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The MDS Foundation Moves Forward
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From the Guest Editor’s Desk

Iron Overload and Its Management in MDS
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Why is it that MDS Patients
Develop Iron Overload?

Patients with MDS accumulate iron by
two different mechanisms. On the one hand,
iron absorption in the gut is increased
because ineffective red blood cell production
in the bone marrow generates a long-
distance signal which continuously stimulates
duodenal mucosa cells to take up more iron
than usual. However, the main cause of iron
overload in MDS is chronic transfusion
therapy. With every unit of packed red
blood cells (RBC), the patient receives
200-250 mg of iron. As the normal daily
losses, and therefore the normal daily
requirement, is only 1-2 mg, a single RBC
unit meets the demand of about half a year.
Since excess iron cannot be actively
excreted, iron overload ensues.

Does it Matter?

Iron is an essential nutrient which is
needed for a variety of important cellular
functions. So why should it be a disadvantage
to have a lot of iron on board? The dictum
“Only the dose keeps any substance from
being a poison” (Paracelsus) is true of iron
as well. Its toxicity in high doses comes from
its ability to react with molecular oxygen,
transferring electrons to it to create inter-
mediate oxygen species, which in turn, in
the presence of iron, cause yet other highly

reactive radicals to come into being. These
can attack lipids, proteins, and DNA, inducing
cellular damage that ultimately becomes
clinically manifest as organ dysfunction.

Iron is not dangerous if held in the storage
molecule ferritin or bound to the transport
protein transferrin. Once the storage and
transport capacities of these molecules are
exceeded, however, non-transferrin-bound
iron (NTBI) begins to appear in the blood
plasma. The redox-reactive part of NTBI,
known as labile plasma iron (LPI), is rapidly
taken up into cells. When the intracellular
pool of LPI becomes too large, its effects can
no longer be buffered by the cell's
antioxidative mechanisms, and the formation
of radicals ensues.

Clinical Consequences
of Iron Overload

Most of our knowledge of the clinical
consequences of iron overload comes from
two diseases, namely hereditary hemo-
chromatosis (HH) and thalassemia major.
Patients with hereditary hemochromatosis
develop iron overload from dysregulated, i.e.
permanently increased, iron absorption in
the gut. Iron slowly but steadily accumulates
in several organs, particularly in the liver,
pancreas, and heart, where it causes organ
damage that can lead to liver cirrhosis,
diabetes mellitus, and cardiac disease. It
often takes several decades until the clinical
sequelae of HH manifest themselves. The
development of complications is more
dramatic in patients with thalassemia major
who develop iron overload mainly from
chronic transfusion therapy starting in early
childhood. When iron chelators where not
yet available, most patients with thalassemia
major died in their second or third decade of
life from intractable heart failure, attributable
to cardiac iron overload.’

One could argue that certain conse-
quences of iron overload, such as hepatic
cirrhosis, do not have time to become severe
in MDS because patients do not live long
enough, due to their bone marrow disease
and age-related comorbidities. Indeed, while
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liver iron content is often greatly increased,
full-blown liver cirrhosis is rare in patients
with MDS.

What about diabetes? A retrospective
analysis in a large US Medicare database
showed that diabetes occurred significantly
more frequently in MDS patients than in the
overall Medicare population, which might
be due to transfusional iron overload and/or
older age. Unfortunately, the controls were
not age-matched. However, the increased
frequency of diabetes was only found in
MDS patients who received RBC transfusions,
not in those who were transfusion-
independent, which argues for a role of
transfusional iron overload.

What about cardiac problems? Cardiac
failure is also more frequent in transfused
MDS patients.>* However, besides iron
overload, confounding factors like age-
related cardiac disease or chronic anemia
come into play. Anemia necessitates an
increased cardiac output, which puts
additional strain on the heart. It is difficult to
say to what extent transfusional iron overload
is responsible for cardiac problems in
patients with MDS. Only a minority of
chronically transfused MDS patients have
substantial cardiac iron overload as assessed
by magnetic resonance imaging. However,
there are data from animal studies
suggesting that cardiac dysfunction may
occur at lower tissue iron concentrations
than liver dysfunction.® Furthermore, the
amount of iron accumulated in the heart may
not be the only determinant of iron-related
cardiac damage. Repetitive or continuous
exposure to labile plasma iron may be
another important factor, and the hearts of
elderly MDS patients may be particularly
vulnerable to this cause of oxidative stress.
The relevance of non-transferrin-bound iron
is underscored by clinical experience in the
field of thalassemia major. Patients with
thalassemia who develop cardiac failure can
be rescued by intensive chelation therapy
before much iron has been removed from the
heart. This suggests that substantial clinical
benefit can be derived from detoxification of
non-transferrin-bound iron.



Besides damage to the liver, heart, and
pancreas, other potential consequences of
iron overload have recently been emphasized,
namely increased susceptibility to infections,
accelerated leukemic transformation and
increased morbidity and mortality related to
allogeneic stem cell transplantation.®
While it is still speculative that iron-related
oxidative stress aggravates genomic
instability of bone marrow cells in MDS
and thus promotes clonal evolution to AML,
an unfavourable impact of iron overload on
transplantation outcome is widely acknowl-
edged. Allogeneic stem cell transplantation
is associated with disrupted iron recycling.
After intensive conditioning chemotherapy,
red cell precursors in the bone marrow are
lacking for a while. Therefore, large amounts
of iron usually taken up by maturing red
cells no longer find a recipient. This causes
rapid saturation of serum transferrin and
appearance of non-transferrin-bound iron.”
Besides causing oxidative stress, the
surplus iron promotes the growth of
infectious agents.

Does Iron Overload Compromise
the Survival Expectancy of
Patients with MDS?

If iron overload is harmful, it should be
associated with a decreased likelihood of
survival. While this is clearly the case in
patients with thalassemia major, it has not
been proven beyond doubt in patients with
MDS. We know very well that chronic
transfusion therapy in MDS is associated
with shorter survival.® However, this may
have several causes. On the one hand,
transfusion-dependent patients may develop
clinical complications of iron overload. On
the other hand, transfusion dependency
indicates severe bone marrow disease that
may cause complications not related to iron
overload. Furthermore, transfusion depen-
dency reflects chronic anemia which can
also be detrimental. On multivariate analysis,
it has been shown that even after transfusion
dependency has been taken into account,
iron overload with a serum ferritin above
1000 pg/l remains an independent

unfavourable prognostic factor.® It might be
argued that serum ferritin (SF) is not a
reliable indicator of iron overload because it
is also influenced by inflammatory conditions.
However, by and large, there is a good
correlation in MDS patients between ongoing
transfusion therapy (causing progressive iron
loading) and rising levels of serum ferritin.™

Does Iron Chelation Therapy
Improve the Survival Expectancy
of Patients with MDS?

If iron overload causes clinical compli-
cations that decrease the likelihood of
survival in MDS, iron chelation therapy
should do the opposite. This was indeed first
suggested by a small retrospective series
from Canada,' then corroborated by a
larger study from France,' and recently
underscored by a matched-pair analysis
from the Dusseldorf MDS Registry.'® These
studies consistently show that patients with
lower-risk MDS who receive iron chelation
therapy fare significantly better than those
who remain untreated. However, one must
be aware of a problem that is common to all
these retrospective studies. As the decision to
chelate was not randomized, it is impossible
to exclude that patients may have been
more likely to receive iron chelation if, based
on unmeasurable factors, their physicians
considered them to have a good prognosis.
This potential bias can only be avoided by a
prospective randomized placebo-controlled
trial. Such a trial is about to start, with 630
MDS patients at 126 centers.

Gurrent Recommendations

Guidelines for the management of iron
overload in MDS are currently based on a
low level of evidence and usually make
inferences from the more established field of
thalassemia major. Nevertheless, a number
of consensus statements and practice
guidelines have been developed by various
groups to outline best practice.’?? These
guidelines vary somewhat in their recommen-
dations for initiating iron chelation therapy
and strategies for the ongoing management
of iron overload.?® Overall, they favor starting
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treatment if more than 20 blood transfusions
have been given and serum ferritin levels
exceed 1000—2000 ng/ml, recommending
serum ferritin levels be maintained below
1000 ng/ml. There is general agreement
that the MDS patients most likely to
benefit from chelation therapy are those
who have a good survival expectancy
according to the WHO classification system
and the International Prognostic Scoring
System (IPSS).

Besides preventing organ damage, iron
chelation therapy may achieve improved
bone marrow function in a proportion of
transfusion-dependent MDS patients. This
was clearly seen in a study of intensive
treatment with deferoxamine®* but also
observed in some patients (7%) participating
in a recent clinical trial with deferasirox.?®
However, such responses seem to be
unpredictable.

Most of the previous guidelines
recommend deferoxamine (DFO) for iron
chelation, while those published more
recently also recommend the use of
deferasirox (DFX). Clinical trials with MDS
patients showed that deferasirox reliably
achieves a negative iron balance if the
dosage is properly adapted to the intensity
of the npatient’s transfusion regimen.
Dosages of 20 to 30 mg/kg/d are usually
adequate, but 40 mg/kg/d may be required
in heavily transfused patients.® It should be
noted that deferasirox treatment is less well
tolerated in elderly MDS patients when
compared with typically young thalassemia
patients.?” Diarrhea is the most common
side effect, which can usually be managed
by dose reduction but sometimes necessitates
discontinuation of the drug. A significant rise
in serum creatinine occurs in approximately
25% of MDS patients, but progressive
increases can be avoided with appropriate
dose reductions. Patients should not be
treated with deferasirox if they have a glom-
erular filtration rate of less than 40 ml/min.
With decreasing serum ferritin levels,
elevated liver enzymes usually also
decrease, suggesting that successful
removal of iron by deferasirox leads to



diminished iron toxicity in the liver. However,
there have been reports of patients who
suffered renal impairment, including failure,
hepatic impairment, including failure, or
gastrointestinal hemorrhage during treat-
ment with deferasirox. In some reported
cases, these reactions were fatal. Therefore,
a respective boxed warning was recently
placed on the package insert of deferasirox.
These reactions were more frequently
observed in patients with advanced age,
high risk MDS, underlying renal or hepatic
impairment or low platelet counts
(<50x109/L). Deferasirox therapy requires
close patient monitoring, including labora-
tory tests of renal and hepatic function.

Conclusions

Iron chelation therapy has become much
easier with the advent of the oral iron
chelator deferasirox. To avoid indiscriminate
use of the drug, current guidelines should be
followed which, admittedly, are not based on
rock-solid evidence but reflect the common
sense of experienced physicians who took
into consideration (1) the toxicity of iron
overload, (2) the life expectancy of MDS
patients which influences the likelihood of
developing iron-related complications, and
(3) potential side effects of chelation therapy.
To put it in a nutshell, iron chelation therapy
(ICT) should be used judiciously: patients
most likely to benefit from ICT are those with
a good prognosis who yet require regular
blood transfusions. One should also consider
ICT in patients who have pre-existing cardiac
disease that may render them particularly
vulnerable to the toxic effects of iron
overload. There is also a strong rationale for
using ICT in MDS patients undergoing
allogeneic stem cell transplantation.?
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News From The Foundation

The MDS Foundation Announces Its New Headquarters in Yardville, NJ

The staff of The MDS Foundation (L to R): Nancy Mrzljak, Janice Butchko, Tracey Iraca, The Foundation is moving forward with exciting plans to provide
Sue Hogan, Deborah Murray, Audrey Hassan. services more effectively and efficiently from its new location.

The MDS Foundation
4573 South Broad Street, Suite 150 e Yardville, NJ 08620 USA
Within the US: 800-MDS-0839 » Outside the US: 609-298-1035 * Fax: 609-298-0590
E-mail: patientliaison@mds-foundation.org

Now on facebook and twitter!

The MDS Foundation is now on Facebook and Twitter. Sign up to connect with us now! Keep up to date on all the news, events and
happenings with the Foundation.

To find our page on Facebook, type “The MDS Foundation” in the search box located in the top
right corner. Once you are there, become a fan to receive updates. Then in the top left corner click
the “more” button then “suggest to friends” and send to all your friends.

facebook.

When the Page is updated with current Foundation information, a notice is sent to all the fans newsfeeds. The Page also allows for Fans
to leave comments for others to read or begin a topic in a Discussion Forum.

Twitter is a free service that lets you keep in
touch with people through the exchange of
quick, frequent answers to one simple
question. Follow us on Twitter at http://twitter.com/MDSFoundation to start
receiving the MDS Foundation’s tweets.

We hope to see you on the web!

OUR SITE TO SEE!

www.mds-foundation.org




“helping you give hope...”

FOUNDATION INITIATIVES FOR 2010 & BEYOND...

= WORLDWIDE PATIENT
QUALITY-OF-LIFE FORUMS

= WORLDWIDE PATIENT
SUPPORT GROUPS
= US NURSING ADVISORY BOARDS

= EU NURSING ADVISORY BOARDS

MDS FOUNDATION
RESOURCE CENTER

Understanding MDS -

A Primer for Practicing Clinicians

A CME/CE 8-Part Series for Physicians,
Nurses, and Pharmacists

Written programs available in English,
Spanish, French, ltalian, German, Japanese.

SPANISH FRENCH ITALUAN GERMAN JAPANESE

BECOME A CENTER

OF EXCELLENCE IN
MDS MORPHOLOGY
VIRTUAL
MICROSCOPY
IN MDS-AML:
£ | THEKEY TO
ENHANCING
CLASSIFICATION
A CME Series
Visit www.mds-foundation.org and
click on The MDS Foundation Resource
Center to take advantage of these and
other comprehensive programs designed
to provide you with tools and information
that will assist you in administering the
best care to your patients.

ADDITIONAL PROGRAMS

» Keys to Identifying Patients at
High Risk for Bone Marrow Failure
Syndromes: Is it MDS?

» MDS Practice and Treatment Survey
available for US and EU Physicians
and Nurses

» Patient Questionnaires

INTERNATIONAL
WORKING GROUPS

These Working Groups are funded by
the Foundation and focus on moving
disease knowledge forward by
developing essential information
through innovative research.

» International Working Group on
MDS Morphology

» International Working Group on
MDS Cytogenetics

» International Working Group on
Quality of Life in MDS

» International Working Group for
Prognosis in MDS

THANK YOU TO OUR
SPONSORS FOR THEIR
SUPPORT THROUGH
EDUCATIONAL GRANTS

The Foundation’s work is supported
by grants from:

G €
Celgene 659
N

@IaxoSrwwiélwl(rwe

logy

Uy NOVARTIS

ONCOLOGY

€29 MSD ONCOLOGY

AMGEN

/ Centocor Ortho Biotech Inc.

VISIT OUR WEBSITE AND LINK TO OUR
EDUCATIONAL RESOURCE CENTER:

www.mds-foundation.org

Purchase MDS Awareness Pins

‘A Mids -»foundo’rion}

The MDS Foundation has enameled
lapel pins for you to wear with pride and
to increase public awareness about
MDS. The pins are available in either a
rectangular or circular design with a
$3.99 donation to The MDS Foundation.

To order your pins, call 1-800-MDS-0839.

The pins were created especially for the MDS Foundation to
contribute to the effort to help people worldwide living with
MDS. Your donation will help increase awareness of this little
known disease, which is the most common of the hematologic
malignancies. Please ask your family and friends to wear these

pins in support of our mission!

\ Join the Journey to Hope

N
) més)

Join the
Journey
to Hop




Drug News

ANNOUNCEMENT FROM EISAI INC.

FDA Approves Five-Day

Dosing Regimen for Dacogen®
(decitabine) for Injection,
Offering a New Outpatient Dosing
Option for Myelodysplastic
Syndromes (MDS)

Woodcliff Lake, NJ (March 11, 2010) —

Fisai Inc. announced that the U.S. Food
and Drug Administration (FDA) approved a
five-day dosing regimen for Dacogen®
(decitabing) for Injection to treat patients
with myelodysplastic syndromes (MDS), a
group of bone marrow diseases that alter
the production of functional blood cells.

The new dosing regimen is administered
to patients in an outpatient setting with a
reduced infusion time compared to the
originally approved dosing schedule. The
new regimen will be administered at a dose
of 20 mg/m? continuous intravenous (IV)
infusion over one hour repeated daily for five
days per cycle. The cycle is repeated every
four weeks.

The previously approved Dacogen®
three-day regimen is administered in an
in-patient setting at a dose of 15 mg/m®
continuous IV infusion over three hours
repeated every eight hours for three days
per cycle and repeated every six weeks.

The approval was gained by the
submission to the FDA of three open-label,
single-arm, multicenter studies conducted
to evaluate the safety and efficacy of
Dacogen® in MDS patients with any of the
French-American-British (FAB) subtypes. In
one study, 99 patients with International
Prognostic ~ Scoring  System  (IPSS)
Intermediate-1, Intermediate-2, or high-risk
prognostic scores received Dacogen® by IV
infusion at a dose of 20 mg/m? continuous
IV infusion over one hour repeated daily for
five days per cycle. The cycle was repeated
every four weeks.

If myelosuppression was present,
subsequent treatment cycles of Dacogen®
were to be delayed until there was a
hematologic recovery.

The Dacogen® study results, based on
International Working Group 2000 Response
Criteria, showed that patients experienced
an overall response rate (ORR) of 16 percent
(complete remission [CR] of 15 percent and
a partial response [PR] of 1 percent). In
addition, the median time to (CR+PR)
response was 162 days and the median
duration of (CR+PR) response was 443
days. These results were consistent with the
results of the Phase Il controlled trial. The
highest incidences of Grade 3 or Grade 4
adverse events in the Dacogen® arm were
neutropenia (37%), thrombocytopenia (24%),
and anemia (22%).

The two approved dosing regimens of
Dacogen® offer doctors and patients the
flexibility of choosing the most appropriate
dosing regimen for an individual patient.

ANNOUNCEMENT FROM CELGENE CORP.

Celgene Corp (CELG: News):
Health Canada Has Approved
VIDAZA, an Important Treatment
Option for Advanced Forms of a
Group of Serious Blood Cancers

Summit, NJ (December 10, 2009) —

According to the company, the pivotal
clinical trial, AZA-001 demonstrated that the
two-year survival rate almost doubled with
VIDAZA treatment compared to conventional
care regimens. This data prompted the Joint
Oncology Drug Review, the interprovincial
body that reviews and makes listing
recommendations for cancer drugs, to grant
VIDAZA priority review status—only the
second such designation to be granted
this year.

The company also noted that VIDAZA will
be commercially available in Canada in
January 2010.

Thank You to Our
Pharmaceutical
Supporters

We would like to thank our
pharmaceutical supporters for their
commitment to the Foundation and its
work. They have contributed in the
form of educational grants, which
maintains not only this newsletter
but also the development of the
MDS homepage on the World Wide
Web, the Center of Excellence
program, continuing medical education
programs, the Patient Registry,
and the dissemination of patient
information.

Patient Referrals

Myelodysplastic syndromes can be
difficult to diagnose and treat. It is
important for both patients and their
families to know that optimal treatment is
available and that quality of life can be
enhanced.

If you would like information about
treatment options, research, or quality of
life, we would be glad to help. The
Foundation offers a variety of patient
services, including preferential referrals to
the Foundation’s MDS Centers of Excellence.
We can also help identify physicians and
centers to support you if you are travelling
and need assistance.

Please contact us at:
1-800-MDS-0839

Outside the US please call;
+44 20 7733 7558

You can visit our website at:
http://www.mds-foundation.org.



ANNOUNCEMENTS FROM MDS FOUNDATION

The MDS Foundation Says Newly
Published Study Finds Vidaza®
Prolongs Survival in Acute
Myeloid Leukemia

Publication Could Encourage
Physicians to Offer Treatment to
Patients with this Difficult Gancer

Crosswicks, NJ (February 2, 2010) —

The Myelodysplastic Syndromes (MDS)
Foundation says a study published this week
in the Journal of Clinical Oncology concludes
VIDAZA (azacitidine) “prolongs survival and is
well tolerated” in patients with acute myeloid
leukemia (AML)—an aggressive form of
leukemia that in many cases progresses
from MDS. The study looked at older patients
with a median age of 70. These are patients
who have had “no truly adequate
treatments,” however the study found that
half of the patients treated with VIDAZA
survived at least two years, compared to only
16% of patients who received conventional
care. Nearly 13,000 AML patients are
diagnosed each year in the United States.

“This is encouraging news for patients
with AML, an aggressive, difficult to treat
cancer where median survival is less than
one year,” said Kathy Heptinstall, Operating
Director of the Myelodysplastic Syndromes
Foundation. “Currently, as documented by
an editorial in the same journal, a large
portion of older AML patients are offered
only supportive or palliative care. We would
hope that publication of these encouraging
results will spread the word and help change
the approach to treatment.”

The study also found that VIDAZA helped
reduce the need for blood transfusions that
are often required in AML. 41% of patients on
VIDAZA achieved transfusion independence,
compared to only 18% receiving conventional
care. VIDAZA treatment also significantly
reduced the number of days spent in the
hospital, and reduced serious infections.

The findings come from a subset of an
international study of VIDAZA that previously
demonstrated improved survival in patients

with higher-risk MDS. Both MDS and AML
are malignant conditions of cells in the bone
marrow. Previously, the National Compre-
hensive Cancer Network recommended
VIDAZA and DACOGEN® as treatment
options for AML patients over 60 years old.

The MDS Foundation Says
NICE Decision Against Vidaza®
Denies Essential Treatment
Option and Denigrates the
Value of Patients’ Lives

VIDAZA is the Only Licensed Drug Shown
in Clinical Trials to Improve Survival

Crosswicks, NJ (March 4, 2010) —

The Myelodysplastic Syndromes (MDS)
Foundation today issued a statement highly
critical of a decision not to make the only
drug approved by the European Medicines
Agency (EMA) for MDS available to UK
patients. MDS is a malignant bone marrow
disease with a median survival of less than
one year that can also progress to an
aggressive form of leukemia called AML.
VIDAZA (azacitidine) is crucial to the
treatment of this disease, especially for
MDS patients over the age of 65 who are
not eligible for bone marrow transplants—
the majority of MDS patients. Despite this
critical need, the National Institute for
Health and Clinical Excellence (NICE) in the
UK issued a final ruling saying that VIDAZA
should not be funded because NICE claims
it is not cost-effective.

“This negative appraisal of VIDAZA from
NICE denies MDS and AML patients access
to the only drug proven to prolong their lives.
It is an affront to all patients with
haematological malignancies and devalues
their very existence,” said Kathy Heptinstall,
Operating Director of the Myelodysplastic
Syndromes Foundation. “In addition to
prolonging life, VIDAZA has also been shown
to improve the quality of life for MDS
patients, many of whom have no other
treatment options.”

Specifically, the MDS Foundation notes:

m VIDAZA is the only drug available in the
UK to significantly extend survival for
higher-risk patients with MDS, based on
the largest international study in this
disease category

® VIDAZA delays progression to AML

® VIDAZA improves quality of life for many
patients by eliminating the need for
frequent blood transfusions that can
themselves lead to serious side effects
including iron overload

m VIDAZA is approved and reimbursed in
nearly 30 countries worldwide

Cost Issues:

The MDS Foundation also challenged
the NICE assertion that VIDAZA is not
cost-effective. The foundation says NICE
compared VIDAZA to low-cost palliative
care and transfusions instead of to
chemotherapy which is more expensive,
although less tolerable. In so doing, the MDS
Foundation believes NICE failed to act fairly
in accordance with its own appraisal
procedures and violated last year's policy
change specifically intended to allow greater
access to life-extending medicines.
Regardless, the number of MDS patients
requiring VIDAZA treatment is small, less
than 700 per year in the UK, so VIDAZA
would not have a major budget impact.

“We have seen VIDAZA transform patients’
lives from a debilitating state to an active,
normal life where they can once again be a
contributing member to their families and to
society,” said David Hall, Chairman of the
MDS UK Patient Support Group and an MDS
patient. “We join the MDS Foundation and a
group of patient advocacy organizations in
expressing both anger and disappointment in
the NICE decision to deny patients the care
they so desperately need.”

The MDS Foundation and the MDS
Patient Support Group will work with both
NICE and the drug’s manufacturer, Celgene,
to appeal and ultimately to attempt to
reverse this negative decision.



MDS Young Investigator Grants Program

Young Investigator
Grants Award
Presentation

The MDS Foundation presented its fifth
annual Young Investigator Grants Award
Presentation held in conjunction with the
American Society of Hematology 51st
Annual Meeting and Exposition in New
Orleans, Louisiana. The Grant Review
Committee headed by Stephen Nimer, MD of
Memorial Sloan-Kettering Cancer Center
and member of the Foundation’s Board of
Directors, selected Dr. Andrew Finch’s grant
submission entitled “The Role of p53
Pathway in the Pathogenesis of Shwachman
Diamond Syndrome” and Dr. Ramon Tiu’s
submission entitled “TET2 Mutations as
Marker of Epigenomic Instability in MDS:
Therapeutic Implications.” As this year’s
recipients, each will be awarded a $50,000
grant for continued research.

The Young Investigator Grants program
was initiated in 2004 to provide assistance
to outstanding Young Investigators who are
committed to furthering the research into
the causes and treatment of MDS.

Sign Up for MDS
Essentials E-News

The Foundation has created an
electronic E-Newsletter to provide
healthcare professionals and
patients from around the world
with timely information in a cost-
effective manner. The MDS
Essentials E-Newsletter is the
electronic version of our quarterly
newsletter. Receive up-to-date
information on clinical trials,
research, and news by simply
subscribing online at:

www.mds-foundation.org
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Meeting Highlights and Announcements

On behalf of the MDS Foundation and our Board of Directors, thank you for joining us for our recent Satellite Symposia:

THE AMERICAN SOCIETY OF HEMATOLOGY 515" ANNUAL MEETING & EXHIBITION

Effective Therapeutic
Decision Making in
MDS: Improving
Patient Outcomes
and Quality of Life

Ernest N. Morial
Convention Genter
New Orleans, Louisiana
December 4, 2009

The MDS Foundation held its 12th
consecutive satellite symposium on Friday
preceding the American Society of
Hematology’s annual meeting. This
symposium, entitled “Effective Therapeutic
Decision Making in MDS: Improving Patient
Outcomes and Quality of Life,” was chaired
by Dr. John M. Bennett of the University of
Rochester in New York.

This program provided participants with
the opportunity to not only learn about the
most recent changes to the scientific
knowledge of MDS but to match their clinical
knowledge of MDS with that of a panel of
experts in MDS diagnosis, therapy, and
quality of life. Accurate diagnosis,
stratification of MDS patients, treatment
choices, and assessment of therapeutic
results (including quality of life issues)
provide everyone involved in treating MDS,
including this expert panel, with continuous
challenges to optimization of outcomes. The
expert panel presented a series of ‘real life’
cases to the attendees coupled with brief
scientific updates that may affect the
therapeutic choices of the participants.
Verbal interaction and electronic decision
making allowed for full participation by the
audience and provided them with the
opportunity for challenging discussions with
the experts and other participants regarding
options in treatment and the potential
effects on patient outcomes.

® High-risk MDS: Traditional Treatments
and Advanced Therapeutic Options
Lewis R. Silverman, MD

® [ssues in Transplant: Early versus Late
H. Joachim Deeg, MD

® What is the Patient’s Reality?
The View from the Other Side
David Cella, PhD

Ernest N. Morial Convention Center

The topics and international faculty for this
symposium included:

EFFECTIVE THERAPEUTIC
DECISION MAKING IN MDS:
IMPROVING PATIENT OUTCOMES
AND QUALITY OF LIFE

| s sdcunciation

= Evolution in the Prognostic Systems
in MDS: What Does that Mean in
Terms of Diagnosis and Staging?
John M. Bennett, MD

= Anemia—How Do You Treat It? The
Low-risk Patient at Risk for Rapid
Progression
Moshe Mittelman, MD

TOE TRETTENT

-OF-LIFE FORUMS

WIDE PATIENT
RT GROUPS

RSING ADVISORY BOARDS
RSING ADVISORY BOARDS

For a copy of the DVD-ROM containing the video and
slide  presentations from this Symposium, please
contact the MDS Foundation at 1-800-MDS-0839 or
visit our website, www.mds-foundation.org.

BECOME A CENTER OF EXCELLENCE ADDITIONAL PROGRAMS VISIT OUR WEBSITE AND LINK TO OUR
- ke

S 7 EDUCATIONAL RESOURCE CENTER:
Z it MoS? www.mds-foundation.org

hUNDATION RESOURCE ©

sssss

.......

mds e

The Foundation has participated at ASH for twelve consecutive years by hosting its booth for physician
attendees. Our booth is well stocked with all of our MDS educational resource publications including our
CME accredited CDs. Physicians from every corner of the globe took advantage of our translated
materials and those who freat patients with MDS were surveyed on their practice and treatment
practices which will provide crucial information for development of future educational initiatives.
(Pictured left to right) Audrey Hassan, Nancy Mizijak, Sandra Kurtin (MDSF Nursing Advisory Board),
Susan Hogan, and Erin Demakos (MDSF Nursing Advisory Board).
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MDS MISSION FOR NURSING EDUCATION

MDS Satellite
Symposium held

at the Oncology
Nursing Society (ONS)
35th Annual Gongress

San Diego, California
May 13, 2010

Topics for the symposium and faculty
speakers included:

AGENDA

= How Do We Integrate
Scientific Information into
Our Clinical Practice?

Sandra Kurtin, RN, MS, AOCN, ANP-C

u Strategies for Effective
Management of Oral Medications

Jean Ridgeway, APN, MSN, NP-C, AOCN

= Tools for Communicating
Emerging Clinical Information
to Colleagues and Patients

Erin Demakos, RN, CCRC

PROGRAM INFORMATION

The treatment paradigm for Myelo-
dysplastic Syndromes (MDS) has shifted
from supportive care to active therapies over
the last five years. Scientific advances have
provided refined diagnostic capabilities, risk
stratification and individualized treatment
selection. Supportive care strategies for
cytopenias and iron overload remain a
challenge. The majority of patients with MDS
are elderly with the median age being 70.
Integrating recent scientific developments
and considering the unique needs of the
older adult presents a unique challenge for
the oncology nurse. A collaborative approach
to managing the elderly adult with MDS is
critical to optimal treatment outcomes.

Interpreting

and Integrating
Science into the
Collaborative
Management of MDS

YOU ARE INVITED

SAN DIEGO, CALIFORNIA

May 13, 2010
12:00-1:30 pm

WNISOdWAS NOIHINNT

San Diego Marriott Hotel & Marina
Marriott Hall Salons 4,5 & 6

Lunch will be served.
The first 300 people will be accommodated.

VISIT THE MDS FOUNDATION
BOOTH #535

This symposium provided an update on
the most recent scientific advances for the
diagnosis, management, supportive care,
and quality of life for patients with MDS,
including selected abstracts from the
American Society of Hematology (ASH) annual
meeting in December, 2009. Strategies for
optimizing oral and injectable therapies for
MDS, including reimbursement and financial
assistance programs were discussed. Tools
for communicating clinical information to
colleagues and patients, including patient
education tools were presented.

LEARNING OBJECTIVES

B |ntegrate clinical and translational
research into the collaborative
management of patients with MDS.

® |dentify resources and strategies for
management of oral and injectable
therapies for MDS, including
reimbursement.

B Discuss methods for collaborating with
colleagues through case presentations
and documentation.

m Utilize available patient education tools
to assist patients and families with
self-management of MDS.
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FACULTY

Erin Demakos, RN, GCRC
Administrative Director
Myelodysplastic Disease Center and
The International Myeloproliferative
Disease Clinical Consortium

Mount Sinai Medical Center

New York, New York

Sandy Kurtin, RN, MS, AOCN, ANP-C
Hematology/Oncology Nurse Practitioner
and Clinical Assistant Professor of Medicine
and Clinical Assistant Professor of Nursing
Arizona Cancer Center, University of Arizona
Tucson, Arizona

Jean Ridgeway, APN, MSN, NP-C, AOCN
Adult Hematologic Malignancy

Nurse Practitioner

Adjunct Faculty

University of lllinois College of Nursing
University of Chicago Medical Center
Chicago, lllinois

MDS Foundation
Patient Liaisons

PLEASE CONTACT:

US Patient Liaison

Audrey Hassan
ahassan@mds-foundation.org

4573 South Broad Street, Suite 150
Yardville, NJ 08620

Tel: 1-800-MDS-0839

Outside the US only: 609-298-1035
Fax: 609-298-0590

EU Patient Liaison

Sophie Wintrich
swintrich@mds-foundation.org
The Rayne Institute

Denmark Hill Campus

123 Coldharbour Lane

London SE5 9NU, UK

Tel/Fax: +44 20 7733 7558




Al\"l\:lsdoundohon

the myelodysplasfic syndromes

PLAN TO JOIN US AT

THE 11™ INTERNATIONAL
SYMPOSIUM ON
MYELODYSPLASTIC SYNDROMES

EDINBURGH, UK, MAY 18 - 21, 2011

Chairman: David Bowen, UK

: CALL FOR ABSTRACTS: FEBRUARY 15, 2011
WWW.KENES.COM/MDS

MDS 2011 Symposium Secretariat ¢/o Kenes International

1-3 Rue de Chantepoulet, PO Box 1726, CH-1211 Geneva 1, Switzerland

Tel: + 41 22 908 0488; Fax: + 41 22 906 9140; E-mail: mds@kenes.com; © Kenes Group ® 2009. All rights reserved.
For MDS Foundation Contact: US number: 1-800-MDS-0839; Outside the US: 1-609 298-6746
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PRACTICE AND TREATMENT SURVEY

The Myelodysplastic Syndromes Foundation would like to know more about
your approach to the diagnosis and treatment of patients with MDS.

The MDS Foundation recognizes that data on many aspects of MDS worldwide is sketchy or nonexistent. While individual investigators
have developed databases to track MDS within their individual sites or working groups, that information is not located within one easily
accessible database.

To assist in the development of useful information, the Foundation has recently initiated the first Patient Registry and data from the
Foundation’s Centers of Excellence are currently being entered.

Since it will be some time before these data are mature and usable, the Foundation has attempted to design a survey that we hope
will assist in describing some of the issues related to MDS worldwide as well as the treatments being utilized in this disease. A pilot of
this survey has already been completed with some selected Centers of Excellence. While we know that this information is, in most
instances, based on subjective criteria, it can assist in identifying educational and research opportunities in the near term and until more

accurate data are available.

Please assist us by completing a brief online survey.
Go to www.mds-foundation.org

Physician or Nursing Practice & Treatment Survey
(Surveys are available online in Spanish, ltalian, German, and Dutch)

and click on

Learn More About MDS: Join the Journey to Hope for MDS

What is MDS?

® The myelodysplastic syndromes (MDS)
are a family of similar diseases that
share many common characteristics and
affect tens of thousands of individuals
worldwide. This number reflects only
those patients who are properly
diagnosed. These disorders are a
primary disease of the bone marrow and
share several characteristics of the acute
leukemias; however, MDS far exceeds
any of the leukemias in prevalence. \We
are seeing many more cases each year
and that number will increase greatly
over the next decade as the baby
boomers age and diagnosis improves.

B The primary cause of these disorders is
unknown; however, the chemotherapy

regimens that are utilized to provide
curative therapy to patients with certain
malignancies (lymphomas, testicular
cancer, and breast cancer) can lead to the
development of secondary MDS.

Until recently treatment consisted only
of supportive care including blood trans-
fusions (red blood cells or platelets),
and treatment with growth factors like
erythropoietin (EPO) with G-CSF or GM-CSF.
There are now three drugs approved for the
treatment of MDS: Vidaza® (azacitidine),
Dacogen® (decitabine), and Revlimid®
(enalidomide). At present, there are two
FDA-approved drugs for the treatment
of transfusion-dependent iron overload:
Exjade® (deferasirox) and Desferal®
(deferoxaming). None of these are curative.

How to Help:

® Bone marrow transplantation is often
the only chance of survival. Nearly 70%
of the patients are without a match.
The need is especially critical in racial
and ethnic minority groups.

® As a not-for-profit organization, the MDS
Foundation depends entirely on public
funding in the form of individual gifts,
donations from individual and corporate
entities, and membership fees to further
our work.

® o learn how to support the MDS
Foundation, go to the Foundation’s
website at www.mds-foundation.org.
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Patient Services

Air Transportation
Options for Patients

Air transportation resources may be
available for patients considering travel to
one of the participating sites that are part of
the NIH Rare Diseases Clinical Research
Network (RDCRN).

Angel Flight’s volunteer pilots provide
flights in single-engine, four-six seat general
aviation aircraft to patients at no charge. To
be eligible, patients must be medically
stable, ambulatory, and able to sit upright in
an aircraft seat during flight. Angel Flights
are for patients in financial need and who
have their medical status certified by their
doctors. An escort may accompany the
patient, and children may be accompanied
by both parents.

Flight distances are limited to 1,000
miles. Weight restrictions apply, and luggage
is limited to 50 pounds. Safety is a primary
concern. Pilots will not fly in poor weather.
Patients need to be flexible, have a backup
plan or be willing to reschedule their
appointments.

If you are interested in finding out if Angel
Flight meets your air transportation needs to
participate in a clinical research study,
contact Marita Eddy at 301-451-9646 or
meddy@mail.nih.gov.

For patients who live farther than 1,000
miles, other resources may be available
through Mercy Medical Airlift.

Mercy Medical Airlift (MMA), a non-
profit organization celebrating 25 years of
medical air transportation experience,
manages programs and services available to
patients with both common and rare
diseases.

If you are flying to any of the RDCRN
facilities or going to a study at the NIH Clinical
Center in Bethesda, Maryland, contact Marita.

For patients who are looking for travel
help to other locations, call the National
Patient Travel Center at 800-296-1217 or
check www.patienttravel.org.

UNITED AIRLINES CHARITY MILES

@3 I'want to help Mercy Medical Airlift provide free air transportation to patients
in financial need.

Please process a gift of
(Please fill in number of miles — donations must be in 1,000 mile increments)

Name:

Dividend Miles from my United Airlines account.

Print Full Name

Email Address:

United Mileage Plus Account Number:

United.Com Password:

Phone Number:

Address:

City: State: Zip Code:
Signature: Date:
Remarks:

Please mail to:

Marita Eddy, Angel Flight-MMA
NIH Office of Rare Diseases Research
6100 Executive Blvd. MSC 7518
Bethesda, Maryland 20892

25,000

Frequent Flyer Miles
equals 1 round-trip ticket
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Patient Forums and Support Groups

Patient Support
Group Initiative

The MDS Foundation has developed a
strategy for setting up patient groups
nationwide and assistance is now available
to organize support groups for MDS patients.
At this time, we would like to enlist the help
of our patient members in facilitating these
member-run groups.

Would you be interested in joining
with a few other people to help start a
needed support group for MDS?

Monetary assistance is now available
to help you develop a self-help group. The
purpose of this group is to exchange
information and resources, to provide
comfort and support to patients and
caregivers, and to explore the challenges of
living with myelodysplastic syndromes.

Studies and other literature show that
patients facing chronic or terminal illnesses,
as well as their families and friends, benefit
in numerous ways from participating in
patient support groups. These groups not
only provide a source for obtaining current
information on the disease, treatment
options and research, they also offer a
supportive environment in which to express
fears and concerns and share experiences
with others coping with similar conditions. In
fact, patients who participate regularly in
support groups report reductions in stress,
depression, and even pain.

Any member of the Foundation, patients,
friends, family members, and caregivers
are invited to join with us to move this
project forward.

London Patient and Family Forum
London, UK » September 25, 2009

Decitabine.

Professor Mufti, King's College Hospital, London shares the latest advances in MDS research.

Bournemouth Patient and Family Forum
Bournemouth, UK » November 4, 2009

Dr. Sally Killick, Royal Bournemouth Hospital
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Long Island Patient and Family Forum
Roslyn, New York  December 18, 2009

Dr. Steven Allen from North Shore University Hospital during his MDS presentation.

Jayshree Shah, Nurse Practitioner at Hackensack University. Hospital and member of the
MDSF Nursing Advisory Board [pictured center near microphone] moderates the quality-of-
life session with patients and caregivers.

MDS patient prepares to participate in a free serum ferritin screening to check for
iron overload.

16

UNIVERSITY OF
PENNSYLVANIA
HEALTH SYSTEM

Penn Program for
Stress Management

Stressed? Want to learn how to manage
your symptoms of stress more effectively?
The Penn Program for Stress Management
is a mindfulness-based stress management
program that uses powerful meditation-
based techniques as the primary tool for
long-term stress management. Mindfulness
is taught as a scientific, systematic
approach in which participants learn to
rest attention in the moment-to-moment
awareness of their experience of physical
sensations, thoughts and feelings. Partici-
pants of the program thoroughly explore
mindfulness and its uses in reducing the
symptoms of stress that are experienced in
the body and mind. 7 class locations in the
Philadelphia region.

To learn more about this program go to
www.pennhealth.com/stress or contact:

PENN Program for
Stress Management
3930 Chestnut Street
6th floor

Philadelphia, PA 19104

Phone: 215-615-2774

Fax: 215-615-2729

E-mail:

stress.management @ uphs.upenn.edu
www.pennhealth.com/stress



Spreading the Word Worldwide -
Quality-of-Life and Patient Education Forums

Ongoing meetings in the US and Europe
addressing QoL issues for MDS patients.
The Foundation serves as an effective
educational  conduit  for information
regarding the most updated treatment
options, clinical studies, referrals to Centers
of Excellence, and other information
concerning the Myelodysplastic Syndromes.
Patient forums have been held to date in:
UNITED STATES

= New York City, New York
(October 2004, December 2006)

® Tampa, Florida (November 2004)

® Palo Alto, California (Dec 2004, Oct 2010)
m Scottsdale, Arizona (February 2005)

® Chicago, lllinois (March 2005, July 2009)

® Philadelphia, Pennsylvania
(December 2005, February 2006, April 2007,
February 2008, July 2009, October 2010)

® Pittsburgh, Pennsylvania
(February 2006, October 2009)

® Qak Brook, lllinois (January 2007)
® Dallas, Texas (January 2007)

® Seattle, Washington
(March 2007, August 2009)

® Covina, California (March 2007)

® Rochester, Minnesota (June 2007)

® Baltimore, Maryland (Sept 2007, June 2009)
® Rochester, New York (April 2008)

® | os Angeles, California
(May 2008, August 2009)

® Scottsdale, Arizona (May 2008)

®| San Antonio, Texas
(August 2008, September 2009, August 2010)

® Atlanta, Georgia (November 2008)

® Columbia, South Carolina (March 2009)

® Bethesda, Maryland (August 2009)

® Birmingham, Alabama (August 2009)

® Hackensack, New Jersey (September 2009)
® Boston, Massachusetts (November 2009)

® Roslyn, New York (December 2009)
® Detroit, Michigan (July 2010)

® Gainesville, FL (September 2010)
® Durham, NC (November 2010)

CANADA
® Toronto, Ontario (October 2009)

EUROPE

| Edinburgh, UK (March 2005)

® Paris, France (January 2006)

® Bournemouth, UK (Feb 2006, Nov 2009)
® | ondon, UK (February 2006, September 2008)
® Hamburg, Germany (April 2006)

| [ eeds, UK (May 2006, April 2009)

® Marseille, France (May 2006)

| \ienna, Austria (July 2006)

® Prague, Czech Republic (September 2006)
m Stockholm, Sweden (September 2006)
® Freiburg, Germany (February 2007)

| | ondon, UK (May 2007)

B Florence, Italy (May 2007)

® Dubrovnik, Croatia (September 2007)

® Sinaia, Romania (October 2007)

| Toulouse, France (May 2008)

® Copenhagen, Denmark (June 2008)

B Lund, Sweden (September 2008)

® (Ontario, Canada (September 2009)

| Tel Aviv, Israel (January 2009)

® Frankfurt, Germany (March 2009)

® Stockholm, Sweden (April 2009)

B Patras, Greece (May 2009)

| Berlin, Germany (June 2009)

® Cambridge, UK (November 2009)

® Glasgow, UK (April 2010)

SOUTH AMERICA
® Buenos Aires, Argentina (November 2008)
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Established MDS
Patient Support Groups

UNITED STATES

® Chicago, lllinois Support Group meets on
the fourth Tuesday of the month from
1:30—3:00 pm at Northwest Community
Hospital’'s Cancer Service department
(lower level), 800 W. Central Road, Arlington
Heights, lllinois. Contact Kim Jensen at
kiensen@nch.org or call 847-618-6914.

® Pyget Sound, Washington Support Group
meets on the third Tuesday of the month at
6:30 pm at the Puget Sound Blood Center,
921 Terry Avenue, Seattle, Washington.
Contact Steve Kessler at steve@
Qamonline.com or call 800-877-0168.

® San Francisco Bay Area Support Group
meets on the second Sunday of the
month at 2 pm at the Park Blvd.
Presbyterian Church, 4101 Park Blvd.,
Oakland, California. Contact 800-MDS-
0839 for more information.

m Stanford Cancer Center MDS Patient &
Family Support Group meets the 3rd
Monday of the month, 6:30—8:00 pm at
the Stanford Cancer Center, 875 Blake
Wilbur Dr., Palo Alto, 2nd Floor Conference
Room CC2105. Group Leader: Lenn
Fechter, RN, BSN 650-725-0744.

CANADA

® Toronto, Ontario Support Group
Contact William Pearson at
william.pearson@sympatico.ca or call
905-561-699 for information on
upcoming meetings.

JAPAN

B Japanese Support Group
Email: mdsrenraku@yahoo.co.jp
for more information
Website (only in Japanese):
http://www.geocities.jp/mdsrenraku

EUROPE (Countryside Groups)

® France: Association Connaitre et
Combattre les Myélodysplasies

® United Kingdom: UK MDS Patient Forum

® Czech Republic: Czech Republic MDS Forum



About the Foundation

Who Are We?

The Myelodysplastic Syndromes Foundation,
Inc., was established in 1994 by an
international group of physicians and
researchers to provide education about
MDS to physicians and patients, support for
MDS research, patient support, and advocacy.

During the past decade, we have
independently solicited funding for ten
international symposia that have been
attended by over 7,000 individuals—
physicians and patients. These symposia
are held biannually and have greatly
improved our knowledge of these
disorders as we continue to provide
physicians worldwide with the most up-to-
date information on research in MDS. The
10th International Symposium was held in
Patras, Greece May 6—9, 2009.

At the Third International MDS meeting,
attended by epidemiologists, pediatricians
(ves, this does occur in children),
pathologists, hematologists, oncologists,
and bone marrow transplantation experts, a
survey indicated a very strong interest in,
and a great need for, developing a
permanent working group of scientists and
patient advocates. Up until that time, no
formal working group was devoted to these
syndromes. The MDS Foundation was born.

What Does the Foundation Do?

The Foundation works to maintain an
international information network to share
new research and new treatment options
as rapidly as possible, to provide
information and educational support for
both physicians and patients, and,
ultimately, to provide funding and
oversight for international studies of
MDS. Currently the Foundation supplies
patients, physicians, and other interested
parties with information in the form of a
quarterly newsletter, the MDS News, and
MDS Essentials, our e-newsletter. The
Foundation’s website includes patient and
physician information. Our web address is
http://www.mds-foundation.org.

The Centers of Excellence Program
designates institutions that meet the
highest standards for diagnosis, treatment,
and patient care. These Centers form
the referral base for patients seeking
first or second opinions and/or additional
treatment options from experts in MDS. The
Foundation provides patients with a priority
referral to any Center of Excellence.

Patient advocacy groups are being formed
worldwide, and information is available
that assists MDS patients and their loved
ones in understanding these diseases and
the treatment options that are available.

How Gan You Help?

Funding for the Foundation comes from
pharmaceutical companies, Foundation
memberships, memorials, and donations
from private individuals. While we have
come a long way in the 15+ years since
the Foundation was established we have a
long way to go. Funding is the base for
realizing the Foundation’s research and
education goals.

The MDS Foundation is a publicly
supported not-for-profit organization,
exempt from federal income tax under
section 501(c)(3) of the IRS code.

How Gan We Help You?

Please do not hesitate to contact the
Foundation if you have any questions.
MDS International Headquarters:

US Patient Liaison

4573 South Broad Street, Suite 150
Yardville, NJ 08620

Within the US: 1-800-MDS-0839

Outside the US: 609-298-1035

Fax: 609-298-0590
USPatientLiaison@mds-foundation.org

EU Office:

EU Patient Liaison, The Rayne Institute
123 Coldharbour Lane

Denmark Hill Campus

London SE5 9NU, UK

Tel/Fax: +44 20 7733 7558
EUPatientliaison@mds-foundation.org
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GIVE A GIFT OF HOPE...

Journey to Hope
Bracelet

Lovin’ Kisses Beading
Promoting MDS Awareness

Sandy Madrigal, Designer/Creator
P.0. Box 2541
Davenport, lowa 52809-2541

Visit www.lovinkissesheading.com.

This handcrafted bracelet was created
to draw attention to Myelodysplastic Syn-
dromes. My design is dedicated to the loving
memories of my mother, Betty, and my
sister, Linda. They were diagnosed with MDS
just eight weeks apart. Both fought the
disease bravely and with great dignity.

Now I'm doing what | can to continue
their fight. Each bracelet is only $20.00
(plus S&H). Visit my website for details. A
portion of the proceeds from the sale of my
bracelets will be donated to the MDS
Foundation to help further their research and
create awareness.

Men’s Journey to Hope Bracelet



MDS Patients Share Their Stories...

The Foundation would like to invite
patients and their families to share their
stories with others in the MDS community.
Living with MDS poses challenges, and
many of you have stories that provide hope
to others. Please contact the Foundation, if
you would like us to publish your story.

My Story...

Jacqui Konop Buckley

Who imagines their life at the age
of 27, newly married, and thinking
about babies—to all of a sudden be
thinking about cancer and chemo-
therapy? Certainly not |I.. but it
happened, and it happened quickly.

Here are a few details about myself...

® Diagnosed on June 3, 2009. Found out on
June 22, 2009 that | was 6 weeks
pregnant. | had to terminate my pregnancy
on June 30, 2009 at 7 weeks.

® My bone marrow was 84% packed with
leukemic cells (first bone marrow could
aspirate nothing). Since it had nowhere
else to go, it began to grow from my left
leg. After 13 weeks of Revlimid it was
down it 7.9%. Another 8 weeks and it
was 0!

B |nsurance company denied my Revlimid
and my case had to go to the Medical
Review Board for authorization.

® July 23, 2009 | began Revlimid 25 mg a
day no breaks. | was on it for 13 weeks
straight, took a week off, and then went
back on it for 12 weeks.

® Had to stop working for 5 months. | am a
counselor at Western Psychiatric Institute
& Clinic (I absolutely LOVE my job!!!).

B | have been hospitalized several times
due to severe, debilitating pain. Was on
180 mg of OxyContin and 75 mg of
Oxycodone per day along with various
other medications.

® Remission February 8, 2010!

Qur wedding — October 4, 2008

Right now...this is my life. | invite you
to take a personal look into my life, my
diagnosis, my encouragements and dis-
couragements, and the people who support
me most!

In April 2009, | was accepted into a
research study for weight loss at a local
hospital. A surgeon inserted a balloon into
my stomach (to keep me full, therefore
making weight loss easier). Before the
balloon was inserted, | had a full blood
workup/health screen/etc. Everything looked
fine. | had the balloon in for three weeks. As
they were doing routine checkups after the
balloon was inserted, they noticed that my
WBC (white blood count) was starting to
elevate. They watched it closely, and on April
27th they had to take the balloon out
because my count was 32,000 (the normal
range is between 4,000 and 10,000). They
continued to monitor my blood count for
another week and then referred me to my
PCP. | was not having any symptoms or
problems! | went to see my PCP and he took
blood to test my WBC again, and this time it
was down to 28,000. | was positive that
these elevated counts were from the balloon
(and I was really angry with myself for even
getting that procedure). The doctor said he
didn’t think that there was any relation
between the balloon and the WBC (I still
thought he was wrong!). | still wasn't having
any symptoms (other than joint pain—
which | thought was from the Wiil). Three
days later, he checked again, and my WBC
had gone up to 38,000, so we knew there
was definitely a problem. He referred me to
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a hematologist at Jefferson Regional
Medical Center to get another opinion
because he wasn't sure.

I still wasn’t having any
symptoms (other than joint
pain— which I thought was
from the Wii!). 3 days later,
he checked again, and my
WBC had gone up to 38,000,
so we knew there was
definitely a problem.

| went to the hematologist on June 3,
2009, and he looked at the various blood
work results and the blood smear and said
that it was leukemia. My mom had gone to
the appointment with me and we still had
doubts. More tests needed to be done—I
should have symptoms, something. He
noticed that in previous blood work | had
immature cells which signal cancer. He said
that it was either Acute Myelogenous
Leukemia (AML) or Chronic Myelogenous
Leukemia (CML). He told us that if | were
going to have one, | should pray that it be the
CML because it is easier to treat, fewer
symptoms, etc. | went back on June 4, 2009
for a bone marrow biopsy (I was petrified).
They gave me some sedation medicine (|
was still awake), but it wasn't too bad. It
hurt, but not terribly. When | started to cry,
the nurse was very nice and held my hand.

Rich comforting me while getting my bone
marrow biopsy.



The doctor also explained everything that he
was doing, which made it a little easier. The
doctor confirmed that in the marrow he saw
leukemia (leukemia clumps together making
it a gooey white form when the marrow
should be red), which made it difficult to get
what he needed for the test. They were
unable to aspirate anything at all, even after
trying three times. My husband Rich and my
parents went back with me on Tuesday
(June 9, 2009) to discuss the results, course
of treatment, etc.

My specific type of cancer ended up
coming back as a Dysplastic Leukemia
(Myeloproliferative Dx/Myelodysplastic Dx)
which is very rare, and there hasn’t been
much research done on it. A deletion of the
Philadelphia chromosome has made it even
more difficult (5g-). It was something to hear
an oncologist with 20+ years of experience
(who even treated my mom!) throw his hands
up and say “I've never seen this...” and admit
that he has no idea how to even begin to treat
my cancer. | was then sent to Hillman Cancer
Center where | have the most amazing
doctor, Dr. Agha, who will help me fight this
battle. He was confident and friendly, and
said that he would do whatever he had to do
to help us (even promising my parents that if
the time comes where | would need a bone
marrow transplant, he would find me a
match!). | felt comfortable at Hillman and
wasn't just a “patient” —I was a person.

Read my journal, share my experiences,
be as hopeful as | am!

www.caringbridge.org/visit/jacquibuckley

SUBMITTED FROM LONDON, UNITED KINGDOM

An Englishman
Amongst the Acronyms

Rodney Taylor
Deputy Chairman
MDS UK Patient Support Group

Each country is different and so are its
institutions and its people. But health and
disease are much the same wherever you
go. The disease process shows up as
symptoms or what is described as an illness
by the patient who will present eventually to
a doctor, be investigated, diagnosed and
treated. Or at least that is the way it should
be. Some disease processes can develop
insidiously with a very gradual onset of
symptoms until they are unavoidable and
can be ignored no more.

The first indication that anything unusual
was going on for me was a blood count
done in 1994 which showed that | had a
mild neutropenia. | am a hospital doctor and
was participating as a ‘healthy volunteer’
in a colleague’s research project. The
neutropenia was still present three years
later and subsequently, but nothing else was
amiss and | felt well with no problems with
infection, bruising, breathlessness, tiredness
or anything else. | was a busy doctor.

In March 2006 my wife and | went on
holiday to Libya. It was a splendid experience
visiting the historic sites, travelling widely
through the desert, eating a healthy North
African diet—and having no alcohol. On
our return it seemed a good time to check
my cholesterol level, which was fine, but the
haematologist picked up signs of MDS in the
blood. Red cells, white cells and platelets
were all reduced a bit. This led to my referral
to Hammersmith Hospital in west London, a
nearby postgraduate teaching hospital and
centre of expertise in haematology.

Having had excellent health in the past,
and feeling well, it was an odd experience
being the patient under investigation—I
was usually on the other side of the consulting
room. | had the usual armful of blood taken
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MDS Patient Rodney Talyor

for numerous tests, a bone marrow biopsy,
and many other investigations. These
confirmed that | had MDS, but there was
some disagreement about exactly what type
— a discussion which continues. There was
however agreement that at that stage | did
not need treatment and just needed to have
regular monitoring. | was referred to King’s
College Hospital, a centre of excellence for
MDS in south-east London, under the care
of Professor Ghulam Mufti.

By late 2008 | was less well, feeling tired
and the laboratory measures of blood cells
were all beginning to fall. As a physician |
was aware of the possible treatment options
and some of their implications, though my
specialisation is in gastroenterology not
haematology. The monitoring became more
frequent and as my condition gradually
declined, | started GCSF and erythropoietin
(EPO) by self-injection. Though these improved
the blood counts, | developed worsening
bone pain, which can be caused by GCSF,
so that was stopped and then EPO was
stopped too. | started blood transfusions,
usually three units every three weeks, with
occasional platelet transfusions when
required. Despite this my blood counts
continued to decline at a steady rate.

This was when | was started on 5-aza-
citidine (Vidaza; AZA). | had a seven day
week of subcutaneous injections every
month for six months, followed by
maintenance treatment with a five day week



of injections each month. This changed the
course of my condition and began to restore
my wellbeing in a most dramatic way. | felt
normal again and could do a full day’s work.
The only issue now is that the red cell
transfusions resulted in iron overload so |
now need venesections to reduce my ferritin
levels. | can tolerate these without difficulty
because my bone marrow is now restored to
effective function by AZA.

In the United Kingdom, AZA (I shall call it
AZA as we are now on first name terms) is a
licensed drug that is not yet recommended
for use in the National Health Service (NHS).
The body responsible for that is called the
National Institute for Health and Clinical
Excellence (NICE—the ‘H’ is silent!). That is a
so-called ‘arm’s length body’ from the
government that is funded by the
Department of Health (DoH). NICE was
established because the Government, like all
governments worldwide, had finite resources
for health, generated by taxation of the
people, and needed to control the costs of
healthcare. NICE’s role is to produce clinical
guidelines and to evaluate new healthcare
technologies, which includes drugs as well
as interventions and diagnostics. In the same
way that the NHS is reputedly the envy of the
world, NICE is widely respected and its
procedures adopted in many other places. In
evaluating a drug NICE looks at both its
clinical efficacy and, more worryingly, its
cost-effectiveness, asking first ‘does it
work?’ and then ‘can it be afforded?’.

Not everyone reading this will know how
the NHS works, even though it is reputedly
the envy of the world as a healthcare system.
Although it is nominally a ‘national’ health
service, it is run differently by different bodies
in England, where NICE operates; Wales;
Scotland, and Northern Ireland, so it is really
four health services working to similar
principles across the UK. It was established
after World War Il in 1948 to provide
healthcare for all that is provided free of
charge at the point of delivery. It is funded by
the population through National Insurance
(NI) and taxation. It has been a resounding
success in providing high quality healthcare

to all, irrespective of wealth, background, and
influence, responding solely to clinical need.
Having spent most of my working career in
the NHS, and now as a patient under its care,
| have no hesitation in saying that this is the
best possible model of healthcare that | have
known anywhere in the world.

AZA is now available
throughout most of the rest
of Europe and North America,
but not yet in England. So the
700 or so patients who might
benefit from it each year are
currently being denied this...

That is, until we come to NICE. | have a
great deal of time for NICE's clinical
guidelines and much of what it does, but it
is slow to respond and there are times
when its decisions are not apparently
even-handed. AZA has been through this
process very slowly for various admini-
strative reasons and NICE finally announced
its decision on 4th March 2010 to say that it
did not recommend AZA for use in
intermediate-2 and high risk MDS, nor in
AML or CMML. This was an enormous
source of disappointment to the members
of MDS UK Patient Support Group. We
immediately issued a press release
and got widespread media coverage.
Much of this is available on the MDS
Foundation website as well as our own
(http://www.mdspatientsupport.org.uk). We
have appealed against NICE's decision and
put out another press release to coincide
with this appeal. Details of that are also on
our website, along with the media coverage.
We have now learned that our appeal has
been granted and we have been invited to
present our case to NICE, backed by full
legal support. AZA is now available
throughout most of the rest of Europe and
North America, but not yet in England. So the
700 or so patients who might benefit from it
each year are currently being denied this,
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the only specific treatment for patients with
higher risk MDS. We plan to sort that out.

By the time you read this we shall have
had a General Election in the UK on
Thursday 6th May. | cannot predict the
outcome but it may well be that we have a
hung Parliament, that is one with no overall
majority. This will make legislation difficult
and there may be the possibility of a
coalition government for a while. Whatever
happens, there is no doubt that health
issues are going to be very high on the
political agenda, that there are likely to be
cuts in real terms to NHS funding for some
years to come in the aftermath of the
recession, that personal contributions to
NHS healthcare through tax and NI will
increase, and that an ageing population with
rising healthcare needs and costs is going
to put increasing demands on the NHS.
These are inevitable truths throughout the
western world and will remain at the top of
the political and financial agendas for
generations to come. The science, the
technology and the wherewithal to provide
top class healthcare are there, but we have
to decide whether we can afford it and how
to prioritise it. Good quality of life seems to
be fundamental but we have to count the
cost. AZA has the power to turn lives around
dramatically if it is available to those who
can benefit from it.

The science, the technology
and the wherewithal to provide
top class healthcare are there,
but we have to decide whether
we can afford it and how to
prioritise it.

The acronyms abound—NHS, NICE,
DoH, AZA, MDS, AML, CMML, GCSF, EPO
and more—but what we in the MDS UK
Patient Support Group aim to do is to inject
some common sense into the discussion to
ensure that this enormously valuable
treatment is available to all who need it in this
country, as it is in so many parts of the world.



Patient Tributes

“Pint for a Pint”
Blood Drive

In Honor of Sheldon “Butch”
Ginsberg — 200+ Pint Recipient

Rock Bottom Restaurant
& Brewery Locations
Month of April, 2010

SHELDON’S STORY: LIVING WITH MDS

Sheldon “Butch” Ginsberg is an attorney
and an active member of the Denver
community. As former Chairman of the
Cherry Creek Valley Water and Sanitation
District, former Chapter Chairman of the
Metro March of Dimes, former Chairman of
the Legal Services Committee for the Denver
Bar Association, and a Volunteer Attorney of
the Year recipient, Sheldon has given hours
and hours of his time for people in need.

But lately Sheldon has gone from
helping others to relying on the goodness of
others for his survival. What Sheldon needs
does not come in the form of cash, gifts,
or services. It is something only one person
can give to another—blood—and
Sheldon has needed a lot of blood
(approximately 200 pints over the past three
years). In fact, Sheldon survives today
because a host of anonymous blood donors.

Four years ago, Sheldon was diagnosed
with Chronic Lymphocytic Leukemia (CLL).
The good news was that, after receiving
chemotherapy, he went into remission;
however, he remained highly anemic. After
multiple tests, Sheldon was diagnosed with
Myelodysplastic Syndromes, or MDS. MDS
is a bone marrow disorder that affects the
ability of one’s own body to produce the
blood cells necessary for sustaining life.
There is no cure for MDS. For many patients
suffering from this disorder, regular blood
transfusions are the only means to replenish
what the body cannot produce. For Sheldon,
they have become his lifeline. Nearly three
years ago, he required transfusions every six
weeks. As the disease has progressed, the
transfusions are now required weekly.

',

Sheldon and Gloria Ginsberg

On a weekly basis, Sheldon spends the
day sitting at Kaiser Permanente’s infusion
center in downtown Denver. Each transfusion
takes approximately five hours. The two pints
of packed red cells he receives will last him
approximately eight days. Then it is back in
for the next transfusion; it is a balancing act
that never ends. Multiple blood transfusions
cause iron overload, a sometimes fatal side
effect. Constant monitoring of kidney
function, heart function, liver function, and a
host of medications must be taken to try to
offset the impact to the rest of the body.
Without Sheldon’s wife, Gloria, who handles
all of Sheldon’s doctor and nurse
appointments and medications, treatment
would be nearly impossible to manage.

Even with weekly blood transfusions,
Sheldon’s blood counts are far from normal.
The transfusions only bring up his levels to a
fraction of what normal should look like. For
the type of MDS Sheldon has, two levels are

closely watched: hemoglobin and hematocrit.
Hemoglobin carries oxygen from the lungs to
the body’s tissues and returns carbon
dioxide from the tissues to the lungs. A
normal range reading for hemoglobin value
for a middle-aged male is 12.4—14.9 gm/d.
After a transfusion, Sheldon’s “high” normal
is 9, well below the normal for people
his age.

Hematocrit is the other factor Sheldon’s
doctors are watching. Hematocrit is the
proportion, by volume, of the blood that
consists of red blood cells. For an adult male
the normal range is 42-54%. A high
reading for Sheldon is 25—-27%. So, on a
good day, Sheldon’s hematocrit is roughly
half the normal for an adult male.

Think about it... 200+ pints of blood,
going to one person. That is why Sheldon’s
family is so grateful for all of the people who
selflessly donate blood. It is those donors
who are keeping him alive.

“Pint for Pint” Blood Drive

As a thank you, and to replenish the
blood supply in Denver, Sheldon’s
family—in conjunction with Rock Bottom
Restaurant & Brewery—hosted a “Pint for a
Pint” replenishment drive during the
month of April, 2010. Everyone who
donated a pint of blood received a certif-
icate for a free pint of beer from any of the
participating 36 Rock Bottom Restaurant &
Brewery locations around the country.

For those that cannot donate blood the
family is asking for donations to be made in
honor of Sheldon to the MDS Foundation.

JOIN Facebook page “Blood Donors
are HEROES” at: http://www.facebook.com/
pages/Blood-Donors-are-HEROES/
3322173638307ref=nf

For more information on this blood
drive please contact: Jill Roblyer
[iill.roblyer@comcast.net].
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Nutritional Health

REPRINTED FROM ENVIRONMENTAL NUTRITION

The Best Catch

of the Day: EN’s
Guide to Eco-friendly,
Healthy and Safe Fish

There’s a tidal wave of scientific evidence
that eating fish regularly is a healthy habit
worth adapting. Fish is low in saturated fats
and is the main source of the omega-3 fatty
acids, eicosapentaenoic acid (EPA) and
docosahexaenoic acid (DHA). These omega-
3 fatty acids have many health benefits,
including lowering trigylcerides and blood
pressure, slowing the buildup of plaque in
the arteries, tamping down inflammation,
and reducing the risk of death, heart attack,
abnormal heart rhythms and stroke in
people with heart disease. No wonder the
American Heart Association suggests that
you eat fish twice a week. And some
research findings indicate that the omega-3
fatty acids found in fish may help reduce
joint pain, the symptoms of depression, and
protect against Alzheimer’s disease.
Stretching way back in time, eating fish has
been an important part of human health—
some scientists believe that our early
ancestors relied upon fish as a large part
of their diet, which may have supported
brain growth.

“Seafood has always been a popular food
choice—whether in wealthy nations where
it's considered an alternative to beef, pork or
chicken, or in poorer nations where it’s often
the most available and affordable protein
source. More recently, researchers have
publicized the specific role of fatty acids
found in fish in brain health, neurological
health and cardiovascular health, and that
has made seafood more popular than ever
before,” explains Brian Halweil, Ph.D., senior
researcher at the Worldwatch Institute in
Washington, D.C.

Fish has become so popular that the
world’s fish farmers and fishing fleets
harvested 132.5 million tons of seafood in
2003 (the latest year data is available),
almost seven times the harvest of 1950.

EN’s Fish Guide —Healthier for You, Healthier for the Planet

TOP FISH DOS: Our top fish picks are
ecofriendly, a good source of omega-3
fatty acias, and low in mercury.

1. Arctic Char

2. Barramundi, U.S. farmed

3. Catfish, U.S.

4. Clams, farmed

5. Cod, Pacific

6. Crab, Dungeness

7. Mussels

8. Oysters, farmed

9. Pollock, Alaska wild
10. Salmon, Alaska wild
11. Sardines, Pacific, U.S.
12. Scallops, Bay, farmed
13. Shrimp, Pink, Oregon
14. Striped Bass, farmed
15. Tilapia, U.S. farmed
16. Trout, Rainbow, U.S. farmed

Source: Environmental Defense Fund, Seawatch

TOP FISH DON’TS: The top fish to avoid
are guilty of either higher levels of
environmental contaminants and/or at least
one serious environmental problem such
as overfishing or fishing techniques that by-
catch other sealife like sea turtles and birds.

. Chilean Sea Bass
. Cod, Atlantic
. Crab, King
. Flounder, Sole, Atlantic
. Grouper
. Halibut, Atlantic
. Lobster, spiny, Caribbean
. Mahi mahi, imported
9. Orange Roughy
10. Rockfish, Pacific (trawled)
11. Salmon, Atlantic, farmed
12. Sharks
13. Shrimp, imported farmed or wild
14. Swordfish, imported
15. Tilefish (Gulf of Mexico/South Atlantic)
16. Tuna, bigeye/yellowfin (imported)
17. Tuna, bluefin
18. Yellowtail, farmed Australia or Japan

=
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Note: EN’s list does not represent all fish in these categories. Additional recommendations for fish selections
can be viewed at EnvironmentalDefenseFund.org.Source: Environmental Defense Fund, Seawatch

Dangerous Waters

Unfortunately, the fish health story gets a
bit more complicated. Today’s headlines
highlight mercury contamination in fish and
the dwindling supply of the world’s fish
populations, prompting people to wonder
whether eating fish regularly is such a
healthy endeavor after all.

“The world’s major fisheries have been
taxed for decades. So concern over the
sustainability of our fish supply isn’t new. It’s
just that the demands placed on the oceans
are greater than ever. The timing is doubly
bad because climate change, coastal
pollution and other challenges make the
oceans less resilient and less productive,”
stresses Halweil. The Worldwatch Institute
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reports that roughly twothirds of the world’s
major stocks have been fished at or beyond
their capacity. Another 10 percent have been
harvested so heavily that fish populations
will take years to recover.

Concerns are also mounting over
environmental contaminants showing up in
many fish. “Among the major water
pollutants that show up in fish and pose a
threat to our health, if eaten regularly, is
mercury, primarily from atmospheric fallout
from coal-fired power plants,” says Halweil,
who notes that other industrial pollutants,
such as polychlorinated biphenyls (PCBs),
can contaminate fish as well. To top it off,
many modern fishing practices, such as
bottom trawling, promote further dangers to
the water ecosystem and ocean life.



Navigating Your Way through the
Fish Market. The good news is that many
varieties of fish are harvested with eco-
friendly practices, are not endangered, and
have low levels of mercury contamination—
making them a wonderful source of
omega-3 fatty acids in your diet. Halweil
offers the most important tip for finding the
best fish choices, “Eat low on the food chain.
It's the big, long-lived species like tuna,
swordfish, Chilean sea bass and sharks that
are most endangered and carry the greatest
burden of mercury and other pollutants.

They are popular and they reproduce
more slowly than smaller species lower on
the food chain, like shellfish, sardines,
anchovies and farm-raised fish like carp,
catfish and tilapia.” Tilapia, one of the most
popular fish in America, contains lower
levels of omega-3 fatty acids compared with
excellent omega-3 sources like salmon, but
it can still make a worthwhile contribution to
your omega-3 intake goals.

When you're surveying the choices at the
seafood counter in the supermarket, it can
be difficult to determine which fish are
safest for you and the environment. Some of
the best food choices may not always seem
logical at first glance. For example, farmed
catfish shows up on EN’s Top Fish Dos, but
farmed salmon is on EN’s Top Fish Don'ts.

The reason? Some fish are farmed under
eco-friendly conditions that reduce exposure
to contaminants. Atlantic salmon farms are
usually farmed in large-scale, densely
stocked netpens that pollute surrounding
waters with waste and chemicals.

Take along EN’s Fish Guide on your next
shopping or dining trip. Organizations like
Worldwatch Institute  (worldwatch.org),
Environmental Defense Fund (edf.org), and
Monterey Bay Aquarium’s Seafood Watch
(montereybayaquarium.org) have also
created handy seafood pocket guides that
you can carry with you. The Marine
Stewardship Council, which certifies some
seafood as “sustainable,” has approved use
of its label for 18 fisheries worldwide,
including North Sea herring and Australian
mackerel. Over 370 products in almost 30

nations now carry the council’s “Fish
Forever” logo. Do your best to protect your
health, and the health of future fish
supplies, by being choosy when it comes to
buying fish.

— Sharon Palmer, R.D.
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Food for Thought:
Smart Nutrition Tips to
Protect the Aging Brain

What's your biggest fear when you
consider your golden years? According to
surveys, the second most cited fear is the
loss of mental function (second only to the
threat of cancer). It's a real concern—an
estimated 8 million people in the U.S. will
suffer from Alzheimer’s disease (AD) by the
year 2030.

A neurodegenerative disease is a
disorder caused by the deterioration of
neurons. AD—an irreversible, progressive
brain disease that slowly erodes memory
and thinking skills—is the most common
cause of dementia among older people. The
hallmarks of AD are changes in the brain
that include neurofibrillary tangles in the
entorhinal cortex, amyloid plaques, and the
loss of connections between neurons that
lead to widespread damage in the brain
tissue. The current treatments for this
devastating disease have proven to be
inadequate at best.

It's only logical that scientists also are
exploring the power of nutrition to protect
the brain from neurodegenerative disease.
After all, we’ve known for years that certain
nutrients, such as omega-3 fatty acids, are
essential for normal human brain function.

This is your Brain on
Inflammation and Oxidative Stress

In recent years, growing scientific
evidence indicates that both inflammation
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and oxidative stress caused by free radical
damage are instrumental in the decline of
brain function. “Both oxidative stress and
inflammation act to destroy membranes and
kil cells so that the brain functions less
effectively. As you age, you are less able to
deal with oxidative stress and inflammation.
You can see an example of this when you
look in the mirror and see wrinkles—this is
a sign of free radical damage from the sun,”
says James Joseph, Ph.D., who heads the
Neuroscience Laboratory at the Jean Mayer
USDA Human Nutrition Research Center on
Aging at Tufts University in Boston. Joseph is
internationally recognized as a leader in the
world of nutrition and brain function research.

Slow, smoldering inflammation is
characteristic of all neurodegenerative
conditions. According to a 2006 article
published in the American Journal of Clinical
Nutrition, the activation of microglia (tissue
macrophages in the central nervous system)
in response to injury, iliness, aging or other
causes begins a cascade of events known
as an inflammatory process. Eventually,
ongoing inflammation in the brain destroys
enough neurons to bring about the telltale
signs of AD. Other pro-inflammatory factors,
including astrocytes (star-shaped cells in the
central nervous system) and tumor necrosis
factoralpha (a protein that regulates immune
cells) have also been linked to the develop-
ment of AD.

The effect of oxidative stress on the brain
is another critical area catching the eye of
researchers. Studies have indicated that
oxidative damage to lipids, proteins, DNA
and RNA occurs in multiple brain regions in
late-stage AD. In addition, AD patients tend
to have lower antioxidant status.
Antioxidants appear to provide a defense
mechanism against oxidation to protect
brain function.

Cooling Down Inflammation
and Oxidative Stress
“If you can turn down these systems of

inflammation and oxidative stress, you're
better off.



Every major disease has these two
components and it increases as we age,”
says Joseph.

How can you cool down the inflammation
and oxidative stress processes that wreak
havoc in the brain? Joseph reports that diet
and lifestyle choices can lend a big hand.
Numerous studies have indicated that
individuals consuming a diet high in fruits
and vegetables show fewer age-related
diseases like AD. Joseph’s research team
has published dozens of studies based on
wide-ranging research on nutrition and brain
function that show that foods high in
antioxidants can decrease the enhanced
vulnerability to oxidative stress and
inflammation that comes with aging.

Joseph’s research kicked off with the
discovery that rats fed high-antioxidant diets
did not experience the age-related cognitive
losses seen in rats fed a standard diet. Later,
he was able to show reversal of cognitive
functional loss among rats fed high-
antioxidant diets containing  spinach,
strawberry or blueberry extracts (with the
blueberry-fed group far outperforming the
other groups). The blueberry compounds
crossed the blood-brain barrier and localized
in the rat brain tissues, and the combined
antioxidant potency of compounds in the
blueberry extract appeared to reduce
inflammation in the brain.

Joseph went on to investigate the effects
of feeding blueberry extract to mice that
carry a genetic mutation for brain plague
commonly seen in AD.

The blueberry-fed mice performed as well
as the healthy control mice, and performed
much better than the brain-plagued mice
that were fed a standard diet. Most recently,
Joseph reported in the Journal of Nutrition in
2009 that his research, together with
collaborative findings, supported the theory
that dietary supplementation with high-
antioxidant fruit or vegetable extracts, such
as Dblueberries, strawberries, walnuts and
Concord grapes, can decrease oxidative
stress and improve cognition in humans with
mild cognitive impairment.

Smart Foods for the Brain

You can power up every day on a number
of foods linked with brain preservation—
here’s the short list.

Antioxidant-rich plant foods. “High-
antioxidant foods such as berries, nuts and
juices contain polyphenols that are also
found in red wine, dark chocolate and lots
of other foods. They act to block the stress
signals to the brain and reduce oxidative
stress and inflammation,” says Joseph,
who stresses the importance of eating a
variety of plant foods in a rainbow of colors
—yellow/orange, red, green, blue/purple
—every day. Fruits, vegetables, nuts, dried
fruits, grains, spices, herbs, coffee, tea,
cocoa and red wine are rich sources of
polyphenol antioxidants.

Omega-3 Fatty Acids. A growing body of
research links the brain’s principal omega-3
fatty acid, docosahexaenoic acid (DHA), with
mental function. Data from several animal
studies supports the theory that DHA, found
in cold water fish and fish oil, may be an
effective treatment for AD because of anti-
amyloid, antioxidant and neuroprotectant
mechanisms. In addition, plant sources of
omega-3 fatty acids, such as walnuts, have
been linked with reversing age-related
cognitive deficits in rats.

Curcumin. India boasts one of the lowest
rates of AD in the world. And researchers
from the University of California, Los Angeles
are linking curcumin—the principal
compound in the popular Indian spice,
turmeric—with protection against AD.
Curcumin appears to slow the formation of,
and possibly even destroy, the accumulated
plaque deposits that are at the root of AD.
Try including this zesty spice more often in
your favorite dishes.

The Mediterranean Diet. You can add
lower risk of AD to the long list of health
benefits that come along with the
Mediterranean diet pattern. Scientists from
Columbia University reported that higher
adherence to the Mediterranean diet was
associated with lower risk for AD—possibly
due to reduction in inflammation and an
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antioxidant effect—in a 2007 issue of the
Archives of Neurology. “The Mediterranean
diet contains good fat like olive oil and nuts
and leafy green vegetables. And it's how
they cook foods that are important; foods
are grilled, not deep-fried,” says Joseph.

While the research exploring how foods
and nutrients may protect the aging brain is
still in its youth, it is clearly pointing in the
direction of including smart eating strategies
in your diet every week that are health-
protective in a number of ways.

— Sharon Palmer, R.D.
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EN’s Expert Tips for
Protecting Your Brain
through Lifestyle

Based on his extensive research in
nutrition and brain health, James
Joseph, Ph.D. shares three key tips
for preserving your brain power
through lifestyle.

1. Eat Right
That means power up on plenty of
antioxidant-rich fruits and vegetables,
as well as more fish, whole grains
and healthy fats like olive oil and
nuts in your diet.

2. Smart Exercise

Include cardiovascular forms of
exercise such as walking, jogging or
biking, as well as strength training.

3. Work your Brain

Your brain needs exercise to stay
young, too. Stay active, maintain
social contacts, work your brain with
puzzles and try something new to
keep your brain from getting
complacent.
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The Informed Patient:
Where the Germs Lurk
— Goncern Over
Swine Flu Grows,
Prompting a Hard Look
at the Hygiene Hot
Spots During the Day

Laura Landro

They lurk on the kitchen sponge, your
computer keyboard and the dirty laundry.
Flush the toilet and they become airborne.
Strangers leave them behind on airplanes,
gas pumps, shopping carts, coffeeshop
counters and elevator buttons. Your desktop,
office microwave handles, and the exercise
bike at the gym are covered with them.
Don't even think about the toys at day-care
centers or the kids’ playground equipment.

Germs—the microscopic  bacteria,
viruses, fungi and protozoa that can cause
disease—cling to the most common
surfaces and then hitch a ride on our hands.
As swine flu spreads from person to person
around the world, it is most often being
transmitted by coughing or sneezing, but it
can also infect people who touch something
with flu virus on it and then touch their
mouth or nose, the Centers for Disease
Control and Prevention warns. And like an
unwelcome house guest, a flu virus can
hang around for days.

No wonder germophobes—including me
—are on high alert, viewing every surface
as a potentially lethal petri dish. We're
using our elbows to push elevator buttons,
forgoing the handshake and social kiss for
the fist bump, and fanatically disinfecting
everything in sight. Sales of alcohol-based
hand sanitizers were up nearly 17% as of
the first week of September compared to
the same period last year, according to
Chicago-based research firm Information
Resources. And marketers are taking full
advantage of our paranoia, introducing

anti-bacterial dishwasher-safe keyboards,
machine-washable leather shoes, germ-
resistant paper file folders and even
hands-free communion wafer dispensers
for churches.

But how vulnerable are we to the sea of
germs swirling around us? Our immune
system protects us from most of them, and
in some spots that harbor germs, like
household drains, the risk of transfer is low.
Experts say there’s no reason to panic—
even though there may be good reasons to
be grossed out, since the spread of germs is
often linked to poor bathroom hygiene and
bacteria from human waste.

“We take in humongous amounts of live
organisms every day, and we are all routinely
covered in fecal organisms,” says Michael
Bell, associate director for infection control
at the Centers for Disease Control and
Prevention’s Division of Healthcare Quality
Promotion. “It's a testament to our body’s own
defenses—if they routinely made us ill,
none of us would have a chance.”

Even the scariest bugs can usually be
vanquished through old-fashioned hand
washing. “Regardless of what you touch,
make sure you clean your hands on a
regular basis so you have a better chance of
not delivering bacteria into your body
through your mouth, nose and eyes or a cut
on your skin,” Dr. Bell says. He advises
thorough and frequent hand cleaning—
which may be needed 10 times or more
daily depending on your activities—with
soap or alcohol-based hand sanitizer.

Cleaning and disinfecting things like desks
and doorknobs can play a role in protecting
us, he says, but “focusing on one surface
misses the point, because no surface is not
germy.” (The CDC.gov Web site offers
information on keeping germs at bay in the
home, how to wash your hands correctly, and
the importance of flu vaccines and other
immunizations in preventing disease.)

Also, not all germs are harmful; we need
friendly bacteria that live on our skin to help
fight off bad bugs, and bacteria in our mouth
and gut help digest our food and prevent
illness and disease.
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Still,  wanted to know where in my home,
office and wider world | should most
forcefully brandish my disinfectant wipes and
hand-sanitizer. My calls to experts turned up
some surprising culprits: the public toilet
seats I'd always been warned about are likely
cleaner than the desks in my workplace. My
kitchen sponge and cutting board harbor the
biggest dangers, as do places like elevator
buttons, communal coffee carafes and gym
equipment, that are touched by many hands
and are rarely cleaned.

“We are sharing more surfaces than ever
before in history, spending more time
indoors, travelling on bigger planes and
cruise ships and working in bigger office
complexes,” says Charles Gerba, a
microbiologist at the University of Arizona’s
Department of Soil, Water and Environmental
Science. “The biggest risks are in areas of
high contact—like the hundreds of people
who have touched that escalator rail before
you did.”

One of the scariest germ incubators may
be the office. Your co-worker eating at the
next cubicle isn’t just annoying you with the
smell of fried onions—nhe’s leaving behind
particles of food that can be breeding ground
for bacteria. Add in the microbes transferred
from workers’ hands to keyboards, phones
and the computer mouse, and the average
office desk may harbor 400 times more
germs than the average toilet seat, since
office desks and surfaces may be rarely
cleaned, while bathrooms tend to be
disinfected regularly, Dr. Gerba says.

After testing surfaces and objects in 113
offices in five cities, the Arizona researchers
found that women’s offices had more than
twice the bacteria of their male counterparts.
Makeup cases, phones and purses had the
highest number of bacteria; for men it was
wallets, hand-held electronic devices and
phones. Women’s offices had higher
numbers of mold and yeast, mostly from
food kept in drawers. But the superbug
MRSA, isolated in 6% of offices, was found
more often in men’s offices on the phone,
computer mouse, desktop and the bottom of
desk drawers.



The studies are funded by makers of
disinfectants including Procter & Gamble
and Clorox, whose products were also used
to test the effectiveness of cleaning and
compare regular cleaning regimens to
disinfecting with substances like bleach. Dr.
Gerba says more research is needed on the
link between surface germs and disease,
since it's impossible to say who will get sick.

“Some people will never get ill no matter
what they do or don’t do, and others will get
il almost every time,” he notes.

At home, the kitchen may be the
germiest room. About 50% to 80% of food-
borne illnesses happen in the home, where
micro-organisms can be spread from raw
meat and vegetables on chopping boards,
utensils and counters, and then spread on
hands. The culprits are dangerous bacteria
such as £ colii salmonella and
campylobacter. They cause food-borne
ilinesses that strike 76 million people each
year, sending 300,000 of them to the
hospital and killing 5,000.

One problem is haphazard cleaning; a
study by the U.K.-based Hygiene Council
found that in 12% of cases, surfaces that
looked clean in homes were heavily
contaminated. Sponges and cleaning cloths
can be swarming with bacteria from
previous wipe-ups, so to be on the safe side,
it's best to use paper towels, disposable
cloths or reusable ones that have been
decontaminated and dried, the group
advises. The CDC advises microwaving
sponges for 30 seconds or putting them in
the dishwasher every other day or so
depending on how often you use them.

In the laundry room, your average load of
wash contains more than coffee stains. The
Hygiene Council also warns it can be packed
with bacteria such as E. coli from clothing,
towels and linens. Washing in cold water
doesn't kill the germs; if you have to wash
at lower temperatures, add a laundry
disinfectant. Wash your hands after loading
the washing machine and dry clothes
immediately, since bacteria and fungi build
up on damp items, the group advises.

In the bathroom, the family toothbrush
holder can also harbor bacteria; if you have to
all share the same one, don’t allow the
brushes to touch each other, the CDC
recommends. But it also says there is no
evidence to support disinfecting toothbrushes
in the microwave or with ultraviolet devices on
the market. Best strategy: Get a new one every
few months and rinse thoroughly after using.

And keep your toothbrush away from the
commode—especially the powerful flush of
toilets on airplanes. Some studies have
shown that flushing sends a spray of water
containing bacteria that settles on people
and surrounding surfaces.

In general, fecal particles are only
worrisome if they've come from someone
with intestinal illness or diarrhea, but the
best advice | ever heard was to treat all
airplane bathroom surfaces as if they are
radioactive; keep the lid closed when
flushing, use a paper towel to handle lid,
faucets and door handles after washing
hands, then use hand sanitizer once back at
the seat as an extra precaution.

While surfaces are often the leading
source of germs, remember germs can
thrive in water we may inadvertently swallow
at public swimming pools (don’t ever get in
one if you see a baby without a swim diaper)
and waterparks (think of all those people
who may not be diligent about personal
hygiene). Hotel hot tubs can be bubbling
cauldrons of rash-causing Pseudomonas
aeruginosa, as chlorine and other
disinfectants evaporate more quickly in high
temperatures. And communal showers may
harbor foot fungus.

After reviewing all this depressing
information, | turned to my own doctor, New
York infectious disease specialist Eric
Neibart, who helped bring me down to earth
— sort of. What are the chances of picking
up an infectious disease from the germs we
come in contact with daily?

“Millions of people touch things every day
and nothing happens, So just use common
sense,” Dr. Neibart advises. “There’s a bigger
risk of being injured in a taxicab.”
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created to empower and prepare
newly diagnosed and newly restaged
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own advocates.
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‘%&@»cemers of excellence

Would you like your treatment center to become part of the referral system for MDS patients and be designated as a Center
of Excellence? To be recognized as a Center of Excellence, an institution must have the following:

= An established university (or equivalent) program  ® Ongoing research, including
® Recognized morphologic expertise in MDS
= Available cytogenetics and/or molecular genetics ™ Board—approved clinical trials

Institutional Review

= Documentation of peer-reviewed publications in the field

® The ability and intention to register patients in the MDS

Please contact the Foundation for further information and an application form for your center.

The following centers have qualified as MDS Centers of Excellence:

UNITED STATES

ALABAMA

University of Alabama

at Birmingham
Comprehensive Gancer Center
Birmingham, Alabama

James M. Foran, MD

ARIZONA

Mayo Clinic Hospital
Phoenix, Arizona
Ruben A. Mesa, MD/James L. Slack, MD

University of Arizona
Arizona Cancer Center
Tucson, Arizona

Daruka Mahadevan, MD, PhD

CALIFORNIA

Cedars-Sinai Medical Genter
UCLA School of Medicine
Los Angeles, California

H. Phillip Koeffler, MD

City of Hope National Medical Center
Duarte, California
Stephen J. Forman, MD

Stanford University Medical Center
Stanford, California
Peter L. Greenberg, MD

UCLA Center for Health Science
UCGLA School of Medicine

Los Angeles, California

Gary J. Schiller, MD

University of Southern California
Keck School of Medicine

Los Angeles, California

Casey L. O'Connell, MD

FLORIDA

All Children’s Hospital
St. Petersburg, Florida
Gregory Hale, MD

Mayo Clinic
Jacksonville, Florida
Alvaro Moreno-Aspitia, MD

University of Florida
Shands Hospital
Gainesville, Florida
Christopher R. Cogle, MD

University of South Florida
H. Lee Moffitt Cancer Center
and Research Institute
Tampa, Florida

Alan F. List, MD

GEORGIA

Emory Winship Cancer Institute
Emory University School of Medicine
Atlanta, Georgia

Amelia Langston, MD

The Blood and Marrow Transplant
Program at Northside Hospital
Atlanta, Georgia

Asad Bashey, MD

ILLINOIS

Loyola University Chicago
Cardinal Bernardin Cancer Center
Maywood, lllinois

Scott E. Smith, MD, PhD

Robert H. Lurie Comprehensive Cancer
Center of Northwestern University
Feinberg School of Medicine

Chicago, lllinois

Olga Frankfurt, MD

Rush University Medical Center
Chicago, lllinois

Stephanie A. Gregory, MD

Jamile Shammo, MD

University of Chicago Medical Center
Chicago, lllinois
Richard A. Larson, MD

INDIANA

Indiana University Medical Center
Indianapolis, Indiana

Larry Cripe, MD

MARYLAND

Johns Hopkins University
School of Medicine
Baltimore, Maryland

Steven D. Gore, MD

Charles S. Hesdorffer, MD

National Heart, Lung,
and Blood Institute
Bethesda, Maryland
Elaine Sloand, MD
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University of Maryland
Greenebaum Cancer Center
Baltimore, Maryland

Maria R. Baer, MD

Ivana Gojo, MD

MASSACHUSETTS

Dana-Farber Cancer Institute
Boston, Massachusetts

David P Steensma, MD/
Richard M. Stone, MD

Tufts University
School of Medicine
Tufts Medical Center
Boston, Massachusetts
Kellie Sprague, MD

MICHIGAN

Barbara Ann Karmanos
Cancer Institute
Wayne State University
Detroit, Michigan

Charles A. Schiffer, MD

William Beaumont Hospital
Cancer Center

Royal Oak, Michigan

Ishmael Jaiyesimi, MD

MINNESOTA
Mayo Clinic
Rochester, Minnesota
Mark R. Litzow, MD

University of Minnesota
Medical Center, Fairview
University of Minnesota
Medical School
Minneapolis, Minnesota
Erica D. Warlick, MD

MISSOURI

Washington University
School of Medicine
Siteman Cancer Center
St. Louis, Missouri

John F. DiPersio, MD, PhD

NEBRASKA

University of Nebraska
Medical Center
Omaha, Nebraska
Lori Maness, MD

International Registry database

NEW JERSEY

The Cancer Genter of Hackensack
University Medical Center
Hackensack, New Jersey

Stuart Goldberg, MD

NEW MEXICO

University of New Mexico
Health Sciences Center
Albuquerque, New Mexico
Robert Hromas, MD

NEW YORK

Albert Einstein College of Medicine
Cancer Center
Bronx, New York
Amit Verma, MD

Columbia University Medical Center
New York, New York
Azra Raza, MD

Memorial Sloan-Kettering
Cancer Center

New York, New York
Stephen D. Nimer, MD

Mount Sinai

School of Medicine
New York, New York
Lewis R. Silverman, MD

New York Medical College/
Westchester Medical Center
Zalmen A. Arlin Gancer Center
Valhalla, New York

Karen Seiter, MD

North Shore University Hospital
Lake Success, New York
Steven L. Allen, MD

Roswell Park Gancer Genter
Buffalo, New York
James E. Thompson, MD

University of Rochester
Cancer Center
Rochester, New York

John M. Bennett, MD

Weill Medical College

of Cornell University

New York Presbyterian Hospital
New York, New York

Eric J. Feldman, MD



NORTH CAROLINA

Duke University Medical Center
Durham, North Carolina
Carlos M. deCastro, MD

Wake Forest University
School of Medicine
Comprehensive Gancer Center
Winston-Salem, North Carolina
Bayard L. Powell, MD

OHIO

Cleveland Clinic Foundation
Taussig Cancer Center
Cleveland, Ohio

Jaroslaw Maciejewski, MD, PhD

PENNSYLVANIA

The Western Pennsylvania
Cancer Institute

Pittsburgh, Pennsylvania
James M. Rossetti, DO

Thomas Jefferson University
Kimmel Cancer Center
Philadelphia, Pennsylvania
Emmanuel C. Besa, MD

University of Pennsylvania
Cancer Center

Philadelphia, Pennsylvania
Selina Luger, MD

UPMC Cancer Centers
University of Pittsburgh
Cancer Institute
Pittsburgh, Pennsylvania
Anastasios Raptis, MD

TENNESSEE

Vanderbilt University
Medical Center
Nashville, Tennessee
Madan Jagasia, MD
Stephen Strickland, MD

TEXAS

Cancer Care Centers of South Texas
San Antonio, Texas
Roger Lyons, MD

Cancer Therapy & Research Genter
Institute for Drug Development

San Antonio, Texas

Swaminathan Padmanabhan, MD

Southwest Regional Cancer Genter
Austin, Texas
Richard Helmer, lll, MD

University of Texas

MD Anderson Cancer Center
Houston, Texas

Guillermo Garcia-Manero, MD
Hagop Kantarjian, MD

WASHINGTON

Fred Hutchinson

Cancer Research Center
University of Washington
Seattle Cancer Care Alliance
Seattle, Washington

Joachim Deeg, MD

Elinu Estey, MD

WASHINGTON, DC

Georgetown University Hospital
Lombardi Comprehensive
Cancer Center

Washington, D.C.

Catherine Broome, MD

Khaled EI-Shami, MD, PhD

WISCONSIN

Medical College of Wisconsin
Bone Marrow

Transplant Program
Milwaukee, Wisconsin
Parameswaran Hari, MD

University of Wisconsin
Madison Medical School
Madison, Wisconsin

Mark B. Juckett, MD

OUTSIDE THE
UNITED STATES

AFRICA

Constantiaberg Medi-Clinic
Stellenbosch University

and Tygerberg Academic Hospital
Cape Town, South Africa

Peter Jacobs, MD, PhD

Hopital Aziza Othmana
Tunis, Tunisia
Balkis Meddeb, MD

University of Gape Town
Groote Schuur Hospital
Cape Town, South Africa
Nicolas Novitzky, MD, PhD

ARGENTINA

Sanatorio Guemes
Buenos Aires University
Buenos Aires, Argentina
Marcelo lastrebner, MD

AUSTRALIA

Peter MacCallum
Cancer Institute
University of Melbourne
East Melbourne, Australia
John F. Seymour, MD

Suzanne Fleischman Memorial
Fund for Patient Advocacy

A fund has been established by the MDS Foundation in
memory of Suzanne Fleischman. Contributions may be sent
to the Foundation with a notation designating the Suzanne
Fleischman Memorial Fund for Patient Advocacy.

New donations have been made by:

Edward Fleischman
Prescott, AZ

Roslyn Raney
Menlo Park, CA

University of Notre Dame
Notre Dame, IN

University of Tasmania
Royal Hobart Hospital
Hobart, Tasmania, Australia
Raymond M. Lowenthal, MD

AUSTRIA

University Hospital
of Innsbruck
Innsbruck, Austria
Reinhard Stauder, MD

University of Vienna
Vienna, Austria
Peter Valent, MD

BELGIUM

AZ Sint-Jan AV
Brugge, Belgium
Dominik Selleslag, MD

University Hospital Leuven
Leuven, Belgium
Michel Delforge, MD, PhD

BRAZIL

AC Camargo Hospital-
Cancer Center

Sao Paulo, Brazil

Luiz Fernando Lopes, MD, PhD

Hemocentro da UNICAMP
University of Campinas
Campinas, Brazil

Irene Lorand-Metze, MD

Servico de Hematologia do
Hospital das Clinicas da
Faculdade de Medicina da
Universidade de Sao Paulo
Séo Paulo, Brazil

Elvira R.P. Velloso, MD, PhD

Universidade Federal de Ceara
Ceard, Brazil
Silvia Maria M. Magalhées, MD, PhD

Universidade Federal de Sao Paulo
Séo Paulo, Brazil
Maria de Lourdes Chauffaille, MD, PhD

CANADA

Princess Margaret Hospital
Toronto, Ontario, Canada
Karen Yee, MD

Toronto Sunnybrook
Regional Cancer Centre
Toronto, Ontario, Canada
Richard A. Wells, MD

University of Toronto
Hospital for Sick Children
Toronto, Ontario, Canada
Yigal Dror, MD

CHINA

Institute of Hematology

and Blood Diseases Hospital

Chinese Academy of Medical Sciences
Tianjin, China

Zhijian Xiao, MD

CROATIA

University Hospital Center Zagreb
School of Medicine

Zagreb, Croatia

Boris Labar, MD, PhD

Ranka Serventi-Seiwerth, MD

CZECH REPUBLIC

Institute of Hematology
& Blood Transfusion
Prague, Czech Republic
Jaroslav Cermak, MD, PhD




Welcome Additions to
MDS Centers of Excellence

The MDS Foundation is pleased to announce the following additions to our Centers
of Excellence program in MDS:

Columbia University Medical Center
New York, New York
Azra Raza, MD

The Blood and Marrow Transplant
Program at Northside Hospital
Atlanta, Georgia

Asad Bashey, MD

University of Cologne
Cologne, Germany
Karl-Anton Kreuzer, MD

University Hospital Mannheim
Mannheim, Germany
Wolf-Karsten Hofmann, MD, PhD

University Hospital of Wales
Cardiff, UK
Jonathan Kell, MD

Seoul National University Hospital
Seoul National University

College of Medicine

Seoul, Korea

National Taiwan University Hospital Dong Soon Lee, MD, PhD

Taipei, Taiwan
Hwei-Fang Tien, MD, PhD

DENMARK

Odense University Hospital
The University of

Southern Denmark

Odense, Denmark

Gitte Birk Kerndrup, MD

Rigshospitalet National
University Hospital
Copenhagen, Denmark
Lars Kjeldsen, MD, PhD

University of Arhus

The University Hospital
Arhus, Denmark

Mette Skov Holm, MD, PhD

FRANCE

Centre Henri Becquerel
Rouen University
School of Medicine
Rouen, France

Aspasia Stamatoullas, MD

Centre Hospitalier
Universitaire (CHU) de Angers
Service des Maladies du Sang
Angers, France

Norbert Ifrah, MD

Centre Hospitalier Universitaire
(CHU) de Grenoble

Grenoble, France

Jean-Yves Cahn, MD

Centre Hospitalier
Universitaire (CHU) de Limoges
Hopital Dupuytren

Limoges, France

Dominique Bordessoule, MD

Centre Hospitalier
Universitaire de Nancy
Nancy, France

Agnés Guerci-Bresler, MD, PhD

Hopital Avicenne/
University Paris Xl
Bobigny, France
Pierre Fenaux, MD

Hopital Claude Huriez,
CHU Lille Service

des Maladies du Sang
Lille, France

Bruno Quesnel, MD

Hopital Cochin/
University Paris V
Paris, France
Francois Dreyfus, MD

Hopital Saint Louis/
University Paris VII

Paris, France

Christine Chomienne, MD, PhD

Institut Paoli-Calmettes
Marseille, France
Norbert Vey, MD

GERMANY

Georg-August-Universitat
Gottingen

Gottingen, Germany

Detlef Haase, MD, PhD

Hannover Medical School
Medizinische Hochschule
Hannover

Hannover, Germany

Arnold Ganser, MD

Heinrich-Heine Universitat
Diisseldorf University Hospital
Diisseldorf, Germany

Ulrich Germing, MD

Johann Wolfgang Goethe
Universitat

Frankfurt Main, Germany
Gesine Bug, MD

MLL Miinchner
Leukamielabor
Munich, Germany
Torsten Haferlach, MD

Saarland University
Medical Center
Homburg/Saar, Germany
Ulrich Mahlknecht, MD, PhD

St. Johannes Hospital
Heinrich-Heine Universitéat
Duisburg, Germany

Carlo Aul, MD, PhD
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Albert-Ludwigs-
Universitéat Freiburg
Freiburg, Germany
Michael Liibbert, MD, PhD

Universitdt Hamburg
Hamburg, Germany
Nicolaus Krdger, MD, PhD

Universitatsklinikum
Carl Gustav Garus
Dresden, Germany
Uwe Platzbecker, MD

University Children’s Hospital
Freiburg, Germany
Charlotte Niemeyer, MD

University of Cologne
Cologne, Germany
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Information on Clinical Trials

International Clinical
Trials: An Update

NATIONAL CANCER INSTITUTE TRIALS

As we go to press the National Cancer
Institute (NCI) has listed more than 100
clinical trials that focus on myelodysplastic
syndromes. Full study information on these
trials is available at www.cancer.gov. This
information includes basic study information,
study lead organizations, study sites, and
contact information. To access the information:

® | og on to www.cancer.gov
m (lick on “Search for Clinical Trials”

m Click on “Type of Cancer” and type in
‘myelodysplastic syndromes’

m Hit search

This search will provide you with all the
trials currently underway in MDS. You may
also sort by trials that only focus on treatment
or trials that only focus on supportive care.

To view listings of additional studies
you can log onto www.clinicaltrials.gov.
For telephone support, call the National
Cancer Institute at 1-800-4-CANCER.

If you are an MDS patient, you may wish
to discuss a trial with your primary treating
physician to see if you qualify as a candidate.

Clinical trials study new interventions
(drugs or procedures) to evaluate their safety
and effectiveness in humans. Trials follow
a careful set of steps, allowing for the
systematic gathering of information to
answer questions and confirm hypotheses
that were formed earlier, in either laboratory
experiments or preliminary trials.

A clinical trial falls into one of four phases:

Phase 1. This is the first time a drug is used
in humans. The trial is designed to determine
dosage, route of administration (oral,
intravenous, or by injection), and schedule of
administration (how many times a day or
week). In this phase researchers also begin to
determine the drug’s safety. The phase | trial
is normally conducted in healthy adults and
enrolls only a small number of people.

Phase II. Patients with the disease receive
the drug at dose levels determined in the
earlier phase. The phase Il trial begins to
determine the effectiveness of the drug and
provides more information about its safety.

Phase Ill. The drug is tested alone or
against an approved standard drug. The
typical phase lIl trial enrolls a large number
of patients. If it is a comparison trial, patients
may be randomly assigned to receive either
the new drug or the standard intervention.

Phase IV. In phase IV the drug, already
approved by the FDA and available to the
public, undergoes continued evaluation.
The phase IV designation is rare.

Some trials—screening studies evaluating
supportive care or prevention—are not
conducted in phases. In these trials a group
following a certain disease combating
strategy, such as a detection method, is
compared to a control group.

New Research
Protocol Listings

The MDS Foundation wants you to
know about clinical trials of
investigational treatment options for
patients with MDS and has updated its
International Clinical Trials list on our
website and for distribution.

Please contact us for a detailed listing
featuring new protocols:

Website: www.mds-foundation.org

Email:
uspatientliaison@mds-foundation.org

or call 800-MDS-0839 and the current
clinical trials will be sent to you.

Clinical trials often have very specific
eligibility requirements. Please talk with
your doctor to help decide which, if any,
trials might be right for you.

Please note that the information is
provided strictly as a resource and is
not an endorsement of any physician,
institution, or treatment.
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Clinical Research Trial
with Eltrombopag —
Now Open for Accrual

PMA112509

We would like to announce a clinical trial
for patients with advanced Myelodysplastic
Syndrome (MDS) or secondary Acute
Myeloid Leukemia after MDS (SAML/MDS),
or de novo AML who have associated
thrombocytopenia (low platelet counts).

The Myelodysplastic Syndromes Foun-
dation is assisting in the accrual of patients
for Clinical Trial PMA112509. The purpose
of this phase I/1l placebo-controlled study is
to test the safety of eltrombopag in patients
with low platelet counts due to MDS,
SAML/MDS, or de novo AML, and also to see
how well eltrombopag may work at different
doses in this patient population.

Eltrombopag is an orally available, small
molecule thrombopoietin receptor agonist
that is approved as a treatment for chronic
immune (idiopathic) thrombocytopenic
purpura (ITP) to increase platelet counts. The
present study is designed to evaluate the
safety and tolerability of eltrombopag,
administered as oral tablets once daily in
adult thrombocytopenic subjects  with
advanced MDS, sAML/MDS, or de novo AML.

In an effort to move the clinical devel-
opment of eltrombopag for the treatment of
MDS, sAML/MDS, or de novo AML forward
as rapidly as possible, the Foundation would
appreciate hearing from you.

If you are a physician and would like to
refer a patient for enrollment into this clinical
trial or if you are an MDS patient who has
low platelet counts, please contact The MDS
Foundation at 1-800-MDS-0839.



Online Search Tool for Clinical Trials
TI‘I al CheCE Clinical trials information and products powered by:

Coalition of Cancer Cooperative Groups
TrialCheck is another online search tool that helps you gather information about cancer clinical trials to discuss with your doctor. This
user-friendly tool allows you to search for trials according to your type of cancer and according to your zip code. This will help you locate
physicians and hospitals near your home that offer trials.

TrialCheck searching is based on nine simple questions. Depending upon the answers you provide, TrialCheck generates a list of
trials in which you may be eligible to enroll.

www.CGancerTrialsHelp.org

Be a Bone Marrow Donor

For those patients diagnosed with a fatal blood disorder, bone marrow transplantation (BMT) is often the only chance of survival.
Related donors provide suitable matches only 33 percent of the time. This leaves nearly 70 percent of patients without a match. The need
is especially critical in racial and ethnic minority groups.

Registering as a donor is simple. A blood sample is all you need to enter your tissue type into the National Marrow Donor Program
(NMDP) computerized registry. If you are in good health and between the ages of 18 and 55, you can contact NMDP at 1-800-
MARROW-2. They will send additional information, including the NMDP center nearest you.

Give the Gift of Life!

Other sites of interest:

ASBMT™ American Society for Blood and Marrow Transplantation: www.asbmt.org

International Bone Marrow Transplant Registry:
Www.isbmtr.org

National Marrow Donor Program®;
WWW.marrow.org

Blood & Marrow Transplant Information Network:
www.bmtinfonet.org

Blood & Marrow Transplant Resources:
www.BMTresources.org

Bone Marrow and Cord Blood Transplantation:
http://bloodcell.transplant.hrsa.gov

Over 140 Things You Need to Know about Your Autologous Bone Marrow or Stem Cell Transplant is available online at
www.BMTresources.org or call 414-870-4850, ISBN# 0-9768060-0-2/Price: $11.95. Contains over 140 invaluable tips to help
transplant patients sail through their procedures.
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Educational Resources

Understanding MDS: A Primer for Practicing Clinicians

Visit www.mds-foundation.org and click on The MDS Foundation Resource Center to take advantage of this comprehensive program, and
other informative programs coming soon, designed to provide you with tools and information that will assist you in administering the best care
to your patients.

Segment 1 - The Past & Present in MDS

Segment 1 provides insight into the history of MDS, development of the MDS classification and prognostic
systems, and a glimpse into the future of MDS diagnosis, research and treatment.

Understanding MDS:

Segment 2 - Clinical Presentation, Diagnosis & Pathology

Segment 2 provides insight into the clinical picture of adult and pediatric MDS, primary
and secondary MDS, FAB and WHO Classification system, and rationale for the proposed
MDS pediatric classification system.

Understanding MDS: |
A Privs for Praciicing Clniclens

Segment 3 - Ineffective Hematopoiesis:
Considerations in Diagnosis & Treatment

m Segment 3 provides insight into the pathogenic mechanisms that contribute to the development of MDS, including
o <4 | the altered bone marrow microenvironment of MDS in terms of cells, cytokines, growth factors, receptors, and

e | icrovasculature; dyserythropoiesis in MDS, and therapeutic targets and approved drugs for the treatment of MDS.

Segment 4 - Anemia in MDS: Survival, Qol, & Treatment Options | unestanangwos:

Segment 4 is an overview of supportive care with a focus on RBC transfusions and its
effect on the morbidity and mortality of MDS patients. This segment also looks at the
quality of life issues from the perspectives of the physical, functional, emotional, social
and cost impacts on the patient with MDS.

Segment 5 - Azacitidine in MDS

Segment 5 looks at the mechanism of action of the MDS treatment, azacitidine and
patient selection criteria for use. The labeled and licensed indications as well as associated risks of azacitidine
are reviewed.

Understanding MDS:

Segment 6 - Lenalidomide in MDS

Segment 6 looks at the mechanism of action of the MDS treatment, lenalidomide and
patient selection criteria for use. An overview of the labeled and licensed indications as
well as associated risks is reviewed.

This multi-segment program will allow participants to choose the segments that interest them and to learn at their own pace. Segments
may be completed via a written program, online in our technologically advanced MDS Foundation Educational Center, or via CD-ROM on
their personal computer. This multi-segment program is available in the following languages: English, French, German, Italian,
Japanese and Spanish.

The program is approved for 1 hour of CME credit upon completion. There is no charge for this educational activity.

The Myelodysplastic Syndromes Foundation strives to serve as an effective conduit for information regarding the most updated treatment
options, clinical studies, referrals to Centers of Excellence, and other information concerning MDS. Please bookmark our site,
www.mds-foundation.org, and check back frequently for new, informative programs.
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Help the Foundation and Buy Your MDS Textbooks From Us!

I" Myelodysplastic

Myelodysplastic Sy.m_lromes: o
syndromes Clinical and Biological
m:‘.__ Advances
Rt

Peter L. Greenberg, MD
=—| Stanford University
Medical Center

Hardback, Nov. 2005/320 pp., illus.
ISBN: 0521496683/$168.00**
Cambridge University Press

As the current major comprehensive
reference on all aspects of the clinical
classification underlying pathogenetic mech-
anisms and treatment of the myelodysplastic
syndromes, Myelodysplastic Syndromes
stands out as the definitive text on the
genetics, pathophysiology, and clinical
management of this wide range of syndromes.
Authored by international experts, this book
provides a state-of-the-art update of the
current status and recent advances in the
field. The chapters cover all aspects of the
myelodysplastic syndromes, from an in-depth
analysis of the multifactorial nature of this
disease, including a careful assessment of
stromal, immunological and stem cell
abnormalities, to a review of recent molecular
and cytogenetic discoveries and insights.

This book will be a valuable resource to
clinicians and researchers who wish to learn
more about myelodysplastic syndromes.

Myelodysplastic
Syndromes & Secondary
Acute Myelogenous
Leukemia: Directions
for the New Millennium
(Cancer Treatment

and Research)

Edited by:

Azra Raza, MD; Suneel D. Mundle, PhD
June 2001/278 pp., illus.

ISBN: 0792373660/$228.00*

Springer Press

Myelodysplastic syndromes are to the
bone marrow what pneumonia is to the

lungs: the response of an organ to a variety
of etiologic insults like aging, toxic exposure,
infections and auto-immunity. Among
infectious causes alone, pneumonia could
be the result of a variety of possible
pathogens including bacterial, viral,
tuberculous or fungal agents. Similarly, MDS
cannot be treated as a single disease.
Attempts to harness the inherent complexity
of MDS by devising “classifications” which
group the various syndromes as one disease
is as misguided as saying that a pneumonia
is not infectious because it did not respond
to antibiotics. Progress in the field will occur
faster when we re-analyze this premise.
Therefore, until a clearer picture of the
disease emerges, it is best to treat each of
the MDS syndromes as a separate entity.
Having no classification is better than a
misleading one. This book is our attempt to
define the most crucial questions related to
MDS that need to be addressed immediately
through logic, analysis, and rigorous
experimentation. If the emerging problems
appear daunting, then instead of being
overwhelmed by them, we should follow the
advice of the great 20th century thinker
Antonio Gramsci, “pessimism of the intellect
must be faced with the optimism of will.”

Myelodysplastic
Syndromes,

Second Edition:
Pathobiology and
Clinical Management
(Basic and Clinical
Oncology)

Myelodysplastic |

Edited by:

David P. Steensma, MD

November 2008/536 pp., illus.

ISBN: 978-01420074390/$250.00**
Informa HealthCare

This reference provides a comprehensive
overview of the latest research detailing
the etiology, epidemiology, treatment, and
detection of myelodysplastic syndromes
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(MDS)— identifying effective therapeutic
regimens, adverse environmental and
genetic factors, and efficient modalities of
supportive care that improve patient survival
and enhance quality of life.

Myeloproliferative
Disorders: Biology
and Management

Edited by:
Richard T. Silver, MD;
Ayalew Tefferi, MD

October 2007/240 pp., illus.
ISBN: 9781420061628/$200.00**
Informa HealthCare

Myeloproliferative Disorders, written by
international renowned experts in the field,
examines:

— New and developing diagnostic protocols
and algorithms and supportive care
regimens

— The evolution and classification of recent
myeloproliferative disorders

— Advancements and the implications
arising from clinical care and practice

— The activating JAK2V617F developed in a
chapter by top experts

—The overlap between myeloproliferative
disorders and myelodysplastic syndromes

— The importance of histopathology and cyto-
genetics on understanding these diseases

With the recent discovery of JAK2
mutations in myeloproliferative disorders,
medical science has taken a revolutionary
stride forward toward understanding the
pathogenesis of these diseases. This new
advancement translates not only to a more
rapid and reliable diagnosis, but also
allows groundbreaking research into the
development of new therapeutics. Written
in an easy-to-follow text Myeloproliferative
Disorders gives the practicing clinician a
single source answer to classification,
diagnosis, management, and recent advances
in this disorder.



100 Questions &
Answers About
Myelodysplastic
Syndromes

By:

Jason Gotlib, MD, MS;
Lenn Fechter, RN, BSN

December 2007/172 pp., illus.
ISBN: 9780763753337/$19.95**

Jones and Bartlett Publishers:
800-832-0034; www.JBpub.com

Whether you're a newly diagnosed
patient, a survivor, or loved one of someone
suffering from MDS, this book offers help.
The only text available to provide both
the doctor's and patient’s views, 700
Questions & Answers About Myelodysplastic
Syndromes, provides practical, authoritative
answers to 100 of the most common
questions asked. Written with commentary
from actual patients, this is an invaluable
resource for anyone struggling with the
medical, physical, and emotional turmoil of
this disease.

“All prices are in US dollars.

To order, call
the MDS Foundation:

1-800-MDS-0839

TERMS OF THE OFFER:

All individual orders must be prepaid by
check or money order or charged on Visa,
Mastercard, or AmEX. Canadian residents,
please add 7% GST. Residents of CA and
NY, please add local sales tax.

Shipping and handling charges may apply
depending on the delivery zone and
package weight,

Highlights of Latest
Literature in MDS

Suneel D. Mundle, PhD

Listed below are citations of some new
publications relevant to MDS (pathogenesis,
clinical characterization, management, etc.).
To access the complete article log on to
www.pubmed.gov.

EPIDEMIOLOGY:

1. Goldberg SL et al. Incidence and clinical
complications of Myelodysplastic Syn-
dromes among United States medicare
beneficiaries. J Clin Oncol. 2010;Apr 26
[Epub ahead of print].

The incidence of newly diagnosed MDS
patients registered during 2003 in
Medicare Standard Analytic Files with age
>65 yr was 162 per 100,000 cases,
which may yield a value of 45,000 new
cases a year in the US medicare
population 65 yr or older. The study also
showed higher incidence of comorbidities
in patients requiring RBC transfusions.
Additionally, the transfusion status
correlated with higher rate of leukemic
transformation and high rates of mortality.

2. Ehsan A and Aziz M. Clinico-haemato-

logical characteristics in Pakistani patients
of primary myelodysplastic syndrome
according to world health organization
classification. J Coll Physicians Surg Pak.
2010;20(4):232-236.
A small study that is in line with earlier
observation of younger mean age of MDS
at diagnosis in Asia as compared to the
advanced age of western patients.
Forty-six patients evaluated had mean
age of 46.21 yr, higher preponderance
of disease among males and a high
incidence of RCMD class.

3. Dayyani et al. Cause of death in patients
with lower-risk myelodysplastic syndrome.
Cancer. 2010;116(9):2174-2179.

This retrospective single center study of
273 deceased cases with low-risk MDS
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recorded cause of death in 84% cases as
MDS-related death (38% as a result of
infection, 15% due to transformation into
AML, 13% hemorrhage and the rest were
labeled as disease progression or others).

DIAGNOSIS AND PROGNOSIS:

1. Costa et al. Do we need to do
fluorescence in situ hybridization analysis
in myelodysplastic syndromes as often as
we do? Leuk Res. 2010;Mar 10 [Epub
ahead of print].

Fish studies confirmed the findings of
conventional G-banding cytogenetics in
99.4% cases and detected abnormalities
in additional 25% cases in which the
latter had failed. No value was seen in
conducting FISH in cases with normal
cytogenetics.

2. Yang W et al. FISH analysis in addition to

G-band karyotyping: utility in evaluation
of myelodysplastic syndromes? Leuk Res.
2010;34(4):420-425.
Upon evaluation of a series of 110 MDS
patients, this report concluded that FISH
may be informative only in cases with
failure of conventional karyotyping and
would have marginal utility in cases
where G-banding conclusively demon-
Strated normal karyotype.

TREATMENT:

Growth Factor:

1. Oliva EN et al. Darbepoetin alfa for the
treatment of anemia associated with
myelodysplastic syndromes: efficacy and
quality of life. Leuk Lymphoma. 2010;Apr
6 [Epub ahead of print].

Forty one patients were treated with a
dose of 150 pg/week (increased to
300 pg/week in non-responsive cases).
Response rates in transfusion dependent
patients were 59% and in non-
fransfusion dependent cases were 56%
with increase of 1 g in the mean Hb levels
during 24 weeks of treatment. Duration
of response was 22 weeks in non
fransfusion dependent and 15.1 weeks in
fransfusion dependent cases.



Demethylating Agents:
1. Moon JH et al.

Predictive value of
pretreatment risk group and baseline
LDH levels in MDS patients receiving
azacitidine treatment. Ann Hematol. 2010;
Mar 17 [Epub ahead of print].

This retrospective study over a window
of 2 years, 2006—2008, assessed out-
comes of azacitidine treatment of 126
MDS patients. The study compared
median survival in different IPSS and
WPSS classes. Markedly WPSS high/
very high risk category showed higher
0S as compared to IPSS high risk
category (14.9 mo vs. 6.3 mo
respectively). Also, high LDH levels were
found to be correlated with poor
prognosis (0S—13.9 mo in high vs.
20.6 mo in normal).

. Musto P et al. Azacitidine for the
treatment of lower risk myelodysplastic
syndromes: a retrospective study of 74
patients enrolled in an Italian named
patient program. Cancer. 2010;116(6):
1485-1494,

The study focused on efficacy and safety
of azacitidine in lower-risk patients, 84%
of whom were transfusion dependent at
baseline. Azacitidine was administered at
a dose of 75 mg/m? qd with majority
receiving 5 or 7 day regimens. A third of
the patients were treated at a fixed dose
of 100 mg daily on similar regimens.
Treatment continued for a median of
7 cycles. Per IWG 2006 criteria,
ORR—-45.9% (CR—10.8%, PR-9.5%,
HI-20.3%). The ORR was higher in
patients completing >4 cycles (51.6%).
Median DOR 6 mo with survival benefit
seen in responders as compared to non-
responders. Major Gr 3/4 AE-myelo-
suppression and infection.

PATHOBIOLOGY:
1. Steensma DP et al. P39/Tsugane cells

are a false cell line contaminated with
HL-60 cells and are not suitable for
mechanistic studies in myelodysplastic
syndromes. Haematologica. 2010;Apr 26
[Epub ahead of print].

This letter reviews the contamination
status and cautions against the use of
P39/Tsugane cells in future.

. Zheng Z et al. In Vitro deprivation of

CD8+CD57+ T-cells promotes the
malignant growth of bone marrow colony
cells in patients with lower-risk
myelodysplastic syndrome. Exp Hematol.
2010;Apr 12 [Epub ahead of print].

This study reported on the presence of
intact immune surveillance element, i.e.
CD8+CD57+ cells that demonstrate
inhibitory activity against MDS bone
marrow mononuclear cells, but not
against those derived from normal
marrows. Of note, the inhibitory activity
was more pronounced against cyto-
genetically abnormal cells.

. Pellagatti A et al. Deregulated gene

expression pathways in myelodysplastic
syndrome hematopoietic stem cells.
Leukemia. 2010;24(4).756-764

This study conducted global gene
profiling in 183 MDS patients and 17
healthy controls. The study highlights
deregulation of distinct molecular
pathways correlating with different
cytogenetic abnormalities. Trisomy 8 had
deregulation in immune response
pathway, —7/del 7q showed involvement
of cell survival pathways, whereas del 5q
showed derailment of integrin pathways
and cell cycle regulation.
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4.

Lange K et al. Telomere shortening and
chromosomal instability in myelodys-
plastic syndromes. Genes Chromosomes
Cancer. 2010;49(3):260-269.

In line with earlier data, the authors have
reported telomere shortening in MDS.
Additionally, the report also showed that
normal and aberrant metaphases from
the same patient had no difference in
telomeric length, indicating the disease
origin in a very early stem cell.

NOTE:
Special Journal issue on MDS

1.

Hematol Oncol Clin North Am. 2010;24(2)

Review articles on diagnosis, prognosis
including WHO, IPSS and WPSS system
evaluations, existing and new treatments,
iron overload, and, biology, cytogenetics
and genomics of MDS, etc.

We would like to thank Suneel Mundle,
a member of the MDS Foundation, for
his assistance in monitoring these
important peer-review publications
on MDS.

Insurance and Drug
Reimbursement
Resource Guide

We have assembled a listing of
insurance and drug reimbursement
resources for MDS patients. It is
important to know that there is support
for those who cannot
afford medicine or
other  healthcare
costs. We hope this
new resource will
be beneficial in help-
ing you with your
medical needs.

Insurance and
Reimbursement
Resources for
MDS Patient:

i

s foundtion

This guide to assistance programs
in the United States is available for
download from the Foundation’s
website or can be ordered in booklet
form upon request.
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MDS Handbooks Now Available in Multiple Languages
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In addition to English, the Handbook is available in the following languages.

ARABIC
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Educational Materials
Available from the
MDS Foundation
m The MDS News
m MDS Essentials:
Foundation’s E-Newsletter
m Patient Diary

m Understanding Myelodysplastic
Syndromes: A Patient Handbook

m Transfusion-Dependent Iron Overload
and MDS: A Handbook for Patients
m Insurance and Reimbursement
Resources for MDS Patients
m Planned Giving Program:
A Guide to Financial Planning

All of these materials are available free
of charge from the Foundation.
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Contributions to the MDS Foundation

Gifts to the Foundation

The MDS Foundation relies entirely on gifts and membership fees to further its work. We
would like to acknowledge the generosity of the following individuals and organizations that

have recently provided gifts to the Foundation:

Susan J. Ferber
In memory of Dr. Jerome Ferber
New York, NY

Peet and Aldeane Soot
Lake Oswego, OR

Alfred and Dorothy Harding
Medford, NJ

Paul Dave
Winchester-Hampshire
United Kingdom

Marilyn Slotnick
Toms River, NJ

Lauren M. Hollander
c¢/o United Way of New York City
New York, NY

Joseph Artuso
Berwyn, PA

Bill Pearson
Hamilton, Ontario
Canada

Mary Miyawaki
Honolulu, HI

Eleanor Jostrom
Whiting, NJ

Srivatsan Rajagopal
Cupertino, CA

Virginia J. Miller
Export, PA

Saleh Yuguda
Ibadan, Oyo
Nigeria

James Houston
County Fermanagh
N. Ireland

Larry Beck
Salina, KS

Raymond Malles
Warminster, Pennsylvania

Merck Partnership for Giving
Princeton, New Jersey

Pfizer Foundation
Matching Gift Programs
Princeton, New Jersey

United Health Group
Employee Giving Campaign
Princeton, New Jersey

Mary K. Parkinson
Annapolis, MD

Michael Losow and
Talecris Biotherapeutics
Research Triangle Park, NC

Rajeev B. Prabhakar
Walnut Creek, CA

John and Ellen Stukenberg
Columbus, OH

Sandy Madrigal
Davenport, IA

Robert & Elizabeth Weiss
Wilmette, IL

Veronica Taylor
Huntersville, NC

Eugene R. Temple
Dunedin, FL
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A Special
Thank You to

GABRIELLE’S

ANGEL FOUNDATION
FOR CANCER RESEARCH

We would like to especially thank
Gabrielle’s Angel Foundation
for Gancer Research
for their generous grant in the
amount of $45,000.00 in support
of young investigators through
the MDS Foundation.

Ways to Support the
Foundation’s Work
All Year Long

If you wish to support the work of the
Foundation in the battle against MDS,
please remember us and consider
donating all year long.

Every penny helps. All donations
are tax-deductible.

The MDS Foundation is very grateful
for the heartfelt support of its donors.
Our work as a non-profit organization
depends on public funding, and we
hope that you include us as one of
the worthy charities that you support
this year. We have enclosed a pre-
addressed contribution envelope to
make it easier. You will receive an MDS
Foundation enamel lapel pin in
appreciation of your donation.

Thank you for your support.




In Memoriam

A memorial fund has been established in the name of
Mr. Sisto Arena

Donations have been made in Mr. Arena’s memory by:

Kathleen M. Shannon

San Jose, CA

Ron, Patty & Jordan Ruiz,
Allison & Matt Daugherty,
Robert & Carolyn Pisano
San Jose, CA

Carol Supler
Los Gatos, CA

Russ and Laura Smith
Campbell, CA

Jane Patterson
Granite Bay, CA

A memorial fund has been established in the name of
Mr. Forest A. Beighle

Donations have been made in Mr. Beighle’s memory by:

Eleanor Mae Jardine

Harbor Springs, MI

Thomas and Sally Richards

James and
Carolyn Campbell
Centerville, OH

Tipp City Red Hat Clearwater, FL
Lunch Bunch Deborah L. Poston
Tiop City, OH Tiop City, OH

Members of the Air Force
Materiel Command
Public Affairs Office
Wright-Patterson AFB, OH

Michael and Susan Lightle

Esther F. Charlesworth
St. Augustine, FL

Dana and Patricia Robinson
Vandalia, OH

George E. Sine

Tipp City, OH Dayton, OH

Shirtey Upton Peter éantalucia
'4/’””’”;" fon, OH. Carol Santalucia and
Jim Ellis & Family Bill and Annie Jones

Sardinia, OH

Larry and Kathy Thompson
Harbor Courts, MI

Tipp City, OH

Terry and Leanne Bell
Centerville, OH

Tina Zureick

Burlington, KY

Jane Hammergren
Cincinnati, OH

Peter Buschle

Wilder, KY

Employees of

Cheviot Savings Bank
Cincinnati, OH

James & Candace McNeese
Tulsa, OK

Jim and Deb Mundstock
Cincinnati, OH

Ray and Bette Voorbroker
West Chester, OH

Russel and Eva Wulf
Cincinnati, OH

Budd and Beverly Keegan
Cincinnati, OH

Michael & Sharon Northcutt
Villa Hills, KY

Delia McGing

Cincinnati, OH

Marilyn Gunn and

the Pryor Family
Harrison, OH

Lawrence & Margaret Daily
Cincinnati, OH

Central Elementary School
Lawrenceburg, IN

Jill Norris

West Chester, OH

Dick and Joyce Farmer
Mason, OH

Donna Ginacola
Cincinnati, OH

Cheviot Savings Bank
Cincinnati, OH
Peggy Riley

Mason, OH

The Glamour Girls
Columbus, OH

Sara H. Connor
Hunting Valley, OH
Les and Sue Leslie
Cincinnati, OH

Joy Lewis

Cincinnati, OH

Dale and Peggy Gallo
Cincinnati, OH

A memorial fund has been established in the name of

Mr. Everett Chaney
Donations have been made in Mr. Chaney’s memory by:

A memorial fund has been established in the name of
Mrs. Constance Coppola
Donations have been made in Mrs. Coppola’s memory by:

James & Eva Joy Nicolette
M:t. Pleasant, PA

Jack and Betty Nicolette
Pittsburgh, PA

Guy Fusco, Jr.
Moon Township, PA

Michael and Dena Koenig
Gibsonia, PA

Cynthia Bambace, Ann
Spagnoletti, Nilda Miraglia,
Cynthia Wong, Rye Brook, NY

James & Maurine Greenen
Glenshaw, PA

Chris & Mary Fette, Erie, PA

Harry E. Butson [l & Family
Pittsburgh, PA

Curt Cardma & Alisa Miller
Erie, PA

Marilyn R. MacArthur
Gibsonia, PA

Bill & Barb Bain, Baden, PA

Mr. & Mrs. William
Stringert, Pittsbugh, PA

Mr. and Mrs. John Fleming
Pittsburgh, PA

Mr. and Mrs. John Cox
Pittsburgh, PA

Dan and Arla Camino
Pittsburgh, PA

Rita Patchan, Pittsburgh, PA
Bruce and Kathy Bain
Allison Park, PA

John J. Pittman, Jr.
Schoharie, NY

Thomas & Martha Wyman
Papillion, NE

Bob and Joann Seifried
McKees Rocks, PA

Bill and Kathie Coppula
Gibsonia, PA

Martha L. Blackstone, CPA
Cranberry Township, PA

A memorial fund has been established in the name of
Ms. Elizabeth Bell
Donations have been made in Ms. Bell's memory by:

Todd S. Bundy, North Canton, OH

A memorial fund has been established in the name of
Mr. Larry Lee Briggs
Donations have been made in Mr. Briggs’s memory by:

Catherine Fratto
West Valley City, UT

Paulette Shaw
West Jordan, UT

A memorial fund has been established in the name of
Mr. Aubrey Leon Byrd
Donations have been made in Mr. Byrd’s memory by:

Friends of Nancy, Staunton, VA

A memorial fund has been established in the name of
Mr. Clem Cahall
Donations have been made in Mr. Cahall’s memory by:

Kathy McCurdy, Los Angeles, CA

A memorial fund has been established in the name of
Mr. Timothy James Case

Donations have been made in Mr. Case’s memory by:

Peggy Riley

Cincinnati, OH

Jeffrey A. Van Pelt
Cincinnati, OH

Jim and Toni Niemeyer
Cincinnati, OH

Mr. & Mrs. Greg Eling
Cincinnati, OH

Eileen H. Miller R. Dean Bucklew

Lindsey, OH Ashland, OH

Robert Szymanski James and Pamela Gribben
Arlington, VA Ashland, OH

A memorial fund has been established in the name of
Mr. Evan Cherkasky
Donations have been made in Mr. Cherkasky’s memory by:

Ted and Shirley Levy, Naples, FL

A memorial fund has been established in the name of
Ms. Mildred Chester
Donations have been made in Ms. Chester's memory by:

Louise Siegel, Port Washington, NY

A memorial fund has been established in the name of
Mrs. Jean Alice Cliver
Donations have been made in Mrs. Cliver's memory by:

John Kerby Mary Jane Salmonsen
Shamong, NJ Cherry Hill, NJ

Ellie Fox Phil and Mary Lou Staepel
Marlton, NJ Pennsauken, NJ

Russell & Ellen Marie Hannan
Collingswood, NJ

Rev. Gary Englestad
Westmont, NJ

Ronald and Virginia Fink
Mariton, NJ

Jean Ashcraft
Cherry Hill, NJ
Mark Magrann
Medford, NJ
Katherine A. Wilson
Pennsauken, NJ

Edna F. Trout Charles and Barbara Tisa
Sewell, NJ Laurel Springs, NJ
Louise Wolf

Magnolia, NJ
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A memorial fund has been established in the name of
Mr. Stanley W. Curtis
Donations have been made in Mr. Curtis’ memory by:

Bob Seymour, Long Beach, CA

A memorial fund has been established in the name of
Mrs. Barbara A. Davis

Donations have been made in Mrs. Davis’ memory by:

Michael and Amy Nesseder

Bethlehem, PA

Susie Gooch, Fishers, IN

Thomas & Mary Beth Davis

Columbus, OH

Nick and Lara Mann

Fishers, IN

Joel and Alison Gooch

Alpharetta, GA

Tyler and Katrin Gerig
Fishers, IN

Mark and Tracey Holmes
Lawrenceburg, IN

Donald Long & Susan Potts
The Villages, FL

Merrill and Tanya Hyde
The Villages, FL

Sally Davis, Tallahassee, FL

A memorial fund has been established in the name of
Mr. William Russel Davis

Donations have been made in Mr. Davis” memory by:

David and Gail Wheaton Donald and Judith Barrer

Angel Fire, NM Mitchellville, 1A

David and Nancy Coolidge Mary Francine Linnane
and Jean Callahan Des Moines, IA

Berkeley, CA Clyde and Mary Greve

Nicole Lyng, Indianapolis, IN La Crosse, WI

A memorial fund has been established in the name of
Mr. Frank P. DeFilipo, Jr.

Donations have been made in Mr. DeFilipo, Jr.’s memory by:

Felix and Lori Ortega Justin, Bobby, Jamie, Elyse,
Staten Island, NY & Jessica, Bedminster, NJ

Ivar, Nancy, Harry Rydstrom, Wayne, PA

A memorial fund has been established in the name of
Mrs. Betty DeGarmo
Donations have been made Mrs. DeGarmo’s memory by:

Sandy Madrigal, Davenport, IA



A memorial fund has been established in the name of
Mrs. Marie Delpup
Donations have been made in Mrs. Delpup’s memory by:

Thomas and Linda Haswell
West Islip, NY

A memorial fund has been established in the name of
Ms. Francis Dougherty
Donations have been made in Ms. Dougherty’s memory by:

John and Dorie Flaim
West Hazleton, PA

Donald and Pamela Stump
Weatherly, PA

A memorial fund has been established in the name of
Mr. Lawrence A. Fineman
Donations have been made in Mr. Fineman’s memory by:

Geraldine G. Fineman, Boca Raton, FL

A memorial fund has been established in the name of
Ms. Mary Fish
Donations have been made in Ms. Fish’s memory by:

Debra Green, Charlotte Hall, MD

A memorial fund has been established in the name of
Mr. Andreas Fokas
Donations have been made in Mr. Fokas’ memory by:

Ekaterini Fokas
Astoria, NY

Dr. Anastasia Fokas & Family
Astoria, NY

A memorial fund has been established in the name of
Mr. Laurence F. Gard
Donations have been made in Mr. Gard’s memory by:

Nancy E. Gard, Cincinnati, OH

A memorial fund has been established in the name of
Ms. Brenda F. Gervais

Donations have been made in Ms. Gervais’ memory by:

Cheryl Feldhak

Westland, MI

Patricia Muto

Detroit, MI

Ahearn Signs, Inc.
Belleville, MI

Don and Sue Dungan
Grosse Pointe, MI
Pat and Louise Hipple
South Lyon, Ml

Linda Labrosse
Westland, MI

Thomas Hamler Patty Muto
Southfield, MI Detroit, MI

Gene and Debra McCoy Mary Jo Ward
Livonia, MI Redford, MI

Cheryl Feldhak Loraine Vermeesch

Lincoln Park, Ml

John Hipple, Sr.
Canadian Lakes, MI

Perrinton, MI

A memorial fund has been established in the name of
Mr. James Goetz
Donations have been made in Mr. Goetz” memory by:

Jill Goetz, Springfield, VA

A memorial fund has been established in the name of
Ms. Laine Gold
Donations have been made in Ms. Gold’s memory by:

Tom Jourden, Burbank, CA

A memorial fund has been established in the name of
Mr. Bruce Greenberg

Donations have been made in Mr. Greenberg’s memory by:

Herb and Marilyn Wior

Los Angeles, CA

Irv and Audrey Gronsky

Los Angeles, CA

Ted Blumenfeld and
Dorothy Frieband
Los Angeles, CA
Woodrow Miller
Carmichael, CA

Jacqueline Briskin
Los Angeles, CA

Valerie Martin,
Los Angeles, CA

Nat and Barbara Hellman
Los Angeles, CA

Jerry and Carol Eglin
Sherman Oaks, CA

A memorial fund has been established in the name of
Mrs. Ann Leslie Cosenza Hallberg
Donations have been made in Mrs. Hallberg’s memory by:

Christine Cosenza, Branford, CT

A memorial fund has been established in the name of
Ms. Paulyne Handyside
Donations have been made in Ms. Handyside’s memory by:

Robert & Carole Phillips and Family, Burlington, WI

A memorial fund has been established in the name of
Mr. Al Harris
Donations have been made in Mr. Harris” memory by:

Mitchell Wunsh, San Francisco, CA

A memorial fund has been established in the name of
Mr. Martin Heiss
Donations have been made in Mr. Heiss” memory by:

Robert Busch, East Meadow, NY

A memorial fund has been established in the name of
Mr. Charles B. Herman

Donations have been made in Mr. Herman’s memory by:

Bruce & Marianne Parkinson

Wayne, PA

Charles Naylor
Sarasota, FL

Barbara Gord
Radnor, PA

Jean M. Gillespie

Marion G. Ludwig
West Chester, PA

Mr. & Mrs. Eugene Thomas
San Diego, CA

Mr. and Mrs. Andrew Orr
Villanova, PA

William and Barbara Evans

Paoli, PA Newtown Square, PA
Dick and Pam Conly Aronimink Lady Golfers
Radnor, PA St. Davids, PA

A memorial fund has been established in the name of

Mrs. Joyce Herrema
Donations have been made in Mrs. Herrema’s memory by:

Rindy Lees Newton Ransom
Emmaus, PA Elementary School

Jim and Barbara Frutchey Clarks Summit, PA

and Family John and Connie Weiss
South Abington Twp, PA Clarks Summit, PA
Alvin and Barbara Mast Howard and Judy Wolfe
Fremont, MI Dalton, PA

Elaine E. Cross Theresa Kooistra, Kent,
Scanton, PA Laura, Julia, Erland
Peter & Sharlene Jouwstra Hudsonville, Mi

Naples, FL Roger Heyer & Family

Peter and Brenda Clapp Grand Rapids, MI

Marco Island, FL
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Andrew and Elise Laviano
Charlestown, Rl

Case and Jean Dekryger
Grand Rapids, MI

Jean Foster & Family
Clarks Summit, PA

Robert Dale Chorale
Clarks Summit, PA

Donn and Judy Dennison
Naples, FL

A memorial fund has been established in the name of
Ms. Linda Bess Davis Hill
Donations have been made in Ms. Hill's memory by:

Mike Fairchild
Richardson, TX
Annette R. Hite
Winston-Salem, NC
Karen Martinez

and Lauren Bullock
Winston Salem, NC
Jaime Pollard-Smith
Fort Collins, CO

Trish Owens
Greensboro, NC

Tricia Masters

Lenoir, NC

Daniel and Naomi Lobatto
White Plains, NY

Mr. & Mrs. Stan Bullock
Richardson, TX

Mr. & Mrs. Chad Brown
& Family

Jeanne Mauney
Nuestro Banco
Raleigh, NC

Wynfield Townhomes
Assoc. Board
Winston-Salem, NC

Trish Owens

Summerfield, NC

Lisa Wooten
Winston-Salem, NC
Ingunn Griffin and

Gunny Lahang

Lenoir, NC

Rebecca Berry

Winston Salem, NC
Barbara Busch

Lenoir, NC

Emerson and Cheryl Dickey
Lenoir, NC

Gayle Glenn

Dallas, TX

Morris and Carol Davidson
Montgomery, TX

Scott and Kathy Smith
Dallas, TX

A memorial fund has been established in the name of

Ms. Laurie Jo Hoffman
Donations have been made in Ms. Hoffman’s memory by:

Gary Hoffman, Oregon City, OR

A memorial fund has been established in the name of
Mr. John Horner
Donations have been made in Mr. Horner’'s memory by:

Peggy Horner, Winter Park, FL

A memorial fund has been established in the name of

Mr. Berlyn Gedric Howard
Donations have been made in Mr. Howard’s memory by:

Charles and Nancy Floyd, Turnersville, NJ

A memorial fund has been established in the name of

Mrs. Ann G. Johnsen
Donations have been made in Mrs. Johnsen’s memory by:

Montessori Children’s
House of Kendall Park
Jamesburg, NJ

Edward Johnsen

Monroe Township, NJ

Mr. & Mrs. John Mezzasalma
Monroe Township, NJ

Kay Castronovo

Jackson, NJ

Amol and Amita Bhide

East Brunswick, NJ

Phil White & Albert Pallavicini
Ringwood, NJ

John Mezzasalma, Jr.
Colts Neck, NJ

Peter Meronisend
Warwick, NY

Jonathan and Karen White
Milltown, NJ

Cindy Solomon
Spotswood, NJ

Alice Rezk

Brooklyn, NY

Mr. & Mrs. Kevin Steinhauer
Garden City, NY



A memorial fund has been established in the name of
Mr. Mitch Kaplan
Donations have been made in Mr. Kaplan’s memory by:

Rachael Gershenson, Montara, CA

A memorial fund has been established in the name of

Mr. Louis LaBella
Donations have been made in Mr. LaBella’s memory by:

John and Bert Wilson
Warminster, PA

Bio/Data Corporation
Horsham, PA
Rebecca Sernovitz
Willow Grove, PA

Joseph and Therese Lynd
Willow Grove, PA

Francis and Dorothy Varilla
Willow Grove, PA

Frances M. Glitz

Milford, DE

Haefele Flanagan & Co.
Moorestown, NJ

Frank and Ellen Longo
Providence, R

Charles G. Nahatis
Manchester, MA

A memorial fund has been established in the name of

Ms. Mary Vetrano LeBeaud
Donations have been made in Ms. LeBeaud’s memory by:

Sean Lavery, Marietta, GA

A memorial fund has been established in the name of
Mrs. Delores Mae Madison
Donations have been made in Mrs. Madison’s memory by:

Steven C. Madison, West Moines, IA

A memorial fund has been established in the name of
Mr. Cecil E. McCollum, Sr.

A memorial fund has been established in the name of
Mr. Michael Lindsay
Donations have been made in Mr. Lindsay’s memory by:
Philip Corbo
Mountain Lakes, NJ
Samuel Feldman
Roseland, NJ
Katherine Groux
Essex Fells, NJ
Rosemarie Priolo
Edison, NJ

Eugenia Yudanin
Livingston, NJ

Frank Stifelman

West Orange, NJ

Ellena Kiselev

Livingston, NJ

Stan & Adrienne Schwartz
Livingston, NJ

Donations have been made in Mr. McCollum’s memory by:

Mr. and Mrs. Larry Ray
Jesup, GA

Elsie W. Mobley
Snellville, GA

A memorial fund has been established in the name of
Mr. and Mrs. Maurice and Eloise McFarland
Donations have been made in the McFarlands’ memory by:

Ronda Roberts-Garner
Panhandle, TX

Marjorie Roberts
Waco, TX

Mr. & Mrs. Randall Roberts
Hewitt, TX

Mr. & Mrs. Robin Roberts
Evergreen, CO

Marcum Rosenfarb LLC
Roseland, NJ

Jeffrey and Elaine Garrod
Fairfield, NJ

Vincent Love, Stamford, CT

Partners of Perelson Weiner
New York, NY

Floyd Shapiro, Livingston, NJ

Michael and Elyse Haratz
Warren, NJ

A memorial fund has been established in the name of
Mr. Ollie F. Menasco
Donations have been made in Mr. Menasco’s memory by:

Milta Vance Rick and Ann Greenwald

Michael Malba
Clifton, NJ
Sanders Chattman
Caldwell, NJ
Lawrence Dryer
New York, NY

Colleagues at Day Pitney LLP
Morristown, NJ

Josephine Lo Porto
Bloomfield, NJ

Matthew Aslanian
Scotch Plains, NJ

A memorial fund has been established in the name of
Mrs. Garol Longo
Donations have been made in Mrs. Longo’s memory by:

Craig and Mimi Quick, Greenville, NC

A memorial fund has been established in the name of
Mr. Armando M. Lopes
Donations have been made in Mr. Lopes’ memory by:

Michael and Fatima Ruel
Newington, CT

Germain and Patricia Blais
Newington, CT

Sandra Stone, Effort, PA

A memorial fund has been established in the name of

Mr. Robert W. Love
Donations have been made in Mr. Love’s memory by:

Marble Falls, TX

Norwich, VT

A memorial fund has been established in the name of
Mr. Kenneth Lonnie Messner
Donations have been made in Mr. Messner’s memory by:

Allan and Beatrice Klujeske
Gouverneur, NY

Mrs. Cheryl Embry

and Children

Richville, NY

Mike Klujeske & Family
Fairmont, MN

Mike and Cristina Morrissiey
and Family, Phoenix, NY

Nan Orth
Brookfield, WI
Dawn Emer
Cudahy, Wi
Realty Executives

of Cape County
Cape Girardeau, MO

A memorial fund has been established in the name of
Ms. Laura H. Moore
Donations have been made in Mr. Menasco’s memory by:

Craig and Cissy Pfeiffer
Huntington, NY

Michael Goering
Jersey City, NJ

Lauren Boyman
New York, NY

David and Mary Carter
Ocala, FL

Ray Wilson

Philadelphia, PA

Bill and Joyce Meadowcroft
Philadelphia, PA

Daniel and Julia Lomas
Cinnaminson, NJ

Elaine Izzi

Philadelphia, PA

Jack and Rita Smyth
Horsham, PA

William and Lois Atkinson
Willow Grove, PA

James and Rose Kelly
Bensalem, PA

Sharon B. Collier
Willow Grove, PA

A memorial fund has been established in the name of
Ms. Mildred Nutter

Donations have been made in Ms. Nutter's memory by:

R. Lawrence

and Sylvia Rockel
Newmarket, Ontario, Canada

Ivan and Bonnie Bell
Kirkfield, Ontario, Canada

North Simcoe Muskoka
Community Care Access Centre
Barrie, Ontario, Canada
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A memorial fund has been established in the name of
Mr. Harold Odde
Donations have been made in Mr. Odde’s memory by:

Friends and Staff at Skyline High School
Sammamish, WA

A memorial fund has been established in the name of
Mrs. Arlene 0’Donnell
Donations have been made in Mrs. 0’Donnell’s memory by:

James J. 0'Donnell, ll
Ocean City, NJ

A memorial fund has been established in the name of
Mr. Marian Ogorek

Donations have been made in Mr. Ogorek’s memory by:

Tina Silaberg

New York, NY

Cecilia Kielbiowski
Middle Village, NY

Nancy Kaplan
Brooklyn, NY

A memorial fund has been established in the name of
Mr. Gerard Olijslager
Donations have been made in Mr. Olijslager’s memory by:

Diederik Olijslager
Montville, NJ

A memorial fund has been established in the name of
Mr. George O’Sullivan

Donations have been made in Mr. 0'Sullivan’s memory by:

Peter Hartensius

Raleigh, NC

Thomas and Linda Brower

Downingtown, PA

Patricia Bertrand

Boca Raton, FL

Bill Grojean
Riverside Transport, Inc.
Kansas City, KS

Jennifer Krizek
Shawnee Mission, KS

Barbara Dower
Raleigh, NC

A memorial fund has been established in the name of
Mr. Harvey Pearlman
Donations have been made in Mr. Peariman’s memory by:

Kenneth and Cynthia Eckstein
Bridgewater, CT

A memorial fund has been established in the name of
Mrs. Doris Peavler
Donations have been made in Mrs. Peavler’s memory by:

Judy Gladden
Dennis Port, MA

A memorial fund has been established in the name of
Mr. Stuart Penrose
Donations have been made in Mr. Penrose’s memory by:

Heather Stein
San Jose, CA

A memorial fund has been established in the name of
Mrs. Gail Puzio
Donations have been made in Mrs. Puzio’s memory by:

Jeff and Marie Halka
Severna Park, MD

Richard and Junelle Weller
Earlville, NY



A memorial fund has been established in the name of
Mrs. Judith Ann Pratt
Donations have been made in Mrs. Pratt’s memory by:

Anthony & Yvonne Belcastro Merran Kaye

Reno, NV Willowdale, Ontario

Sylvia Garratt Canada

North York, Ontario Samuel & Jeannette Mercer
Canada Scarborough, ON

Canada

A memorial fund has been established in the name of
Mr. Gerald Quinn
Donations have been made in Mr. Quinn’s memory by:

Debbie Nelson
Blue Bell, PA

A memorial fund has been established in the name of

Mr. Richard P. Rebetti
Donations have been made in Mr. Rebetti's memory by:

Mr. and Mrs. Schick,

Mr. and Mrs. Moller,

and Mr. and Mrs. Rebetti
Farmingo, NY

Mr. and Mrs. Robert Nebel
Staten Island, NY

Geralyn Starrantino
Oyster Bay Cove, NY

Everett Hughes & Family
Hicksville, NY

Judith Lauriano
Staten Island, NY

A memorial fund has been established in the name of
Mr. John Reynolds
Donations have been made in Mr. Reynolds’ memory by:

Harry and Sharon Cohen
Yonkers, NY

Audrey Dreier-Morrison
Cicero, NY

A memorial fund has been established in the name of
Ms. Leticia C. Robles
Donations have been made in Ms. Robles’ memory by:

Jennifer A. Robles
Camarillo, CA

A memorial fund has been established in the name of
Lt. Col. James Rosenthal
Donations have been made in Lt. Col.Rosenthal’s memory by:

Chad Rosenthal
Keller, TX

A memorial fund has been established in the name of
Ms. Lillian Rubin
Donations have been made in Ms. Rubin’s memory by:

Jeri Haag
Scottsdale, AZ

A memorial fund has been established in the name of
Mr. Gus Rubinacci

Donations have been made in Mr. Rubinacci’s memory by:

R. Karlin Hoover

Freehold, NJ

Norman and Vivan
Chaimowitz & Family
Freehold, NJ

Norm and Missy Hazell
Freehold, NJ

James and Jane Glennon
Freehold, NJ

Anne M. Hilker

Freehold, NJ

Beatrice S. Bokert
Freehold, NJ

Leo and Rosalind Grossman
Freehold, NJ

Donald and Gail Richter
Freehold, NJ

A memorial fund has been established in the name of

Mr. Raymond Samuel
Donations have been made in Mr. Samuel’s memory by:

Charles and Judith Sabutis
Longboat Key, FL

Joseph & Margaret McBride
Philadelphia, PA

Joe and Kathy Manzo
Lansdale, PA

Gregory and Dorothy Nolan
Marlton, NJ

Board of Deacons
McCalester Torresdale
Presbyterian Church
Bensalem, PA
Rudolph &

Dorothy Colanthino
Mount Laurel, NJ
Maria Colantino
Mount Laurel, NJ

John Wilson

Warminster, PA

Thomas and Meril Fleming
Doylestown, PA

Raymond Wilson
Philadelphia, PA

Bill and Joyce &

Heather Meadowcroft
Philadelphia, PA

Andy and Carole Phillips
Philadelphia, PA

John & L. Patricia Damico
Wildwood, NJ

Columbus County

Home Health

Whiteville, NC

A memorial fund has been established in the name of

Dr. Joseph J. Scarano
Donations have been made in Dr. Scarano’s memory by:

Joseph Turchi

Broomall, PA

Jayne, Beth, Lori, Diana,
Jessica, Peggy, Esla & Dick
Manatee Memorial Hospital
Bradenton, FL

Alfred Matarazzo, Sr.,
Alfred Matarazzo, Jr. and
Staff of Main Line Financial
Pottstown, PA

A memorial fund has been established in the name of

Mr. Richard Scheible
Donations have been made in Mr. Scheible’s memory by:

MPI Label Systems, Sebring, OH

A memorial fund has been established in the name of
Mrs. Arlene Schwab
Donations have been made in Mrs. Schwab’s memory by:

Rebecca Soll

Arlington, VA

Ralph and Honey Amado
Beverly Hills, CA

Sheila Kassorla and Family
Encino, CA

Harris and Jill Smith
Pacific Palisades, CA
Rebecca Kahn

Los Angeles, CA

Jeff and Wendy Krieger
Los Angeles, CA
Richard and Diane Birnholz
Los Angeles, CA

Earl and Carol Lewis
Woodland Hills, CA

Irvin Grant and

Sylvia Feldman

Los Angeles, CA

Jeff and Ellen King
Costa Mesa, CA

Gary & Geri Rosenberg
Sherman Oaks, CA

Mimi Rotter

Los Angeles, CA

Leon and Arlene Karo
Los Angeles, CA

Joel and Susan Needelman
Los Angeles, CA
Lynne Latman

Las Vegas, NV

Linda Seligman

Los Angeles, CA
Cookie Rosenbaum
Los Angeles, CA
Robert S. Goldsmith
Los Angeles, CA
Judith Robins

Santa Monica, CA

Al and Alice Vogel
Los Angeles, CA
Susan Hal Reichwald
Los Angeles, CA
Joseph and Roberta
Gillerman

Los Angeles, CA

Jim and Diane Berliner
Los Angeles, CA
John E. Riordan
Culver City, CA

Marlene Bronson

and Cliff Fried

Los Angeles, CA

Tom and Mickie Webb
Salem, OR

Bob and Berdie Wagner
Sherman Oaks, CA
Terry and Gail Feigenbaum
Los Angeles, CA

Gail Solo

Los Angeles, CA

Steve and Tracy Davis
Culver City, CA

Beverly Wiener

Encino, CA

Judy Baker
Los Angeles, CA

Harolyn Sacks
Sherman Oaks, CA

Paul M. Mahoney, Esq.
& Friends
Claremont, CA

David and Janet Marcus
Los Angeles, CA

Sharon Margolin
and Frank Wiener
Tarzana, CA

Don and Joyce Kaiserman
Santa Monica, CA

Naomi Javitz, Encino, CA

A memorial fund has been established in the name of
Mrs. Jeannine Schwartz
Donations have been made in Mrs. Schwartz’” memory by:

Nettie Mertz, Hallettsville, TX

A memorial fund has been established in the name of
Mr. Robert (Bob) Scofield
Donations have been made in Mr. Scofield’s memory by:

Josephine Perona, Vallgjo, CA

A memorial fund has been established in the name of
Mr. Richard Scott
Donations have been made in Mr. Scott’s memory by:

Park National Bank Human Resources, Newark, OH

A memorial fund has been established in the name of

Mr. Ronald Scott
Donations have been made in Mr. Scott’s memory by:

Alex and Joanne Mankivsky Clara Degitz and

Western Springs, IL Connie Howser

Joseph Dickrell Quincy, IL

Naperville, I Kenneth and Carolyn Smick
Tom Bullen Keokuk, IA

Chicago, IL Stanley & Madonna Kempa

John and Susie Ohr Burr Riage, IL

Wheeling, IL

A memorial fund has been established in the name of
Ms. Linda Sherman
Donations have been made in Ms. Sherman’s memory by:

Sandy Madrigal, Davenport, IA

A memorial fund has been established in the name of
Mrs. Nancy Ellen Siegel
Donations have been made in Mrs. Siegel’s memory by:

Charles Decker
Bela Vista, AR

Arene Cope
Randoiph, NJ

A memorial fund has been established in the name of

Mr. Ray Sieker
Donations have been made in Mr. Sieker’'s memory by:

Bruce Gorman

Green Cove Springs, FL
Mike and Carmel Tosaki
Honolulu, HIl

Matt and Charmaine Hoy
Belmont, CA

Pat Wickman

Santa Rosa Beach, FL



A memorial fund has been established in the name of
Mr. Augustine Sierra
Donations have been made in Mr. Sierra’s memory by:

Margaret Cain, Alexandria, VA

A memorial fund has been established in the name of
Mr. Bruce Raymond Souder

Donations have been made in Mr. Souder’s memory by:

Diane Johnson

St. Louis, MO

Peter and Kathleen Austin

Donald and Bea Brown,
Scott Brown, Tommy Brown,
William & Mary-Jane Sands

Boca Raton, FL and Family
: , Nassau, Bahamas
Jackie Rogazione
The Harold and

and Judy Mullet
Sunrise, FL

Dawn Bryant
Philadelphia, PA

Rusty and Ruth Putnam
Clearwater, FL

Marian Scott Families
Ridgefield, CT

Ellen F. Scott
Ridgefield, CT

A memorial fund has been established in the name of
Mr. Johnny Stryker
Donations have been made in Mr. Stryker’'s memory by:

Katie LaBarre
Bel Air, MD

Julia King, Tampa, FL
Carla Brun, Potomac, MD

A memorial fund has been established in the name of
Ms. Bessie Thermos

Donations have been made in Ms. Thermos’ memory by:

Leslie Baldridge

Great Falls, MT

Marion Josephine Paulus
La Grange, IL

Sally Phillips, Chicago, IL

Peter & Tasia Georgopoulos
Chicago, IL

Ray Muske, Chicago, IL

A memorial fund has been established in the name of
Mrs. Jeanette Toth
Donations have been made in Mrs. Toth’s memory by:

Joseph Toth
Manalapan, NJ

Dave and Donna Bunton
Arlington, VA

A memorial fund has been established in the name of
Mr. Carl D. Travis
Donations have been made in Mr. Travis’ memory by:

Judith A. Travis
Winfield, MO

A memorial fund has been established in the name of
Mrs. Bettie Jane Munden Tulloss
Donations have been made in Mrs. Tulloss” memory by:

Blarnie and Olivia Tanner Iris Pappas Cross

Jackson, WY White Lake, NC
G.E. Gauss, Il Frederick and Laura Bone
Wilson, NC Raleigh, NC

Walt and Clevie Wiggins
Rocky Mount, SC
Dr. and Mrs. Joseph

and Amelia Craver
Atlanta, GA

Jim and Dotsy Royal
Rocky Mount, NC
Pell Foster and

Patsy Marshburn
Rocky Mount, NC

A memorial fund has been established in the name of
Mr. John R. Wade
Donations have been made in Mr. Wade’s memory by:

Marion Locke

A memorial fund has been established in the name of
Mr. Jerome J. Varadinek
Donations have been made in Mr. Varadinek’s memory by:

Charles and Barbara Kaeho, Lindenhurst, NY

A memorial fund has been established in the name of
Mr. Edward “Tim” Zaccard

Donations have been made in Mr. Zaccard’s memory by:

Todd and Tim Hardesty

Burlington, Wi

Karl and Karrie Brigson

Burlington, Wi

Carolyn Showalter
Burlington, Wi

James Seeley

Burlington, Wi

Kevin and Rachel Rutkowski
Burlington, Wi

Robert and Connie Nold
Burlington, Wi

Mark and Tracy Kolczaski
Burlington, Wi

Tom and Karen Ramsett
Burlington, Wi

David & Gerri Henningfield
Burlington, WI

Jim and Judy Seeley
Burlington, Wi

Allen and Sherry Koenig
Hartford, Wi

Bruce and Margaret Barr
Fort Washington, Wi

A memorial fund has been established in the name of
Mrs. Lisa Post Zahler
Donations have been made in Mrs. Zahler's memory by:

David Lieberman

and Suzanne Rivchun
Marietta, GA
STAC-Students and
Teachers Against Cancer,
Sewanhaka High School
Floral Park, NY

Jerry and Gloria Golden
Great Neck, NY

Allen and Ellen Trustman
Briarcliff Manor, NY
Estelle Bloom

and Shirlee Bergman
Levittown, NY

Earl F. Heffernan
Stamford, CT

Stuart L. Hackel
Dobbs Ferry, NY

Eric P. Bishop
Croton on Hudson, NY

A Living Endowment

Many families are affected by living with the reality of MDS. There is an extraordinary
way to contribute to the MDS Foundation and support our mission of working as a
resource for patients, families, and healthcare professionals.

A commitment to donate to the Foundation on occasions of loss, birthdays, and
anniversary remembrances can be made. Honor your friends or family members
on these occasions with a donation, and the MDS Foundation will send an
acknowledgment to the recipient, recognizing the occasion.

A Living Endowment donation
has been made in honor of:

Bill and Liz Kindred

This donation was submitted by:

Marcella Couturiaux
West Islip, NY

A Living Endowment donation
has been made in honor of:

Gordon Shafer

This donation was submitted by:

Geoff and Sandy Goldworm
Jupiter, FL

A Living Endowment donation
has been made in honor of:

Robert Artanartes & Family

This donation was submitted by:

Geoff and Sandy Goldworm
Jupiter, FL

A Living Endowment donation
has been made in honor of:

Fariborz Ghadar

This donation was submitted by:

Robert J. Joyce
Westfield Center, OH
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MDS Foundation Information

The Foundation’s Board of Directors

John M. Bennett, MD

Professor of Medicine, Emeritus
Laboratory Medicine and Pathology
University of Rochester Medical Center
Rochester, New York, U.S.A.

David T. Bowen, MD
Consultant Haematologist
The Leeds Teaching Hospitals
Leeds General Infirmary
Leeds, United Kingdom

Mario Cazzola, MD

Professor of Hematology
University of Pavia

School of Medicine

Head, Department of Hematology
IRCCS Paliclinico S. Matteo
Pavia, Italy

Theo J.M. de Witte, MD, PhD
Professor of Hematology
University Medical Center
Nijmegen St. Radboud
Nijmegen, The Netherlands

Elihu Estey, MD
Professor, Division of Hematology
University of Washington
Medical Center
Member Fred Hutchinson
Cancer Research Center
Seattle Cancer Care Alliance
Seattle, Washington, U.S.A.

Pierre Fenaux, MD
Professor of Hematology
Hopital Avicenne
University Paris 13
Bobigny, France

Peter L. Greenberg, MD

Professor of Medicine/Hematology
Stanford University School of Medicine
Stanford, California, U.S.A.

Terry Hamblin, DM, FRCP, FRC Path
Professor of Immunohaematology
Southampton University

Bournemouth, United Kingdom

Eva Hellstrém-Lindberg, MD, PhD
Associate Professor of Hematology
Karolinska Institutet

Institution for Medicine

Huddinge University Hospital
Stockholm, Sweden

Alan F. List, MD
Executive Vice President
Physician-in-Chief,
and Morsani Chair
H. Lee Moffitt Cancer Center
& Research Institute
Tampa, Florida, U.S.A.

John Molle, CPA
JRM Financial Associates, LLC
Flemington, New Jersey, U.S.A.

Ghulam J. Mufti, MD
Professor of Haemato-Oncology
University of London

King’s College Hospital

London, United Kingdom

Charlotte M. Niemeyer, MD
Professor of Pediatrics
University Children’s Hospital
Freiburg, Germany

Stephen D. Nimer, MD

Head, Division of Hematologic Oncology
Memorial Sloan-Kettering Cancer Center
New York, New York, U.S.A.

Robert J. Weinberg, Esq.
Pepper Hamilton LLP
Philadelphia, Pennsylvania, U.S.A.

Emeritus Member
Franz Schmalzl, MD
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Membership
Information

The MDS Foundation would like to have
you as a member. Membership is US$50 a
year for physicians and other professionals.
Patients, their families, and others interested
in MDS may join at the reduced rate of $35.

Membership benefits include issues of
the MDS News, a special subscription rate
of $119.00 for Leukemia Research (a
substantial discount from the current
institutional subscription rate of $2,373),
and the worldwide Centers of Excellence
patient referral service.

If you would like additional information,
please contact us at:

The MDS Foundation
4573 South Broad Street, Suite 150
Yardville, NJ 08620

Phone: 800-MDS-0839
Fax: 609-298-0590

Outside the US only:
609-298-1035

Our Website

The MDS Foundation website is for
healthcare professionals, patients, and other
interested people. The Professional Forum
and the Patient Forum are integral parts of
our website.

The website is constantly being updated to
better serve the needs of our patients, their
families, and the physicians who treat them.

Please visit us at:
www.mds-foundation.org.

The MDS Foundation is a publicly
supported organization, exempt from
federal income tax under section 501
(c)(3) of the IRS code.




