
SPEED OF LIGHT
by Robert Rosen

In my college physics course, one of the experiments that
gave me trouble involved the use of small spinning mirrors to
measure the speed of light. It
all seemed quite overwhelm-
ing and I was unable to
produce the desired result. I
do remember the effort how-
ever very clearly.

I was reminded of this
because of a comment that
Dr. Gary Gilliland made in
our last meeting between the
R e s e a r c h A l l i a n c e
researchers and our Scientific
Advisory Board. The process
of drug development in
America is often thought to
be frustratingly slow. The painstaking process of genetic dis-
covery, the development of appropriate molecular
compounds, preclinical in vitro testing, mouse model testing,
human testing, and FDA approvals can test the patience of
our best patients.

So when Dr. Gilliland surprised us with his observation that
we have seen new candidate drugs brought to human clinical
trials at the relative speed of light, we took notice. And we
were proud that our focused approach has contributed might-
ily to these results.

ClinicalTrials

In the relatively short time (less than three years) since the
remarkable discovery of JAK2V617F we have witnessed a
flurry of highly focused drug development activity among
biotechs and academic labs, much of which we directly fund-
ed. This exploration has produced a surprising number of
candidate drugs that work on one primary principal: If we can
inhibit the activity of the JAK2 gene, we will be able to treat
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NOT SO RARE
New Epidemiology Study Pegs the
Number of PV and ET Patients in the
U.S. at 136,000

Until recently there has been little understanding,
aside from a few small-scale research projects, of
how many people have MPDs and how many new
cases are diagnosed each year. This began to
change in 2001when the incidence (new cases per
year) of MPDs became reportable to SEER, the
National Cancer Institute Registry. At that time,
based on the available data, the Philadelphia chro-
mosome negative MPDs (Polycythemia Vera,
Essential Thrombocythemia, and Primary
Myelofibrosis) were considered rare orphan dis-
eases with an incidence estimated at 1 or 2 per
100,000 per year.

In December 2005, the MPD Foundation, along
with the Leukemia and Lymphoma Society, award-
ed a grant to the Yale Medical School to conduct
more extensive research on the epidemiology of
MPDs. The objective of the study was to estimate
the prevalence (total population of patients) and
incidence of the Philadelphia chromosome nega-
tive MPDs. This is significant for the MPD
community as we believe that establishing a more
accurate view of MPD diagnosis in the U.S. popu-
lation can have an impact on public policy.

The report, by XiaomeiMa, Brenda Cartmel andYun
Wang of the Yale University School of Medicine,
New Haven, Connecticut; Gary Vanasse of Brigham
and Women’s Hospital, Boston, Massachusetts; and
H. Andrew Selinger of Prohealth Physicians Inc,
Bristol, Connecticut appeared in the American
Journal of Hematology.

They utilized health claims data from major com-
mercial insurance payers in Connecticut and the
Center for Medicare and Medicaid Services to esti-
mate the prevalence of PV and ET in Connecticut.
They found that as of 2003, the age-standardized
prevalence for PV was 22 per 100,000 and for ET,
24 per 100,000.

Then they extrapolated the data to the entire U.S.
population and came up with an estimated total of
65,243 patients with PV and 71,078 patients with ET
in the United States in 2003. If we add in an estimate
of 30,000 MF patients (from other studies), there
seem to be about 166,000 MPD patients in the U.S.

The researchers pointed out that this was the first
study to assess the prevalence of PV and ET in a
large US population. They concluded that it is
imperative to conduct more systematic research
into the etiology and treatment of PV and ET, given
the larger-than-expected number of patients and
the fact that an aging population will further
increase the burden of these diseases.

MPD FOUNDATION
CO-SPONSORS NEW YORK
PATIENT SYMPOSIUM

Over 210 MPD patients and family members
attended a daylong patient symposium in New
York City in November 2007. The MPD
Foundation and the Cancer Research and
Treatment Fund co-sponsored this event in mid-
town Manhattan. Patients came from as far away
as Ghana, India and London, as well as the west
coast and southern United States.

Leading MPD researchers presented the latest data
on the state of research and updates on clinical trials.
The MPD Foundation’s Research Alliance investi-
gators, Drs. Hoffman, Tefferi and Gilliland, shared

updates on the research funded by the Foundation.

Patients broke into groups based on their specific
disease and were able to discuss challenges and
share information with physicians and other
patients. Many newly diagnosed patients were par-
ticularly pleased to be able to talk openly about
their disease and learn from experts in the field.

Programs like these prove to be a great venue for
patients and researchers alike. Researchers hear
firsthand from patients what they endure with each
disease, and patients are given an opportunity to
not only share information with one another, but to
speak to the experts, sometimes one-on-one, to get
answers to puzzling questions about their disease.
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MPD FOUNDATION PATIENT
RECEPTION AND LIVING
WITH A BLOOD CANCER
SYMPOSIUM — CHICAGO, MAY
2-4, 2008

Dr. Ruben Mesa, of the Mayo Clinic, will be host-
ing a patient symposium in Chicago, May 2nd
through the 4th, Living with a Blood Cancer: A
Comprehensive Patient Centered Symposium is for
patients and family members who are currently
fighting a cancer of the blood or who have been
cured.

An internationally renowned group of speakers
will offer a comprehensive, patient friendly pro-
gram on the diagnosis and treatment of the blood
cancers. Breakout sessions will include one on
Myeloproliferative Disorders.

In conjunction with the symposium, the MPD
Foundation will be hosting an MPD Patient
Reception immediately following registration from
6 to 8 p.m., Friday, May 2, 2008 at the Sheraton
Chicago Hotel & Towers.

If you receive this in time, and are in Chicago,
please join us to mingle with fellow patients and
meet leading MPD researchers in an informal set-
ting.

To register for the symposium, please visit
www.mayo.edu/cme/bloodpatientmeeting. Dr. Ruben Mesa of the Mayo Clinic , Rochester, MN, gives his all to

support MPD patients – and not only in his clinic .

TRI-ING FOR AN MPD CURE
Dr. Ruben Mesa – host of the Living with a Blood
Cancer symposium covered nearby – has worked
with MPD patients for over 17 years. And he keeps
on going long after office hours are over. Here he
is at the HyVee Triathlon in Des Moines.

On September 7, 2008, Dr. Mesa will race in the
ultimate amateur endurance challenge, the Ironman
Wisconsin Triathlon (2.4 miles swimming, 112
miles cycling, 26.2 miles running) with a goal of
raising $100,000 for MPD research and education,
and to raise awareness of MPDs.

Please sign up to support Dr. Mesa’s run at
www.mpdfoundation.org.

WE NEED A CURE.
THE MPD RESEARCH ALLIANCE
NEEDS YOUR HELP TO FIND ONE.

Please be generous.

www.mpdfoundation.org
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YEAR 2 OF MPD RESEARCH
ALLIANCE CLOSES WITH
STRONG PROGRESS, BIG PLANS
by Barbara Van Husen

On February 4, 2008, The Scientific Advisory
Board of the MPD Research Alliance met in
Chicago to review the accomplishments of Year 2
of the MPD Research Alliance and to plan for an
equally successful Year 3. Our collaborative and
innovative program has paid off with the accelerat-
ed development of JAK2 inhibiting drugs. Our
goal is to continue on this productive track,
expanding the scope of research as the scientific
landscape provides more feedback from the current
drug trials.

The three current MPDRA researchers (Dr. Gary
Gilliland, Dr. Ayalew Tefferi, and Dr. Ron
Hoffman) met with SAB members and presented
results and conclusions from the previous year’s
work. Highlights included:

� The astonishing number of MPD clinical trials
both underway and imminent: at least four trials
currently underway and others coming soon. Many
of these trials relied on analysis, insight, and pre-
clinical testing platforms from members of the
MPD Research Alliance working closely with the
biotech and pharmaceutical industry.

� The proliferation of research results published
by members of the MPD Research Alliance and
their collaborators. At least 20 articles have been

published as a result of our funding in the last two
years.

All three researchers made strong proposals for
building on the progress of MPD drug develop-
ment and clinical trial activities. Highlights for
their Year 3 efforts include the following initia-
tives:

� Focusing on understanding both positive and
negative results exhibited in current clinical trials
as a way of guiding further discovery of candidate
compounds.

� Redoubling efforts to identify candidate drugs
not currently being considered by commercial
bio/pharma activities.

� Continuing and expanding support for the test-
ing of JAK2 inhibitor-based compounds.
Comprehensive preclinical testing can make a dif-
ference.

� Identifying mutations beyond JAK2 that con-
tribute to JAK2-negative MPDs and to inherited
forms of MPDs.

� Continuing to search for the true origin of the
MPDs by looking earlier in the blood cell hierarchy
for the originating (probably stem cell) cause for
these disorders.

Based on these presentations, the SAB recom-
mended that the MPD Foundation continue to
support Drs. Gilliland, Tefferi and Hoffman at the
same grant level for a third year, beginningApril 1,
2008.

In addition, the SAB looked beyond Year 3, and
recommended that the MPD Foundation begin to
plan for the expansion of the Research Alliance.
The current explosion of interest in the MPDs
worldwide makes such an expansion both timely
and potentially of great benefit. To that end, the
SAB recommended that Year 4 of the MPDRA be
opened to additional competitive proposals, with
the anticipation that in early 2009, one or more
additional researchers will be brought into this
effort.

Detailed plans for Year 4 of the MPD Research
Alliance will be made available as they are devel-
oped at www.mpdfoundation.org.

Left to Right: MPD Research Alliance investigators
Dr. Ron Hoffman, Dr. Ayalew Teffer i and Dr. Gar y Gilliland.
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CLINICAL TRIALS IN BRIEF

by Ann Brazeau

What Is a ClinicalTrial?

A clinical trial is defined as a comparison test of a
medication or other medical treatment (such as a
medical device), versus a placebo (inactive look-
alike), other medications or devices, or the gold
standard current medical treatment for a patient’s
condition.

The Four Phases of ClinicalTrials

Clinical trials are conducted in phases, with each
phase designed to help scientists answer different
questions:

In Phase I trials, researchers test an experimental
drug for the first time in humans – usually a small
group of from 20 to 80 – to evaluate its safety,
determine a dosage range, and identify side effects.

In Phase II trials, the experimental study drug is
given to a larger group of people (100-300) to see
if it is effective and to further evaluate its safety.

In Phase III trials, the experimental drug is given
to large groups of people (1,000-3,000) to confirm
its effectiveness, monitor side effects, compare it
to commonly used treatments, and collect informa-
tion that will allow it to be used safely.

In Phase IV trials, which occur after the drug has
been approved by regulators, scientists collect
additional “real world” information about the
drug’s risks, benefits, and optimal use.

ClinicalTrials Are Designed to:

� Assess the safety and effectiveness of a new
medication or device on a specific patient.

� Assess the safety and effectiveness of a different
dose of medication than is commonly used.

� Assess whether the new medication or device is
more effective for the patient’s condition than the
gold standard medication or device.

� Compare the effectiveness in patients with a
specific disease of two or more already approved
or common interventions for that disease.

Why Participate in a ClinicalTrial?

Participants in clinical trails can play a more active
role in their own health care, gain access to new
research treatments before they are widely avail-
able, and help others by contributing to medical
research.

WhatYou Should Know About Participating
in a ClinicalTrial

Patients should meet with their hematologist to
decide whether a trial exists that is appropriate for
their stage of disease and whether the logistics of
participation in that specific trial work for them.

All clinical trials have guidelines about who can
participate. These criteria are based on factors such
as age, gender, the type and stage of a disease, pre-
vious treatment history, and other medical
conditions. Before joining a clinical trial, a partici-
pant must qualify for the study.

Patients should know as much as possible about
the clinical trial before agreeing to participate. The
following questions may be useful when consider-
ing involvement in a clinical trial.

� What is the purpose of the study?

� Who is going to be in the study?

� Why do researchers believe the experimental
treatment being tested may be effective? Has it
been tested before?

� What kinds of tests and experimental treatments
are involved?

� How do the possible risks, side effects, and ben-
efits in the study compare with my current
treatment?

� How might this trial affect my daily life?

� How long will the trial last?

� Will hospitalization be required?

� Who will pay for the experimental treatment?

� Will I be reimbursed for other expenses?

� What type of long-term follow-up care is part of
this study?

� How will I know that the experimental treat-
ment is working? Will results of the trials be
provided to me? (continued on page 7)
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MPD PATIENT SUPPORT
GROUPS UPDATE

We now know of over 25 support groups, and new
ones are starting on an average of one every 3
months. The MPD Foundation remains actively
involved assisting group coordinators and facilitat-
ing periodic conference call meetings. All group
coordinators will be meeting in person in Chicago
in 2008. If you are interested in starting an MPD
Patient Support Group in your area, please contact
Ann Brazeau at abrazeau@mpdfoundation.org, or
by phone at 312-683-7226.

Akron / Cleveland / NE Ohio
Contact: Jay Schmitt at ohiompd@sbcglobal.net

Cincinnati, SW Ohio, NE Kentucky
& SE Indiana
Contact: Rebecca Lubitz at rebeccalub@aol.com
or 513-793-3179

Atlanta, GA
Contact: Mel Brantley at mlbrsq@aol.com

Australia
Contact Ken Young with MPD-Oz at
kyoung@yarranet.au

Chicago, IL
Contact: Sarah Dreller at smdreller@hotmail.com

Denver, CO
Contact: Dianne at dianne@systemsaverinc.com

Germany
Contact: MPD-Netzwerk@yahoogroups.de

Jackson Hole, WY
Contact: David Stokes at destokes@earthlink.net
or 805-96-4478

Japan and Asia
Contact: Kaori Taki at patchleojp@yahoo.co.jp

Knoxville, TN
Contact: Linda Tunstall at tunstalllinda@aol.com /
865-986-4565 OR Susan Nakamoto at home-
call@bellsouth.net / 865-687-5502

London
Contact: info@mpd-support.co.uk

Los Angeles, CA
Contact: Becky or Mike Smith at
beck_dixon@yahoo.com or 661-297-6218

Mid-Michigan Area
Contact: Ann Brazeau at 312-636-3869 or
abrazeau@mpdfoundation.org

Montclair, CA
Contact: 510-654-5368

Naples, FL
Contact: Bee Dee Greenfield at
naplesmpd@yahoo.com

New Jersey, New York and Pennsylvania
Contact: Matt Weismantel at
matt.weismantel@rutgers.edu or 732-932-9342 x
2609

Northeastern U.S. (NH, MA, RI & CT)
Contact: Jay Humphrey at wwhumphrey@aol.com
or 401-640-1500

Puerto Rico
Contact: Michael & Maribel Rey at
maribel.rey@gmail.com or
cpt.michael.rey@gmail.com

Racine, WI (SEWisconsin & NE Illinois)
Contact: Marge Blocks at mblocks@wi.rr.com or
262-637-4338

San Francisco / Bay Area, CA
Contact: Susan at susanklepper@hotmail.com

Saskatoon, Saskatchewan, Canada
Contact: Gordon Walz at g.walz@sasktel.net

Seattle, WA
Contact: Seattle MPD Yahoo Group through
Yahoo! Groups

Toronto, Canada
Contact: Kevin Brown at kb@iconhomes.com or
416-420-2266

Washington, D.C.
Contact: Sarah Singer at singers@dc-cap.leukemi-
alymphoma.org or 703-960-1100 x 231
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� Who will be in charge of my care?

� Will my current physicians (hematologist/pri-
mary care) be made aware of the results?

� Can a participant leave a clinical trial after it has
begun?

Some of this information was taken from
www.clinicaltrails.gov.

Specific information on clinical trials for PV, ET
and MF patients can be found at:

1. The CMPD Foundation maintains a list of cur-
rent clinical trials for PMF, PV and ET. Enrollment
eligibility and contact information is provided. The
list can be found at:
www.mpdinfo.org/clinicaltrials.html.

2. The National Institutes of Health (NIH) provide
regularly updated information about federally and
privately supported clinical research in human vol-
unteers. www.clinicaltrials.gov gives you
information about a trial's purpose, who may par-
ticipate, locations, and phone numbers for more
details.

3. The National Cancer Institute (NCI) maintains
a comprehensive cancer database which includes
information on open and closed clinical trials
for all cancers from around the world. This
information can be found at
www.cancer.gov/clinicaltrials/search.

A READER WRITES

From: Dean Finch
Sent: Tuesday, February 26, 2008
To: rrosen@mpdfoundation.org
Subject: Clinical Trials

Good morning, Bob!

I wanted to let you know that Breaking News &
Clinical Trial information on the MPD Foundation
website is very good. I also wanted to let you know
that as a result of the symposium in NYC last
November for both patients & subsequently doc-
tors, I seriously researched and discussed open
clinical trials with my hematologist and we found a
trial that opened in December 07 at Weill Cornell
Medical in New York City.

Last Friday I had my physical and signed all the
necessary paper work and yesterday began the
meds. The drug is CEP-701 produced by Cephalon.
This is very exciting, but I’m not so sure I would
have been as receptive unless I’d attended the sym-
posium and had the opportunity to speak with other
MPD patients and hear from some of the major
researchers in the field.

It was still a difficult decision that my wife and I
had to make and we performed a thorough risk

analysis, discussed the pros & cons extensively and
as a result are very positive about the decision.

I am very hopeful that this will prove effective for
myself and ultimately for the larger population of
MPD patients; but, even if it doesn’t, the informa-
tion provided by the research team will certainly
have a positive benefit to future research and that
is of prime importance.

I want to thank you and the entire organization for
the excellent work that you do.

Have a great day and God Bless!!!!

Dean

Deacon Dean Finch
Diocese of Bridgeport
Norwalk, Connecticut

CLINICALTRIALS (continued from page 5)
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MPD patients at a new level of effectiveness. There
is even proof of principle that patients who do not
exhibit the JAK 2 mutation will benefit.

At this writing I am vary happy to report that there
are at least 4 JAK2 drugs currently in small scale
human clinical trials at MPD clinics around the
USA. We know of two more that are scheduled to
start momentarily, and several others that are get-
ting close. All trials underway are initially
targeting MF patients, with clinical trials for PV
and ET patients planned to begin later in 2008 or
next year. Companies like Incyte, Targegen,
Exelexis and Cephalon have developed JAK2
inhibitors and others are not far behind.

While waiting for additional publications to assess
the effectiveness of these new candidate drugs, it is
clear that at least some of them show positive
activity in the MF patients participating in these tri-
als. Additionally, observations of where and how
these drugs are effective is already directing new
research into areas not previously explored. By the
time we write our next newsletter, more informa-
tion will be available. We are optimistic.

Beyond JAK2

Many of the researchers we talk to do not think that
the JAK2 mutation is the initiating event in the
MPDs. In the upcoming years the researchers in
the Research Alliance will be looking beyond
JAK2, analyzing data from the early clinical trials,
with an eye to determining where to look next for
an even more thorough and complete understand-

ing of the origins and the progression of these dis-
eases.

New Grant Programs

We will soon be entering the third year of funding
the MPD Research Alliance and couldn’t be more
pleased by the critical role the scientists have
played in the drug development process. We are
now committed to expanding the RAwith the addi-
tion of new scientists working collaboratively
towards drug development. A more formal plan
will be forthcoming this year.

Additionally, we will be initiating a New
Investigator grant program, aimed at attracting jun-
ior faculty members who are already focused on
MPD research or established investigators in other
fields who are interested in refocusing on the
MPDs. Our objective is to expand the breadth of
MPD research being conducted in academic insti-
tutions by encouraging and supporting new
researchers.

Website Revisions

Finally, we are in the process of some minor
revisions to the website. Be sure to check it out
for the latest news on clinical trials, press releases
from biotech and pharma companies, and hard
news on new discoveries. You’ll find it at
www.mpdfoundation.org.

MPD Foundation Update is a periodic
newsletter published by the MPD Foundation to
provide members of the MPD community with
information on current research and the
Foundation's activities.

Update Editorial Staff
Woody Woodruff, Editor
Amanda Friedeman, Layout Editor

For more information or to make a donation,
contact the MPD Foundation at:

MPD Foundation
Sears Tower
233 South Wacker Drive, Suite 375
Chicago, IL 60606
Tel (312) 683-7243 Fax (312) 332-0840
www.mpdfoundation.org

SPEED OF LIGHT (continued from page 1)


