bone marrow failure disease.

Whatever story you choose to tell — yours, a loved
one’s or AA&MDSIF’s - your story will give meaning to our

My Story: An AA&MDSIF
25" Anniversary Project

anniversary celebration and hope to thousands who read
it. We ask you to keep your story to 100 words or less. Be
sure to include your name, address, daytime phone and
email address. All stories become property of AA&MDSIF
and are given with full rights to use for reprint on the
AA&MDSIF website or other publication.

We encourage you to share photographs, newspaper
articles, and original artwork that can help us illustrate
your story. Please note these items will not be returned,
so only send items we can keep and use. You can send
them by mail, or scan them into your computer and
attach them to an email.

Please send us your story by April 30, 2008. Thank you!

Email your story to mystory@aamds.org or send it to My
Story, AA&MDSIF, P.O. Box 310, Churchton, MD 20733. ¢

Page 8




2007 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 year 2007. We
honor all of our generous supporters, with additional thanks to those who gave $500 or more during the year.

Visionaries ($30,000+)

Alexion

Celegene Corporation
Herman Goldman Foundation
Novartis

Pharmion Corporation

PNH Research and Support Foundation

The Estate of Dorothy Shockley
Patrons ($10,000-$29,999)

Florentine Camenisch Trust
James L. Eichberg Foundation
Edward Raymond Kandel Trust
Linnie Cooper Foundation
Maui Mastermind LLC
Schering-Plough

Shizue Spielberg

Vibratex, Inc

Allen Womack

Mary Jo Woodward Trust

Benefactors ($5,000-$9,999)

Allen and Co.

Anonymous

Cantor Fitzgerald Securities

Even and Malama Collinsworth
Advised Fund

Dreier LLP

Robin Grapa and Patty Laatsch

Landen Foundation

James Macaleer

MGI Pharma, Inc.

New York Foundation for Medical
Research

John Reeber

Anthony and Briget Sanfilippo

Stephanie Vendig

Friends ($1,000 - $4,999)

AAMA of Canada

Lynn and Seth Abraham
ACBL Charity Foundation Corp.
Paul and Barbara Anik
Bonnie Bargstedt

Kim Bepler

Christina and David Beranek
Diane Boudalis

Joan and Gerard Carr-Gorman
Centurian Direct, Inc

Ardith Chism

John and Deborah Cook

John Corson

Judy Cottle

Coulter Trust

Carlyn Darby

Katharine Davidson

Karen Dillon

Marc Dreier

Rob Dressler

Chris and Maureen Durack

Richard Reed Elwyn

Howard Essig

Mary Farrington

Federated Dept Stores Foundation*

George and Eleanor Filowick

Ilene and Robert Fink

Rita Galletta

Gary and Diane Heavin Community
Fund, Inc.

Edward and Agata Gliwa

John and Mary Jane Griffith

Susan and Barry Griffith

Susan Grueneberg

Ralph and Sally Hamaker

Jeff and Karen Heft

Francis and Gunther Heussman

Home Box Office, Inc.

Neil and Allyn Horikoshi

IBM

INDUS Technology

ING*

Invesco

Curtis and Sally Jackson

Karen Jarrell

Abraham and Kimberly Kader, MD

Margaret Kates

Phillip Kenney

Keyspan

Jenny and Jason Kim

George Krueger

Mark Krueger

Donna Krystofiak

Kuma Trust

Glen Kunofsky

Rita Kunofsky

Judy Lam

Steve and Diane Liga

Vivian and Raymond Locke

Bryan Loewenthal

Jon and Liz Lorenz

Jim and Lois MacGillivray

John and Marie MacLean

William and Mary Ellen Madden

Robert Marsh

Nik Mendrygal

Merrill Lynch

Microsoft*

John Minelli

Karen Montag

Doris Moreland

Morgan Keegan and Company Inc

Novogradac Rivers Foundation

Shirley Olds

Jean Opatrny

Daryl Papp

Harold Raisler Foundation/
Dr. Jonathan Cohn

Debbie Rathke

Robin and Steven Reifinger

Douglas and Linda Robinson

Sidney and Phyllis Rodbell

Maryanne and Walter Rossi

Crawford Sandefur

John Schwartz

Robert and Lisa Simmons

Eaton and Lucy Smith

Michael and Mollie Smith

Meryl and Robert Sobel

Alan Steel

Carol Stewart

Henry and Marilyn Taub Foundation

The Community Foundation

The Musser Foundation

Thomas Family Foundation

Tonawanda Valley Federal

Credit Union

Robert Tozzoli

Mary Elaine and Javier Valenzuela

Sherrie Van Vliet-Jackson

Jessica Wakefield

Margaret and Jon Wakefield

Magie and Andrew Ward

Allen and Susan Weaver

West Will County Chapter

Judith Wilhelmy

Ray and Sue Winter

Donald and JoAnn Yahn

Kathleen Zach

Continued on page 10...
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2008 Special
Events to Benefit
AA&MDSIF

Celebration and fundraising
events are happening through-
out AAGMDSIF’s 25th Anniver-
sary year.

The national celebration will
occur on July 29th as the close
of the 2008 Patient and Family
Conference in Crystal City, VA
(just outside Washington, DC)
and the kick-off to the 2008
Advocacy Day on Capitol Hill.
Mark your calendar and plan to
join us for this special occasion;
everyone is welcome!

Local and regional celebra-
tions will occur throughout

the year as fundraising and
special events are planned by
AAEMDSIF families, friends and
communities. We encourage
you to let us know if you are
planning a special event to
benefit the programs, services
and research AA&MDSIF pro-
vides for patients and families
facing these life-threatening
diseases. Consider how you
could get involved, have fun,
raise funds and celebrate hope
whether as a tribute to a loved
one, or a celebration of hope
for those who live with aplastic
anemia, MDS, PNH or other
bone marrow failure diseases.

Whether you have an idea or
you need some help finding the
right event, for more informa-
tion call or email our develop-
ment director, Sandra Walter-
Steinberg at walter@aamds.
org. We are here to help you,
as you help AA&MDSIF provide
answers, support and hope for
thousands this year who call
upon us!

See Page 11 for a list of
events.
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Don and Anna Emerson

EMR Inc

Don and Judith Engel

Deborah Everdyke

Anna Faber

Sally Ferris

Mark Fielding

Peter Finder

Janice and Robert Gale

Dennis Garza

Patricia and Robert Gawne

Shirley Gegenheimer and
Shirley Beal

Tony and Pat Gioia

Brian Gold

Dorothy Goldmeier

Leonard Gordon

Gwen Haertling

Lorraine Halls

Bill and Stephanie Hamm

Hannigan Engineering, Inc.

David Highbaugh

Cynthia and Dave Hill

Jean Hopeman

In honor of John Huber-
AAMDSIF Board of Directors

Igive.com

Kyle Inglis

Mary Lou Iserson

Curtis Jackson

J P Morgan Chase*

Johnson and Johnson
Family of Companies*

Michael Jones

Yancey Jones

Robert Kaplan

Susan Kass

Margaret Kates

Rhoda Katz

Dorothy Kelso

Tom and Leanna Kennedy

Charles Kory

Marilyn and Robert
Kostelnik

Andy and Ann Kronk

Michael and Joan Lancellot

Mabel Lane

Barbara Lohff Gloss

Jeffrey and Nicole Lubin

Susan Luckman

Charles and Merrilee
Mancuso

Edgar Mandeville, MD

Robert and Rosalie Martinez

Mass Mutual

Brian Matsui

Patrick and Blair McDuff

Edward and Patricia McIntire

Robby McKetta

Brian and Nancy Meehan

William Mercer

Humberto Moreno

Diane Morris

Patricia and Lawrence Muzerall

Tim and Jennifer Nalepinski

Linda Nelson

Bill Nottingham

Oliver O’Connell

Janet and Kevin O’Leary

Oxford Development
Company

Lucille Plisch

Catherine Polcen

Jane Polcen

John Powers

Allen and Jewel Prince

Prudential Foundation*

Jeanne Raisler Estate

Mort and Rose Reitman

Mark Richter

Rainer and Fangyun Richter

Michelle Rinaldi

Elsa Roberts

Blair Rose

Diane and Robert Rosenfeld

Roxanne Ruggles and
Steve Morgan

Bruce and Sandra Rule

Jack and Judith Ryder

Sabre Holdings*

Harpal and Shaheen Sadhal

SAP*

Elizabeth Schleuning

David J Schmit

Niranjana Shah

Steven Simmons

Jock Smith

Cathy and Paul Spiegel

Ranee Stile

Sabato and Adele Stile

William and Jane Theroux

EJ Treadway

Kathleen and Paul Ulrich

Katharine Van Rite

John and Francs Varden

Thomas Watson

Carl Weizenecker

Wellington Power Corporation

John Werner

Kemper and Allison Wharton

Lois and Jerry Wilson

Paul Woodford

Charles and Nancy Wright

Jesse Yang

Young Foundation

Leonard Yowell
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2007 Honor Roll of Donors

In-Kind Gifts

Thanks to those companies and individuals
which provided needed goods and services to
AA&MDSIF directly without compensation.

4Imprint for Promotional Products

Doyle Printing through Rob Ditoto for
Auction Items

IBM through Neil Horikoshi for
Computer and Printer Products

James Bentel for providing Auction Items

Stephen King for providing a Digital
Camera and Case

Designated Program Funds

Major support has been provided by
family and friends to support special
programs and medical research through
AA&MDSIF. We thank them all for their
extraordinary commitment and resources
to advance the understanding of aplas-
tic anemia, MDS, PNH and other bone
marrow failure diseases.

Harry Carson Scholarship Fund

Holly Cataldo Research Fund

Trinity Ewert Research Fund

Emily Kass Research Fund

Caitlyn Langley Research Fund

Mary Pat Madden Grieshaber Research
Fund

Mary Lou Palacio Research Fund

Harold Spielburg Research Study

Torry Yahn Research Fund

Amber Lynn Wakefield Research Fund

y

™

THANK YOU!!!

Special Fundraising Events

Special thanks to those patients, parents
and friends who organized special fund-
raising events in 2007 across the country.
We acknowledge the time and commitment
of everyone who raised money on behalf of
AA&MDSIF programs, and are pleased to
also acknowledge those events that raised
$1,000 or more in net proceeds and direct
contributions during 2007.

Patrons $10,000-$29,999

Annual Chicken Barbecue and Benefit Auc-
tion to benefit the Torry Yahn Research
Fund Churchville, NY

Mini Maui Wealth Weekend to benefit the
Trinity Ewert Research Fund
Carson, CA

Play Golf for Life Tournament in Memory
of Ali Kaplan-Richmond, VA

Benefactors $5,000-$9,999

Caring Car Cruise to benefit the Holly
Cataldo Research Fund -Greensburg, PA

Beef and Beer Event in memory of
Michael Farreny -Cherry Hill, NJ

Judy Joyce Memorial Golf Tournament
-Woonsocket, RI

Middlesex Century 100 Miles for
AA&MDSIF in memory of Samuel
Jordan -Maynard, MA

Our Hike for Bone Marrow Disease-Robin
Grappa and Patty Laatsch -Oshkosh,WI

Caitlyn’s Cruise Poker Run in honor of
Caitlyn Langely -Joliet, IL

Friends $1,000-$4,999

S Mile Walk for MDS in memory of
Harold Adams -Sharon, VT

Catherine Maclean’s Craft Fair -South
Hamilton, MA

Spring Creek Motocross in memory of
Donny Schmit -Millville, MN é

Every effort has been made to accurately acknowledge all
contributors of $500+ who gave between January 1 — December 31,
2007. We apologize for any errors inadvertently made, and ask you

to let us know if there are any by emailing bast@aamds.org or
calling our office.

Upcoming Events

June 2008

2nd Annual Play Golf For Life
Tournament in Memory of Ali
Kaplan

Richmond, VA

6/2/2008

Caitlyn’s Cruise Poker Run in
honor of Caitlyn Langely

Joliet, IL

10th Annual Chicken Barbeque
and Auction to benefit the
Torry Yahn Research Fund
Churchville, NY

6/8/2008

Judy Joyce Memorial Golf
Tournament

Woonsocket, RI
6/20/2008

Inaugural Ron Shifrin
Celebrational Golf Tournament
Rockville, MD

6/30/3008

July 2008

AA&MDSIF 25th Anniversary
National Celebration

Crystal City, VA

(greater Washington, DC area)
7/29/2008

5 Mile Walk for MDS in
memory of Harold Adams
Sharon, VT

August 2008

Riding 100 Miles for
AA&MDSIF in memory of
Samuel Jordan
Maynard, MA

Spring Creek Motocross in
memory of Donny Schmit
Millville, MN




Join the AA&MDSIF Guardians of Hope

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 inter-
est and commitment to providing education, service and research for those facing bone marrow failure
diseases.

Ask your attorney to include this paragraph, specified to your gift preferences, in your Will:

I give, devise, and bequeath $ (amount) or %(percentage) to the Aplastic Anemia
& MDS International Foundation (AA&MDSIF), PO Box 310, Churchton, MD, 20733, a not-for-
profit 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 recog-
nize 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 specific use, please call our Development Director, Sandra Walter-Steinberg at 301-279-7202 x104 or

email her at walter@aamds.org.

A Aplastic Anemia & MDS International Foundation Nonprofit Org
' P.0. Box 310, Churchton, MD 20733 U.S. Postage
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