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Dr. Deborah Dunsire, President &
CEO of Millennium: The Takeda
Oncology Company, received the
Innovative Leadership Award at
MassBio’s Annual Meeting.
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Welcome to the spring edition of
MassBio News. We are off to a busy
start in 2011, having just hosted two of
our Signature Events � the annual Policy
Leadership Breakfast in January and the
2011 Annual Meeting in March.

Both events brought about thought-
provoking discussions on the future of
healthcare. We heard from those in the
trenches � the scientists, the researchers
and the legislators advocating and
working to improve the lives of patients
every day. We also heard from the
patients themselves. Every patient tells a

story, and every one of us has been or
will be a patient at some time. In this
edition, you will be introduced to
members of the Pond family, who, for
two generations, have been affected by
the rare disease XLHED. They continue
to share their story with the hope of
transforming the health and quality of
life of future generations. You will also
read about a beloved member of the
Massachusetts biotech community,
Adriana Jenkins, who passed away
earlier this year. In her own words,
printed here, Adriana implored the life

sciences community to continue to
pursue personalized medicine. It is her
legacy and the tremendous amount of
hope she had for the next great
generation of therapies and cures that
inspires us all to do what we do. 

As we look ahead, we promise to build
on the strides we made in the policy and
advocacy arena in 2010, underscored by
our vital role in the debate, discussion
and final passage of the Affordable Care
Act. We will focus this year on the
implementation of several aspects of that
law and its potential impact on

innovation. We will also continue to
work to get ahead of the curve, providing
all of you, our members, with innovative
programs and services to help you grow
and succeed. 

Thank you for your continued support
and interest in how this industry is
evolving, both locally and worldwide.
We look forward to working closely with
you throughout this year.

Robert K. Coughlin is President & CEO
of MassBio. 
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MassBio is pleased to welcome four new members to the Board of Directors.
! Margaret Chu-Moyer, Executive Director Research,Amgen, Inc. and Site Head,Amgen Massachusetts
! John J. Harrington,Vice President and Chief Commercial Officer, Global Oncology Division, sanofi-aventis
! Roger W. Louis, Esquire, Senior Vice President, Chief Compliance Officer & Healthcare and Regulatory

Counsel, Genzyme
! Deanna Petersen,Vice President, Business Development, Shire Human Genetic Therapies

Thank you for your commitment to MassBio and the Massachusetts life sciences supercluster!

NEW MASSBIO BOARD MEMBERS

When the Forsyth Institute joined
MassBio in 2010, it wasn�t the first
time. After finding the employees were
not attending MassBio events or using
the member services, Forsyth
cancelled membership a few years
earlier. But a quick review of the
current MassBio Purchasing
Consortium offerings and membership
made sense.

�As an independent research
institute, it is critical for us to
maximize our resources,� said Paul
McDonough, Vice President of
Operations. �MassBio helps us expand
our network and achieve benefits that
are typically only possible for larger
organizations.�

The Forsyth Institute was founded
in 1910 as a dental infirmary for
underprivileged children. By
discovering the connections between
bacteria and dental decay, their
researchers revolutionized the oral
health care profession. 

Building upon these discoveries,
Forsyth reinvented itself as a non-
profit, independent research
organization, widening its focus to
include the investigation of diabetes,
cardiovascular disease, and
regenerative medicine, in order to
better understand the relationship
between oral and systemic diseases. 

Affiliated with the Harvard School
of Dental Medicine and Harvard
Medical School, Forsyth is now the
world�s leading organization dedicated
to improving human health through
innovative research, community
programs and education in oral and

related biomedical science. At a time
when many companies have been
forced to downsize and slash budgets,
Forsyth has used its relationship with
MassBio to save thousands of dollars
each year, enabling them to reallocate
those funds towards further research.

McDonough said the organization
went through a cost-benefit analysis
before deciding to rejoin MassBio. At
the time, Forsyth was unsure whether
it could justify the $2,500
membership. Additionally, through its
partnership with Harvard, Forsyth was
already receiving discounts on supplies
and it did not think it would be able to
find better pricing from MassBio�s
suppliers. But meetings with
Purchasing Consortium suppliers
proved otherwise.

Veoila provided a comparative
pricing analysis based upon Forsyth�s
usage of waste removal services,
which represented a savings in excess
of 40 percent on waste pick-up. A
review of the Fisher Scientific contract
showed Forsyth could save more than
$38,000 annually on lab supplies. And
under the MassBio agreement with
Airgas, Forsyth could access
significant savings on cylinder
delivery charges.

The decision was easy, and Forsyth
rejoined MassBio just prior to
expanding to its new Memorial Drive
location. 

�If you�re making a purchasing
decision and you have a budget you�re
working with,� said Rich Roy, the
Forsyth Director of Procurement &
Logistics, �look at MassBio.� 

Big savings:
Forsyth rejoins 

House Speaker Robert
A. DeLeo, pictured with
MassBio President &
CEO Robert K.
Coughlin, stopped by
the MassBio offices to
speak with members
about issues coming up
in the 2011-12 legislative
session, including 
co-pay assistance
legislation and efforts 
to contain healthcare
costs.

Up 5.4% from 2009 to
$850 million

Massachusetts
companies

received 23.1%
of all U.S.VC

biotech
investment -
an all-time

high.
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How were you made aware of the
Qualified Therapeutic Discovery
Project (QTDP) program?

We became aware of
the Qualified
Therapeutic
Discovery Project

soon after the Patient
Protection and Affordable
Care Act was signed into
law because Semprus has
been the recipient of federal
funding. Both Senator Kerry
(D-MA) and Congressman
Capuano (D-MA, 8th) were
very proactive in alerting
companies of this opportunity.  

What were the main factors in
your decision to apply for the
QTDP credit?

What initially drew our attention to
the QTDP credit was the opportunity
it provided to recover our R&D
investment and apply it to our

required product development. As a small
company, albeit rapidly growing, we operate
on limited resources and need to be extremely
efficient with our resources.

Can you tell us about your
application?

The project we submitted on our
application was our Semprus
Sustain� Technology, which is a
single-surface modification that

simultaneously reduces microbial and platelet
adhesion on medical devices after months of
blood exposure.  We are poised to have our
first product approved by the FDA within the
next twelve months. 

Why is the QTDP program
important to Semprus? What does it
allow you to do that you would
otherwise not be able to?

The QTDP was a
boon to our
company's
operations because

it provided us with funds to
perform preclinical testing
on our Sustain�

Technology, which was an
essential aspect of preparing

for our regulatory submission.
In a business climate where

every cent counts, the QTDP
came at the perfect time and we are

grateful for MassBio's tireless work
on securing this credit for emerging

companies like Semprus.

MassBio is working with the
Massachusetts Delegation to try
to have these credits extended.
In your view, what are the best

tangible results to make that
argument?  

Since we've received the QTDP
funds, Semprus has grown from
21 full time employees to our
current roster of 28.  We

deployed this funding to expand our
company at a time when many
companies were trimming payrolls.

We have also been in close contact
with the Massachusetts Delegation,
including working with Sen. Kerry's
office, and are thankful for the time and
effort our representatives have spent
fighting on our industry's behalf on
Capitol Hill.  We are hopeful the credit
can be extended as we drive toward the
collective goal of improving the quality
and outcomes of the healthcare system.
It is difficult for small companies to be
heard sometimes.  In this sense, we have
been fortunate.

Semprus BioSciences is a venture-backed
biomedical company spun out of MIT�s famed
Langer lab four years ago. The company's
current focus is to develop a vascular access
catheter with the first single surface modification
that is designed to simultaneously reduce
microbial adherence and thrombus accumulation
over the life of the device. 

In 2006, MIT Institute Professor and
Semprus co-founder Robert Langer, Sc.D.,
anticipated a fundamental healthcare shift that
emphasized outcome-based quality measures.
Semprus seized on Dr. Langer�s vision and
began innovating and engineering beyond what
it saw as the key design constraint of medical
devices � surface failure and the subsequent
limited duration of any applied coating.

Semprus closed on an $18M Series B
financing co-led by SR One,
GlaxoSmithKline's venture group, and
Foundation Medical Partners, a national
healthcare venture capital firm with strategic
ties to the Cleveland Clinic, in December
2010. 5AM Ventures and Pangaea Ventures
were the initial institutional investors in 2007.
Scott Rocklage, Ph.D., a Managing Partner 
of 5AM Ventures, is the company�s chairman.

The company recently received a credit
from the new federal Qualified Therapeutic
Discovery Project program.

David Lucchino is CEO of Cambridge-
based Semprus Biosciences, a company
developing the first implantable and
permanently antimicrobial coating targeting
the medical device market.
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Accellient Partners, LLC
ALAXIA

Aura Biosciences
Berry, a Division of Suffolk

Campbell Alliance
Cellay Inc

Cellectis bioresearch
Civitas Therapeutics, Inc.

Clinigen
The Conditas Group

CzechInvest
Daedalus Software, Inc.

Diagnosearch Life Sciences
Essentient, Inc.

Foundation Medicine
Good Start Genetics

Government Insight Group
HDR, Inc.

Inhibikase Therapeutics, Inc.
Just-A-Start Corporation
Karyopharm Therapeutics

Laureate Pharma, Inc.
Locust Walk Partners, LLC

Nova Biomedical
RAID Inc

SAS Institute Inc., JMP Division
SciAn Services
SciDose LLC
Seeding Labs
Sensitech Inc.

SynapDx Corporation
Targeted Cell Therapies

Variation Biotechnologies
Verastem, Inc.

The Victory Group, Inc.
Zone Labs, Inc.

NEW MASSBIO
MEMBERS
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BY MEAGHAN CASEY

The 2011 MassBio Annual Meeting, titled Personalized
Medicine: Every Patient Tells a Story, tackled issues related to
the rapidly advancing field of customized, targeted healthcare
that could make patient treatment as individualized as the
disease.

“We are thrilled to convene a meeting centered on such a
timely and vital topic, and are proud to have industry experts,
regulatory stakeholders and the patient community represented
in the discussion,” said MassBio President and CEO Robert K.
Coughlin. “Personalized medicine represents a new frontier for
biotechnology, and we believe the Massachusetts supercluster
will be at the forefront of conquering that frontier.”

Held at the Royal Sonesta Hotel in Cambridge on March 21-
22, the two-day event opened with a patient address delivered
by Emmy award-winning arts and entertainment critic Joyce
Kulhawik , a three-time cancer survivor. She described her
battle with melanoma and ovarian cancer as “an odyssey that I
had no idea was in store for me.”

Kulhawik’s first diagnosis came in 1979, one week before her
wedding, when a noticeable mole on her leg was determined to
be a malignant tumor. A decade later, Kulhawik faced her
second battle with cancer. She began experiencing violent
abdominal pain, which initially led doctors to believe it was a
pelvic infection or appendicitis. In surgery, they discovered a
Stage 1A ovarian tumor, which they removed, along with one of
her ovaries. A year and a half later, the abdominal pain returned
and a blood test revealed her cancer antigen 125 (CA-125)
levels were extremely elevated. The night before her scheduled
surgery, she was rushed to the hospital, where surgeons
discovered and removed a ruptured tumor. After six months of

chemotherapy, Kulhawik insisted on a second-look surgery to
determine that she was cancer-free. Twenty-one years later, she
is still cancer-free and urging patients to trust their instincts and
pursue the path of treatment that is right for them. 

“Every person really is unique,” said Kulhawik. “I fell
outside of statistical norms every single time I was diagnosed or
misdiagnosed. Get a second opinion, listen to yourself and find
a doctor who will hear you.” 

Dr. Deborah Dunsire, President and CEO of Millennium: The
Takeda Oncology Company, commended Kulhawik for
speaking out and advocating for cancer patients everywhere.

“Her story really opens all of our eyes,” said Dunsire. “We
learn by understanding the unmet needs of our patients and by
building long-term, enduring collaborations with them. It’s with
deep certainty that I acknowledge our treatments need to be
more targeted. There have to be better ways of directing our
therapies to the patients who will benefit most from them.”

Dunsire moderated a panel on the critical role of patient
advocacy in science, examining how disease foundations have
played a central role in getting patients connected with
physicians for treatment and participation in the latest potential
cures. Quoting anthropologist Margaret Mead, she emphasized
the power of patient groups: “Never doubt the ability of a small
group of thoughtful, committed citizens to change the world.
Indeed it is that only thing that ever has.”

Dunsire was honored with the 2010 MassBio Innovative
Leadership Award, recognizing her contributions and
commitment to the success of biotechnology in Massachusetts. 

“Deborah has been a constant champion for the
Massachusetts biotechnology ecosystem and has proven to be a
true leader in times of great change,” said Coughlin. “From her

passion for solving some of the greatest unmet medical needs of
our time, to her leadership role in pressing policy discussions,
Deborah is a shining example for the industry in the
Commonwealth and beyond.”

“Receiving the MassBio Innovative Leadership award is a
terrific honor for all of us at Millennium,” said Dunsire. “If I
stand here today, it is only because I stand on the shoulder of
giants.”

Millennium employs more than 1,100 talented individuals at
its headquarters in Cambridge, where the company has
developed a pipeline of more than 15 oncology investigational
compounds that target a broad range of cancers.

“Innovation is at the core of everything we do,” said Dunsire.
“It fuels our scientific programs, drives our business processes
and is the driving force behind our aspiration to cure cancer.”

In addition to Dunsire, Somerville High School was
recognized with the Innovative School of the Year Award for its
efforts to inspire students to explore careers in the life sciences.
The school offers an advanced biotechnology curriculum – 20
percent of which is co-taught by guidance counselors and deals
with the career applications of biotechnology and modern
biology. As part of the award, MassBioEd presented the school
with $5,000 for supplies and equipment. 

The event also featured panel discussions on the topics of
gene patents, healthcare reform, social media, translational
medicine, evolving business models , the progress of oncology
in personalized medicine, advanced diagnostics and regulation,
and pathways of accelerating novel medicines. Throughout the
meeting and during the reception, posters were on display to
present data on groundbreaking discoveries and translational
research that could lead to industry collaboration.

UP CLOSE& PERSONAL
MassBio Annual Meeting focuses on patient care

Scenes from the
Annual Meeting,

clockwise from left:

Michael Cooper, Chief Medical
Officer of Constellation

Pharmaceuticals, spoke about
his company.

The Artifacts provided
entertainment.

Paul Chew and Dr. Leslie
Biesecker participated in a

panel discussion.

TV personality Joyce Kulhawik
spoke about her battles 

with cancer.

Lance Hartford, Executive
Director of MassBioEd,

presented Somerville High
School with the Innovative
School of the Year Award.

There was a panel discussion
on lessons learned in

personalized medicine.

Mara Aspinall, CEO of 
On-Q-ity, Inc., moderated a

panel discussion on regulation.

One of the panel discussions
focused on gene patents.

PHOTOS: SEAN BROWNE

UP CLOSE& PERSONAL
Students and staff from Somerville High School were recognized with the MassBioEd Innovative School of the Year Award.

Mark Leuchtenberger, CEO of Rib-X
Pharmaceuticals, spoke about his 
company during the “Greatest Hits” session.

At right, John Castellani, President & CEO
of PhRMA, and MassBio President & CEO

Robert K. Coughlin presented the
Innovative Leadership Award to 

Dr. Deborah Dunsire, President & CEO of
Millennium:The Takeda Oncology Company.
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BY MEAGHAN CASEY

On a blustery, winter day, participants in the
2011 MassBio Policy Leadership Breakfast
battled the elements in an effort to tackle one of
the biggest challenges and opportunities the
biotech industry has ever faced � the
implementation of national healthcare reform.

�I am confident this industry is poised for
continued growth� but only if we maintain an
environment that protects innovation and access
to cutting-edge therapies,� said Robert K.
Coughlin, MassBio President & CEO. �We
must remain vigilant. If this extremely
cumbersome and complex law is not
implemented close to flawlessly, it could mean
the end to innovation as we know it.�of 

One of MassBio�s Signature Events, the
annual Policy Leadership Breakfast serves to
bring leaders from the biotechnology and life
sciences industry together with policy makers.
Speakers at this year�s event, held on Jan. 27 at
the Omni Parker House, included Glen Shor,
Executive Director of the Commonwealth
Health Insurance Connector Authority; Christie
Hager, Regional Director of the U.S.
Department of Health & Human Services;
Kenneth Kaitin, Director of the Tufts Center for
the Study of Drug Development; Edward
Buckley, Chief Economist at Bloomberg
Government; Thomas Barker of Foley Hoag;
Rep. Aaron Michlewitz; and MassBio Board
Chairman Geoff Cox.

In his opening, Cox encouraged biotech
companies and other industry stakeholders to
engage in the implementation dialogue.

�We need to recognize the challenge and
burden of increasing healthcare costs,� said Cox.
�Massachusetts has taken courageous steps to
try to address these issues. We have to continue
to engage in this debate now and make sure our
voices are heard.�

He also emphasized that the industry�s
innovative members are part of the solution to �
not the problem of � health care cost, quality
and delivery.

�Bringing good healthcare to patients and is a
way to manage healthcare costs,� he said.
�Good health saves money, as well as lives.�

Michlewitz, who stepped in for House
Speaker Robert A. DeLeo to give the keynote
address, stressed the state�s strong commitment
to supporting the area�s world-renowned
academic institutions and medical centers.

�It�s no secret Massachusetts has long been
on the forefront of this industry,� said
Michlewitz. �As we move forward, we need to
do more to foster and protect the growth of the
Commonwealth.�

The panelists took a closer look at the reforms
under the Affordable Care Act and their
immediate impact on Massachusetts. 

�A strong theme of the Act is innovation. It
requires it,� said Hager, who served as chief
health counsel on the staff of the Mass. House

of Representatives during the development,
enactment and first three years of
implementation of the health reform law passed
in 2006. �We�ve been innovating for so long
here in Massachusetts, it�s how we do business.
The work you all are producing is being
watched very closely in Washington.�

Shor, who oversees the independent authority
established by Massachusetts� health reform
legislation to promote access to affordable
health insurance for individuals and small
businesses, announced that after 4 and a half
years of implementation, more than 98 percent
of Massachusetts residents are now insured.

�We are enormously proud of the
Commonwealth,� said Shor. �As we look across

the country, more and more employers are
dropping insurance to cut costs. Yet here in
Massachusetts, more and more employers are
offering insurance. It�s a testament to the culture
of �yes� in this state. The government is
committed to investing in healthcare reform to
make sure it works, and it is working.�

In his closing remarks, Coughlin reiterated
how important it is to be actively engaged in the
healthcare reform discussion, and assured them
that MassBio is fully committed to that as well.

�On Beacon Hill and Capitol Hill, we
continue to work with legislators to fully
articulate the impacts of legislative and
regulatory proposals on the patients we serve,�
said Coughlin.

BY STEPHANIE ANTONELLIS

The Massachusetts Life Science Education Consortium (MLSEC) has officially endorsed 11
biotechnology degree or certificate programs at eight local community colleges as preparing
students to meet the needs of industry.

Programs were endorsed at the following community colleges: Berkshire, Bunker Hill,
Middlesex, Mt. Wachusett, Northern Essex, Quinsigamond, Roxbury and Springfield Technical. 

MLSEC, an initiative convened by
MassBioEd and MassBio, was created to
facilitate partnerships between the life
sciences industry and higher education in
order to more effectively match graduating
students with the jobs companies are seeking
to fill. In accordance with this mission,
MLSEC�s Board of Directors includes
representatives from both the biotechnology
industry and both public and private colleges
and universities. 

�Several studies indicated the biotech
sector had little awareness of how
community college graduates could fill
biotech entry-level positions. At the same
time community colleges needed more
guidance on course content that would meet
industry�s needs,� said Lance Hartford,
Executive Director of MassBioEd. 

�MLSEC was created in order to increase
linkages between community college and the
industry�s workforce needs. This
endorsement serves as the first concrete
demonstration of a new workforce
development program that meets industry

and academia needs.�
MLSEC collaborated with community colleges and life sciences companies to outline the

competencies biotechnology students should possess to ensure a smooth transition into industry
careers.

Hartford described how MLSEC researched curricula and required competencies at the
community colleges. �We vetted those against industry leaders and said, �are these the
competencies you want graduates to have?�� he said. MLSEC then used industry feedback to

finalize the criteria for endorsement. 
The endorsed programs were able to

effectively demonstrate that students
completing the biotechnology program
possessed the core competencies set out by
MLSEC and the skills and knowledge
needed for entry-level work in research and
manufacturing settings. Programs which
were designated as Gold Level also include
an internship or cooperative education
component in order to strengthen and hone
these skills.

The effort is being recognized by state
educational and workforce leaders.

�It is wonderful to see the collaboration
between the private sector, the public sector
and the community colleges,� said Joanne
Goldstein, Secretary of Labor & Workforce
Development. �I would love to replicate this
in other industries throughout the
Commonwealth.�

For more information about MLSEC
endorsed programs, contact Lance Hartford
at lance.hartford@massbio.org or 617-674-
5100.

MLSEC ENDORSES BIOTECHNOLOGY 
PROGRAMS AT COMMUNITY COLLEGES

MassBioEd�s Lance Hartford, far left, and MLSEC co-chair Joan Wood of Genzyme, far right,
presented certificates to representatives from 11 community colleges, including, from left,
Roxbury CC President Terrence Gomes,VP Brenda Mercomes and Dean Kyrsis Rodriquez.

MassBio President & CEO Robert K.Coughlin addresses the gathering at the Policy Leadership
Breakfast, which included panelists, from left, Glen Shor, Christie Hager and Ted Buckley.

MassBio Policy Leadership Breakfast tackles healthcare reform
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Adriana Jenkins was a publicist and a beloved
member of the Mass. life sciences community.
She wrote this piece for Forbes magazine
shortly before she passed away in February. It
is reprinted with permission of Forbes Media.

BY ADRIANA JENKINS

I am dying. We will all die someday, but my
expiration date is sooner than most. At age 41,
I am facing my second recurrence of cancer. I
was first diagnosed with an advanced and rare
type of breast cancer in 2001. This led to a
large tumor in my brain last year. Now the
cancer has spread to my spinal fluid, which
will likely seal my fate within weeks. 

At my initial diagnosis I participated in a
clinical trial evaluating Herceptin, a so-called
personalized medicine (PM) drug targeting a
mutation believed to be driving my cancer.
While most cancer drugs work by targeting
mechanisms common to all cancers, such as
cell division, PM drugs hit specific genetic
mutations driving the cancer�s spread. They
typically come paired with a diagnostic test to
select the subset of patients most likely to
benefit. The idea is to get the right drug to the

right patient. (I know about this because I�ve
worked in biotech for 15 years.)

Herceptin likely extended my life by at least
nine years. It has had similar benefits for many
thousands of patients around the world. It is an
amazing example of how the healthcare industry
can develop personalized cancer treatments.

But Herceptin, invented at Genentech (now
part of Roche), might never have made it to
market if it had been tested on all breast
cancer patients. The drug aims at the 25% of
breast cancer patients whose tumors express
high levels of a protein called HER2. Because
Genentech tested the drug on this narrower
subset of patients, the trials worked. Patients
lived longer. Today Herceptin has nearly $6
billion in annual sales. 

Despite Herceptin�s success, the
pharmaceutical industry seems loath to focus
on developing other PM drugs, which often
means reducing potential profits. After
spending $1 billion over 15 years to develop a
drug, companies are eager to recoup their
money fast. The business side of the equation
wants as many people to take the drug as
possible, whether it�s effective or not. I worked
at a company whose CEO championed

personalized drugs in public statements. But
its first product was not a PM drug. As a
public company, it got too much pressure to
become profitable for it to further reduce an
already small patient population with a
diagnostic test.

The result of the focus on testing cancer
drugs on all patients is painful trial and error.
Chemotherapy is prescribed with no guarantee
of effectiveness and can cause wretched, and
sometimes fatal, side effects. But cancer
patients like me don�t have time to waste.
How do we convince drugmakers to focus
their shrinking R&D budgets on this area of
scientific discovery?

One idea is to create an incentive for
drugmakers comparable to that in the Orphan
Drug Act. Passed in 1983, it encourages
companies to develop drugs for diseases that
have a small market (fewer than 200,000
patients in the U.S.). Under the law, companies
that develop such a drug may sell it without
competition for seven years, in addition to
often receiving quicker �fast track� regulatory
review. This has become such a profitable
pursuit that most drugmakers are pursuing at
least one �orphan� drug.

A comparable law could push drugmakers to
develop PM drugs for cancer and other deadly
ailments. It could combine additional market
exclusivity with assurance of accelerated
regulatory review. The Orphan Drug Act was
passed only because of the support of the
National Organization of Rare Diseases. I urge
patients, physicians and insurers to create a
similar group to support the commercialization
of personalized cancer drugs. 

I am so grateful for the extra time a PM
drug gave me. My hope is that future patients
have the same chance to benefit from
personalized medicine. 

Edimer was established in 2009 with
investment from Third Rock Ventures and VI
Partners. Last year, Third Rock Ventures invited
Pond to speak at its Rare Disease Day event,
where she met members of the Edimer team. 

�They wanted to hear about the family
perspective that brings it all to life,� said Pond.
�It was an awesome group. They wanted to be
more informed, and it�s wonderful that they
wanted to learn from my life experiences.
Being connected, I can be that go-between,

bringing other families to Edimer.�
Pond encourages families to join the

Edimer Patient Network so they can get
information and updates on their work.

�Beth has been such a tremendous
resource,� said Tessa Lorenze, who is
responsible for patient outreach at Edimer.
�She and her brother are willing to come in
and test out equipment and share their stories.
It�s less clinical and more anecdotal. It helps
us stay in tune with what�s going on and
what�s important to patients.�

While there are currently no specific
therapies for the treatment of XLHED, Edimer
is developing an innovative therapy, EDI200,
which has been shown in animal studies to
substitute for Ectodysplasin-A1 � a protein that
is involved in the formation and development
of skin and teeth.  EDI200 is in natural history
studies right now and is expected to go into
clinical trial in late 2011/early 2012. 

�It�s so exciting and life-changing,� said
Pond. �My first thought was, �I can�t believe
this is happening in my lifetime.��

Though to be effective, EDI200 will likely
have to be given within the first few weeks of
life, before the ectodermal appendages are
already established.

�It�s heartbreaking to me that it won�t help
my brother or sons, but it does give hope to
future generations,� said Pond. �All of Philip
and Nolan�s daughters will be carriers, so
hope is all we�ve got.� 

To learn more about Edimer
Pharmaceuticals and EDI200, please visit
http://edimerpharma.com.

A DYING WISH

The Innovation 2011 Vendor Expo,
which will link MassBio members with
the latest and greatest technologies,
equipment, supplies and services, is
quickly approaching. This is a not-to-
miss event for research and development
scientists, as well as purchasing, safety,
facility and operations professionals.  

Co-hosted by MassBio and Fisher
Scientific, the event will be held on May
2 at the Boston Marriott Cambridge.

Innovation 2011 will also offer four
high-level, application-based seminars
focused on the latest technologies and
cutting-edge topics most important to

MassBio members.  The seminars,
which will be held from 10 a.m. to 3
p.m., will include presentations by
Millipore, Promega, Thermo Fisher
Genomics and Thermo Fisher
Chromatography.  

The event is free to all employees of
MassBio member companies and
registration is not necessary.  There is
also still exhibit space available for
members and non-members.  

Companies interested in exhibiting
can register at www.massbio.org or
contact Lauren Perna at 617-674-5100.  

Innovation 2011 announced

INNOVATION 2011 SCHEDULE
11 a.m.-3:30 p.m. Expo hours
10-10:45 a.m. Presentation by Millipore
11-11:45 a.m. Presentation by Promega
12:30-1:15 p.m. Presentation by Thermo Fisher Genomics
1:30-2:15 p.m. Presentation by Thermo Fisher Chromatography

A boxed lunch will be served in the Expo room from 11:30 a.m. to 1:30 p.m.

EDIMER: from Page 8

Edimer Pharmaceuticals delivers hope for XLHED patients

RARE DISEASE DAY
More than a hundred patient advocates,
biotechnology industry stakeholders and
legislators gathered to mark the third annual
Rare Disease Day at the State House on
Feb. 28.

The day calls attention to the public health
issues associated with rare diseases, which
affect nearly 30 million Americans and
countless others around the world.

People with rare diseases often face
challenges that occur less frequently with
more common diseases, including delay in
getting an accurate diagnosis or a missed
diagnosis, few treatment options and
difficulty finding medical experts.

Speakers at the event included Blair Van
Brunt, President of the Shwachman
Diamond Syndrome Foundation, Neil
Kirby, CEO of Edimer Pharmaceuticals,
Alison McVie-Wylie, a researcher at
Genzyme, Mark Baldry of Shire
Pharmaceuticals, Rep. David Linsky of
Natick and John Heffernan from MassBio.
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Beth Pond understands all too well the challenges of living
with X-linked Hypohidrodic Ectodermal Dysplasia (XLHED). 

Her brother, Steve, and two of her sons, Nolan (age 16) and
Philip (age 15), are affected by the rare orphan disease that
causes a range of symptoms, including lack of sweat glands,
poor temperature control, respiratory problems, sparse hair and
missing and malformed teeth. There are a number of secondary
features of XLHED that may include severe dry eye, eczema,
asthma and dry mucous membranes in the mouth and nose. 

In the early years of life, XLHED-affected individuals are at
risk for severe life-threatening medical complications, most
often related to their inability to sweat, leading to hyperthermia.
Pond had a second brother who likely succumbed to those
complications when he was only six weeks old. 

�He died on a hot, summer day while taking a nap,� said
Pond. �Doctors said it was SIDS, but we think that he had
XLHED and overheated. It�s important to understand that
XLHED can be life-threatening and deadly, not just a host
of medical and dental needs.�

Fortunately, through awareness, her sons have been able
to manage the ramifications of a lack of sweat glands. 

�Growing up, the boys always sought out cool places and
things like hardwood floors and the refrigerator,� said Pond, a
Hubbardston resident. �They�d be in shorts until December, and
they had to be in air-conditioned places as much as possible.
They could only go to the park on cold or rainy, cloudy days.�

Later, it became more difficult to control the
accommodations in the boys� school or on the bus. Pond
advocated for their elementary school to install air conditioners
in their classrooms. She and her husband, Michael, also helped
them through the hurdle of outdoor sports. Both boys played

baseball and soccer, while seeking out cool relief.
�Michael would volunteer to coach and we would be on

the sidelines spraying them with water,� said Pond. �We
always had coolers full of ice, spray bottles, drinks and wet
shirts for them to put on.�

Nolan also played ice hockey and both boys have always
swum in the summers. Today, they�re avid snowboarders. 

Yet, even overcoming the challenges of poor temperature
control, their path in life has not been an easy one. As
XLHED patients grow older, the shift often focuses to loss of
hair and chronic skin and dental issues, with the associated
medical, emotional and self-esteem ramifications. 

�It can be devastating for these children, especially at this
age, in their teens,� said Pond. �I�m glad they�re able to
turn to their uncle. He�s able to talk to them about specific
things like dentures and personal issues relating to the
teenage years and relationships, because he�s already gone
through it. It�s really important that he give them hope.�

Because the average adult tooth count in XLHED patients
is only six, dentures may be prescribed as early as age 2. With
only four teeth at age 3, Nolan was fitted for his first pair. The
family�s insurance company initially denied coverage stating
that it was cosmetic, but Pond fought it and won. She later
initiated a bill for Massachusetts health insurance companies
to cover dentures and other medically necessary procedures
for XLHED-affected individuals, to ensure other families
would not have to go through the same thing.

�I brought my children into this world, and I promised
myself that I�d be active advocating for them and other
children like them,� said Pond. �It�s very therapeutic for me
to be doing whatever I can.�

Pond herself is an affected carrier of XLHED. Though
males are affected by X-linked recessive disorders much more

frequently than females, females with one altered copy of the
gene may experience some features of the condition. Pond
had pegged teeth that had to be filed down, as well as fewer
sweat glands. As a carrier, she knew there was a 50/50 chance
a son of hers would be affected by XLHED. Her oldest son,
Dylan (age 17), beat those odds, but she recognized the signs
right away when Nolan was born. 

�He had extremely dry skin and no dental ridge at all,� she
said. �I knew right away. But unless you know what you�re
looking for, it�s difficult to make a clinical decision and start
managing the symptoms early on. That�s why it�s so important
to educate people and raise awareness about this condition.� 

Pond serves as a regional family liaison for the National
Foundation for Ectodermal Dysplasias (NFED) and believes
strongly in creating a network of communications with
other families.

�I know a lot of families who, after their first child is born
with HED, don�t have any more children and that child is all
alone,� said Pond. �Families find support and friendship from
other families who are going through the same thing.�

In addition to serving as a liaison for the past five years, Pond
also served on the board of the NFED for six years. Through her
involvement with the foundation, she was introduced to
Cambridge-based Edimer Pharmaceuticals � a company
dedicated to delivering a significant and durable improvement in
the health and quality of life to future generations affected by
XLHED. In February, Edimer announced that it will provide a
grant to the NFED to help defray costs associated with the
foundation�s annual Family Conference.

�Edimer applauds the efforts of the NFED and supports
programs that encourage ongoing communication as we
work to develop a treatment for XLHED,� said Neil Kirby,
President and CEO of Edimer. 

Edimer delivers hope for XLHED patients

See EDIMER Page 7

From left, XLHED
patients Philip and
Nolan Pond, with

their brother
Dylan and parents,
Beth and Michael.
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