
UpDate

1

The establishment of the David
Wortman Memorial Book Collection

was marked with a brief memorial and
ribbon-cutting ceremony on October 22
attended by Mrs. Mae Wortman, a
Chicago area resident, nbmtLINK board
members, staff, and volunteers at the
nbmtLINK office. A plaque with a photograph
of Mrs. Wortman’s late son David, an
organic farmer and marathon runner, is
now part of nbmtLINK’s Remembrance
and Celebration Wall. David Wortman

was a stem cell transplant patient who
participated in the nbmtLINK’s telephone
support group and derived much-needed
encouragement and support from the group.
The book collection will be utilized in
conjunction with the onsite and online
library.

If you are interested in a memorial or
tribute gift naming opportunity, please
contact Myra Jacobs at
myrajacobs@nbmtlink.org or by phone at
800-546-5268. u
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A Message from the Executive Director
I hope you notice the updated look of our newsletter which corresponds to our

soon-to-be launched newly designed website www.nbmtlink.org.  
You should also be aware that we are now using the term “stem cell transplant”

(SCT) instead of bone marrow transplant.  Originally, the procedure was called a
bone marrow transplant (BMT) because direct collection from the bone marrow was
the first source of stem cells.  Today, stem cell sources also include the peripheral
(circulating) blood and cord blood collected from the placenta following the birth of
a baby. 

It is now more accurate to use the term “stem cell transplant” (SCT), which
includes bone marrow, peripheral blood, and cord blood transplants, since all cells
used in transplant are stem cells, regardless of their source. No embryonic cells are
used.

Most importantly, whether it’s called a BMT or SCT, your health care team will
make a recommendation about which stem cell source and which method of collection
is most appropriate to your medical needs. u

Myra Jacobs and Mae Wortman

December 2005

Recognition Wall

The nbmtLINK’s popular “Resource
Guide for Stem Cell Transplant, including
Bone Marrow, Peripheral Blood, and Cord
Blood” is being revised with publication
expected by early next year. Originally
written in 1990, the guide has been
revised twice since then, most recently in
2001. This new edition will include
information about medical advances in
SCT and new resources. Kristen Jones, a
SCT survivor, has served as editor of the
new publication.

Jones worked for the nbmtLINK prior
to starting medical school at the

University of Cincinnati in August. She
had always wanted to be a doctor and is
particularly interested in pediatric oncology.
Now 23, Jones was diagnosed with
leukemia three years ago. Her mother’s
extensive research on SCT led them to
the nbmtLINK. In addition to the
Resource Guide, Jones helped to organize
the nbmtLINK’s educational forums in
Michigan and New York City earlier this
year.

The updated Resource Guide will be
available on the nbmtLINK website,
www.nbmtlink.org. u

New Resource Guide Nears Publication
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An Educational Forum, “The New
Normal,” held in New York City on May
21, 2005 attracted participants from New
York, Connecticut and New Jersey. The
event was made possible through a
major grant from the Langeloth
Foundation and three other Sustaining
Partners: American Society for Blood and
Marrow Transplantation (ASBMT),
National Marrow Donor Program (NMDP),
and Berlex. The Forum was presented in
cooperation with The Leukemia &
Lymphoma Society and CancerCare.

The keynote speakers were Mel
Goldstein, PhD, chief meteorologist at
WTNH-TV in New Haven, CT, who was
diagnosed with multiple myeloma nine
years ago; Stewart Francke, SCT survivor
and musician; and Jonathan Pearlroth,
who had a transplant 20 years ago for
non-Hodgkin’s lymphoma. 

Concurrent sessions providing
“Medical Perspectives Before, During,
and After Transplant” focused on
allogeneic transplant and autologous
transplant. Nancy A. Kernan, MD and Anne
Casson, NP of Memorial Sloan-Kettering
Cancer Center, were the featured speakers
for the allogeneic transplant session.
Roger K. Strair, MD, PhD and Anne Tyno,
RN, ANP of The Cancer Institute of New
Jersey, were the presenters for the
autologous transplant session.

Following lunch, Les Gallo-Silver,
ACSW, LCSW-R, of CancerCare spoke
about “Relationships and Intimacy”
and a panel of four SCT survivors and
caregivers, Rosanne Kalick, Spin Zucker,
Leslie Wiesner and Ron Housley, discussed
“Coping with Transplant Issues.” The
New York City Forum provided a valuable
opportunity for SCT patients and survivors,
their caregivers, family members and
friends, to learn more about SCT and how
best to cope. Nurses and social workers in
attendance received continuing education
credits.

In late spring 2006, the nbmtLINK will
host its second out of state forum in
Houston, Texas. u

nbmtLINK Partners
with Medicare Rights
Center

The nbmtLink has established a
partnership with the Medicare Rights
Center to help older and disabled stem
cell transplant patients. The Medicare
Rights Center, a national nonprofit consumer
group, provides information about health
care benefits, rights and options.

The new Medicare prescription drug
benefit will be available in a few months
(enrollment began November 15th with
service beginning in 2006). Individuals
with Medicare, as well as their caregivers,
will now have access to two excellent
resources at no charge:

• Medicare Interactive
(www.medicareinteractive.org/nbmt)
provides easy-to-understand
information about health care
benefits, rights and options for
older adults and individuals with
disabilities. This web site has
state-specific information including
state prescription drug programs
and how they will coordinate with
the new Medicare drug benefit. It
is designed for people with all levels
of Medicare knowledge and internet
skills.

• Dear Marci (www.medicarerights.org/
subscribeframeset.html) is a
weekly e-newsletter to keep people
“in the loop” about Medicare
benefits, rights and options. The
newsletter provides information
about applying for the new
Medicare drug benefit, eligibility
for extra assistance and other
useful topics. u

nbmtLINK Takes Its Educational Forum to
New York City

Ron Housley and daughter Sara

Rosanne Kalick and Harriet Katz

Spin Zucker and daughter Alysia

A S E C O N D C H A N C E A T L I F E I S O U R F I R S T P R I O R I T Y .
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Keren Stronach and daughter
Talia

Paul Murphy and Marla Murphy

Many nbmtLINK volunteers are stem cell
transplant (SCT) survivors or caregivers
and their personal transplant journey is
part of their motivation to help others.
However, one long-time volunteer, Keren
Stronach, is a SCT survivor who also has
extensive professional experience in
health care and supportive services for
cancer patients.

Stronach worked at the San Francisco
AIDS Foundation and the Israel AIDS Task
Force in Haifa, Israel before enrolling in
the School of Public Health at the
University of Michigan. She was a master’s
degree student there in 1993 when she
was diagnosed with Chronic
Myelogenous Leukemia (CML). 

“I was used to helping people navigate
the (health care) system,” she explains.
At the time of her transplant, “I did a ton
of research. What was most helpful was
finding people who had gotten through
it. The literature doesn’t tell you about
the diversity of the experience. There are
many different ways to go through it.
Each person has to choose the way that
works best for him or her,” she says. 

Her research led her to the nbmtLINK
and a friendship with executive director
Myra J. Jacobs. After Stronach’s recovery
from two transplants (from an unrelated
donor at the Fred Hutchinson Cancer
Research Center), she completed her

master’s degree at the University of
California-Berkeley School of Public
Health. She then went to work at the
University of California-San Francisco,
directing a cancer resource center. 

In addition to her professional work
with cancer patients, Stronach wanted to
help those who were going through the
stem cell transplant (SCT) process. In
1997, she volunteered to serve as the
principle author of nbmtLINK’s
“Survivors’ Guide for Bone Marrow/Stem
Cell Transplant, What to Expect and How
to Get Through It.” Stronach and her
husband have a 20-month-old daughter,
Talia, who was born with the assistance
of a surrogate, with another child expected
later this year. They live in Berkeley,
close to the site of Stronach’s current
part-time job at Kaiser Permanente,
where she manages a component of a
breast cancer clinical trial. Although she
copes with graft versus host disease
(GVHD), Stronach describes her health as
good, and she has a busy, productive life.

“The way I deal with my GVHD and the
fact that I need to continually be tied to
the medical world is with a metaphor…
I think of myself as a bird with clipped
wings. And even though I cannot fly as
well as I used to, it is still my task to soar
as high and as far as I can,” Stronach
explains. u

Volunteer Profile: Keren Stronach

A S E C O N D C H A N C E A T L I F E I S O U R F I R S T P R I O R I T Y .

Tenth Annual Michigan Forum Celebrates
Survivorship and Volunteerism

The tenth annual nbmtLINK “Ask the Experts” Michigan Educational Forum brought
together more than 150 SCT patients, survivors, caregivers, and health professionals
on Saturday, April 16, 2005 at the Livonia Civic Center Library in Livonia, Michigan. 

Executive director Myra J. Jacobs recognized and thanked the National Bone
Marrow Transplant Link’s dedicated volunteers for their service as board members,
peer support or office volunteers. The Forum was chaired by Marla Murphy, a Livonia
resident who is a 14-year SCT survivor. 

The Forum provided information and emotional support for patients and caregivers,
along with medical updates concerning SCT and the role of nutrition in the fight
against cancer. 

Sponsors of the Michigan Forum included Blue Cross/Blue Shield of Michigan, the
J.P. McCarthy Foundation, the McCarty Cancer Foundation, Biogen Idec, Oakwood
Health System, Michigan Society of Hematology and Oncology, Millennium
Pharmaceuticals, Roche Laboratories, and Amgen, Inc.  Next year’s Michigan forum
will be held on April 22, 2006. u
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Whether as patients or caregivers, individuals who
undergo a stem cell transplant (SCT) often find it to be a
life-changing experience with many challenges. Due to
the unique nature of the procedure, it is sometimes helpful
to speak to an individual who has been in a comparable
situation. The nbmtLINK has a special program connecting
patients and caregivers with trained volunteers who have
undergone the challenges of a SCT. Through “Peer
Support on Call,” individuals from all over the United
States are linked with a SCT survivor or caregiver who
can provide emotional support and offer hope and
encouragement through one-on-one conversations. 

Jack Lee, a New Jersey resident who had an allogeneic
transplant four years ago, is one of the Peer Support vol-
unteers. He describes the program as helpful for patients
because “it’s reassuring to hear about it from someone
who has actually gone through the experience.” Lee
recently conversed for over an hour with a SCT patient
who was very apprehensive about the procedure and “so
thankful” for the opportunity to express those fears and
receive meaningful encouragement. 

Lee finds that being a Peer Support volunteer is personally
rewarding and is a way of “giving back” after his own

SCT experience.
The nbmtLINK is currently recruiting additional volunteers

for its “Peer Support on Call” program which is funded
through a grant from the Jacob and Valeria Langeloth
Foundation. The grant has allowed the nbmtLINK to
launch the Families and Caregivers Empowered (FACE)
Project. One goal of the project is to recruit and train 50
new peer support volunteers with a special emphasis on
survivors ages 50 and older to reflect the increasing
number of older transplant patients and caregivers. 

Currently nbmtLINK has 100 active peer support volunteers,
some of whom have been with the program since its
inception. Katy Fasl, MSW, CHES, nbmtLINK Volunteer
Coordinator, trains new recruits and matches them to
SCT patients and caregivers who seek telephone sup-
port.  Training sessions, which are conducted in small
groups through a conference call, were held in
December, 2004 and April, 2005 with another session
scheduled for early 2006. 

Interested SCT survivors and caregivers who completed
their transplant at least one year ago should contact Katy
Fasl at katyfasl@nbmtlink.org or 800-546-5268. u

“Peer Support on Call” Expands Outreach

The National Bone Marrow Transplant Link is very grateful to its Link Partners, whose support is essential to its mission of
helping patients, as well as their caregivers, families, and the health care community, meet the many challenges of SCT by providing
vital information and support services.

Annual Sustaining Link Partners
The Jacob & Valeria Langeloth Foundation       National Marrow Donor Program       J. P. McCarthy Foundation

Annual Supporting Link Partners

American Society for Blood and Marrow
Transplantation

Barbara Ann Karmanos Cancer Institute 
Dana Farber Cancer Institute

Fred Hutchinson Cancer Research
Center/Seattle Cancer Care Alliance

Henry Ford Transplant Institute
M.D. Anderson Cancer Center

Memorial Sloan-Kettering Cancer Center
Oregon Health & Science University
St. Joseph’s Healthcare
University of Michigan Comprehensive

Cancer Center

Through a generous grant from the Jacob and Valeria
Langeloth Foundation for the FACE (Families and
Caregivers Empowered) Project, the nbmtLINK will offer a
comprehensive, searchable online library soon to be
launched on a re-designed nbmtLINK web site. With the
addition of a staff librarian, Jill Van Buskirk, AMLS, and
new library software developed by Cuadra, the nbmtLINK
will provide a more sophisticated and powerful tool for
searching and locating vital information. Van Buskirk, who
has a master’s degree in library science, has worked as a
medical librarian for 20 years.  

This new informational resource will enable people to
type in a particular search term, such as a disease, treatment
or other subject and quickly access resource material,

some of which will be available to download and print.  It
will also include links to a variety of health and emotional
support organizations, as well as brochures and other
useful materials. Van Buskirk explains that the goal is to
establish the nbmtLINK as a “clearinghouse” for stem cell
transplant (SCT) information. By using nbmtLINK’s
searchable catalog, patients and others will be able to
obtain the latest information about treatment options,
side effects, and psychosocial issues.

In addition to the information available online, Van
Buskirk will conduct individual data searches for those
wanting to “Ask the Librarian.” Contact Jill at
library@nbmtlink.org. u

Online Library Will Increase Access to Information and Resources


