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Teens living with cancer: Adolescents
benefit from Schwartz Center grant
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For your convenience, we have enclosed
an envelope should you wish to make an
end-of-year donation to the Schwartz Center.

You may also donate by credit card via
www.theschwartzcenter.org

The importance of passion
Ken Schwartz demonstrated
courage and passion as he faced
a losing battle with cancer. Soon
after his untimely death, Kenes
friends, family and car egivers
used this same passionto create
a living legacy that perpetuated
his vision for a compassionate
health care system.

When Lauren Spiker learned
about the Schwartz Center, she
immediately felt a connection to
its founding and its mission. It
was only months earlier that
she had established Melissass
Living Legacy Foundation to
honor the inspiring life journey
of her teenage daughter, Melissa

Sengbush, who died in 2000 after
living with a rare bone marrow
cancer for more than two years.
Melissass illness propelled her
into a flawed health care system
that was not always structured
for, or professionally capable of
addressing the distinctive needs
of teenage patients. Melissaes
last request of her mother
inspired Lauren to establish the
Foundation to help other teens
faced with similar challenges.
Melissa said: «If you have learned
anything from me through all of
this, do something with it to
make a difference ... to make
things better.Z

(Continued on Page 2)

Thank you for your support.

A caregiver treats a young woman who lives with cancer &

faces the challenges of adolescence at the same time.
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component in which participants
witness case simulations role-played
by teen actors who look, act and speak
like real patients. By analyzing scenarios
that illustrate delivering bad news,
responding to family dynamics,
communicating on a multidisciplinary
team, and understanding adolescent
development, program participants
gain knowledge that, once applied,
can improve their relationships with
patients and colleagues. As participant
Rabbi Goldie Milgram recalls, *The
teaching model was excellent ... fully
experiential and demanding of the
participant to really engage and
demonstrate ability; to be in the mirror
of others and get direct feedback.Z

Changing the culture of care

The outcomes from this Schwartz
Center-funded project are astounding,
with evaluations clearly showing
increased knowledge among clinicians
about adolescent development and
improved teen...caregiver relationships.
The Foundation, however, recognized
that sustained behavior change among
clinicians does not usually occur as
the result of one skills-building session.
The Foundation felt that intensive,
organizational attention was necessary
to change the culture of care for
adolescents within existing health
care systems.

In 2005, Melissaes Living Legacy
Foundation applied for and received a
second grant from the Schwartz Center,
this time to implement a multi-method
communication and teamwork
intervention for clinicians who treat
teens with cancer, using data derived
from the pilot programs. Working in
collaboration with the American
Academy on Communication in
Healthcare and the University of
Rochester School of Medicine, the
Foundation has begun to effect

*If you have learned
anything from me
through all of this, do
something with it to
make a difference ...
to make things better.Z

» Melissa Sengbush

long-term, sustainable change in the
current culture of care for adolescent
oncology patents. It created a CD-ROM,
which includes video clips that

feature brief encounters between a
multidisciplinary health care team,
teen cancer patients and their parents.
A question related to effective
communication and relationship

skills follows each clip.

In partnership with its pilot site,
Childrenes National Medical Center in
Washington, DC, the Foundation will
require all participants to first use
the CD-ROM before attending an
educational workshop. Quarterly
reinforcement sessions will also be
held. After the 15-month study period,
participants will again view the video
clips and answer the same questions.
An independent analyst will review
pre- and post-responses to assess
awareness of teen communication
and relationship opportunities. The

Foundation expects practitioners to
become more astute at recognizing
and responding to the challenges
presented by their teen cancer patients.

Beyond professional training

As the Foundation works to pr epare
clinicians for their challenging work
with teen cancer patients, the
organization also focuses on the
creation of teen-relevant resources that
help teens better understand diagnosis
and treatment options. The Foundation
created a unique teen-focused website ...
www.teenslivingwithcancer.orgnd
manages this interactive resource used
by hundreds of thousands of teens
and family members each year. In
addition to providing sound medical
information, the site provides an
age-appropriate psycho-social network
for teens. Teenslivingwithcancer.orglso
hosts a powerful tribute to Melissa,
whose ever-presentspirit keeps Lauren
focused on the mission at hand. While
many mothers cannot fathom losing a
child to cancer, Lauren has channeled
this immense loss into a positive force
to improve care for other teens with
cancer. She is grateful to the Schwartz
Center for its support of Melissass
Living Legacy Foundation, <We

were both fortunate to have had such
inspiring role models as Ken and
Melissa teach us the importance of
living each day fully. Together we

can fulfill the dreams they have
entrusted to us.Z

*The teaching model was excellent ... fully
experiential and demanding of the participant to
really engage anddemonstrate ability; to be in
the mirror of others and get direct feedback.Z

, Program participant
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Guest performer Livingston Taylo

HE SCHWARTZ CENTERe®S
T 11th annual dinner brought

together more than 1,600 people
from all facets of the New England
health care and business community.
At the helm were Dinner Chairs Tom
and Anne Grape, Fredi and Jack
Shonkoff, MD, and Lynn Wiatrowski
and Joren C. Madsen, MD.

The dinner program opened with
welcoming remarks by Executive
Director Julie Rosen and the
announcement of a new patient-centered
program ... The Patient Voice for
Compassionate Care: Schwartz Center
Dialogues .through which patients
and their families will have the
opportunity to talk directly to caregivers
and share their experiences and
perspectives (see page 11).

Peter Biagetti, the Schwartz Centeres
new board chair, and member of Mintz,
Levin, Cohn, Ferris, Glovsky and
Popeo, shared powerful remarks as he
reflected on his friendship with Ken
Schwartz. Biagetti poignantly recounted
details of an intimate conversation he
and Ken shared just days before Kenes

passing. Ken had asked his friend
how he felt about the loss of his
mother, ... Ken sought from me the
recollections of a young son ... one who
had said good-bye and had moved on.
At a time when | would have indulged
him the deepest self-pity, Ken was
looking beyond himself ... he was
thinking first of his two-year-old boy;,
Ben. For me, that was a eprecious
moment of engagement,* and in it,
Ken foreshadowed the best of what
the Schwartz Center has become.Z
Fredi Shonkoff, senior vice president
of corporate relations and corporate
secretary of Blue Cross Blue Shield
of Massachusetts, then paid tribute
to Andrew Dreyfus, board chair from
1996 to 2006. During her heartfelt
presentation, Shonkoff claimed,
*More than any other single person,
Andrew was instrumental in making
the Center happen.Z Andrew then
shared reflections on the organization
and the important role patients play in
the health care system, asking the
audience to ecelebrate the transformative
power of patients and their stories.Z
Tom Grape, CEO of Benchmark

Assisted Living, spoke of his experience
vwarking with Ken to enact a bill to
establish assisted living facilities in
Massachusetts, of which there are
now more than 200 statewide.

Following dinner, the program
continued with a moving video
presentation, *Five Caregivers: One
VisionZ that featured the finalists for
the eighth annual Compassionate
Caregiver Award. Lynn Wiatrowski,
executive vice president and Northeast
market executive for Bank of Americass
Healthcare & Institutions business,
had the distinct pleasure of introducing
this yeares winner, Cleopatra Ferrao,
a family nurse practitioner who has
spent the past nine years serving a
diverse patient population at the
Mattapan Community Health Center.
Ferrao accepted the award, claiming
that she needed her patients as much
as they needed her: ¢| was born to
help people.Z (See page 6).

Many attendees commented on the
emotion of the evening. As Martha M.
Hanlon of the Partners HealthCare
System Development Office shared,
*The stories are so compelling;
thank goodness the lights were dim
because indeed there were tears in
my eyes.Z For others, the evening was
transformational. Jane Fitzsimmons, a
client partner with Korn/Ferry
International, by chance sat next to a
young student from Boston University
who was debating whether to not to
pursue a career in nursing. Following
the award presentation, Fitzsimmons
said to the young woman, I guess
your decision is made.Z The student
replied, *Yes, it is.Z

The dinner program concluded
with a performance by Livingston
Taylor, whose family background in
music and medicine influenced his
whimsical songwriting that appealed
to all present.
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All photo captions are from left to right.
3 1. Chairs of the 2006 annual dinner: Lynn
Wiatrowski, Schwartz Center Board, Bank of
America; Tom Grape, Benchmark Assisted
Living; and Fredi Shonkoff, Blue Cross Blue

Shield of Massachusetts

. Ellen Zane, Tufts-New England Medical
Center; Patty Austen; and Theresa Michel a
Ann Caldwell, both from MGH Institute of
Health Professions

. Pano Yeracaris, MD, MPH, Network Health;
and Azzie Young, MD, Mattapan Community
Health Center

. The illuminated Schwartz Center sign lights
up the city skyline on a perfect autumn night

6] . David Hastings and Karen Nelson, both fro
the Massachusetts Hospital Association

. Roger Payne; Nike Speltz; and David Speltz
Huron Consulting Group

. Britain Nicholson, MD, Schwartz Center
Board, Massachusetts General Hospital, is
flanked by Yuko Sato and Luke Sato, MD,
CRICO/RMF

. Maria Lima-Leite, Mohammed Ally, Debbie
Gordon, and Paul Burke, all from Network Heal

. Schwartz Center Board member Clare Midglg
Christi Pedra, Siemens; and Shani DeFina

10. Frederica Williams, Whittier Street Health
(8] Center; David Lagasse, McLean Hospital;
and Kathleen Sullivan, Philip Johnston &

Associates
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Cleopatra Ferrao, FNP, receives
2006 Compassionate Caregiver of the Year Awar

Dinner Chair Lynn Wiatrowski, Schwartz Center Board, Bank of America (right), honors Compassig

Caregiver of the Year recipient Cleopatra Ferrao, FNP, Mattapan Community Health Center

Cleopatra <CleoZ Ferrao,
a family nurse practitioner at Mattapan
Community Health Center, accepted
the eighth annual Compassionate
Caregiver Award at the Kenneth B.
Schwartz Centeres Annual Dinner. This
honor acknowledges her unyielding
desire to treat each patient with
kindness, patience, respect, and
above all, compassion.

Dr. Cleo, as she is affectionately
known in the health care community,
included in her acceptance speech her
powerful history of caregiving that
began in East Africa, persisted in
India, and continued in the United
States. Many of her patients are
immigrants who have little or no
experience with the American health
care system. They are frightened,
bewildered, and often their cultural

and religious practices prevent them
from seeking traditional medical care.
From the moment they meet Cleo,
however, their lives change.

Cleo believes a patientes story can
reveal as much, if not more, than any
medical test. Family history, current
living situation, or religious beliefs
often help Cleo determine the reason
a patient seeks her help. She educates
her patients about preventive health
care, removing the veil of mystery
about their bodies, medication, and
illness.

Not afraid to cross the professional
barrier by sharing personal information,
including her home telephone number,
Cleo ensures that her patients truly
understand what she is saying by
patiently repeating herself, calling
them at home to make sure they follow
her directions, and never mistaking
silence for comprehension. In her
powerful acceptance speech,

Cleo told the story of a young
African-American woman struggling
with AIDS to whom she made frequent
home visits. «She kept refusing to let
me in. Eventually, she responded, and
together we made her last months
more bearable.Z

Dinner guest Alan Slobodnik,
principal for Options for Change,
claimed, *There was not a dry eye in
the house when Dr. Cleo accepted the
Compassionate Caregiver Award.Z

Cleo is happiest when she is caring
for others, as she believes she was
*born to help people.Z Even her own
recent battle with cancer did not stop
her from showing up to work each
and every day, with an optimistic
outlook and unflappable demeanor.
Without question, her commitment to
compassionate caregiving personifies
the very core of the Schwartz Centeres
mission.
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Schwartz Center honors extraordinary caregivers

HE KENNETH B. ScHWARTZ CENTER established the annual Compassionate Caregiver Award in 19&$¢o
caregivers in Massachusetts who display extraordicampassion in caring for patients. The award is made
possible with the generous support of AstraZeneca, a leading international pharmaceutical company.
This year the Schwartz Center received more than 100 nominations, twice as many as last year. The 2006

Compassionate Caregiver Award finalists include:

Named by her colleagues as the *Tiger Woods of

social work,Z Janis Arnold is the only social worker
in the division of
gastroenterology at
Childrenes Hospital
Boston, which sees over
18,000 patients a year.
One physician on her
multidisciplinary team
said of Janis, eHer
wisdom and common
sense are such that the
most senior physicians

have come to rely on her for advice ... we have all come to

realize that it is not just that she helps us do our jobs better,

she has helped us become better doctors.Z

Annabelle Bitter is an oncology social worker at Mount
Auburn Hospital in Cambridge and is known among her
colleagues, patients and
families as the woman
who quietly goes above
and beyond the duties of
her job. *What people
want,Z says Annabelle,
*is not for us to fix ite or
for us to have all the
answers. Compassionate
care is about being
present with the patient
and family, to be witness to their disappointments and
joys, their raw emotions and feelings ... and then exploring
what their options are.Z

Alzheimeres patients at Mary Immaculate Health Care
Services, a nursing/restorative center and residential
community in Lawrence,
are often found talking,
hugging, laughing, and
even dancing in the
company of certified
nursees assistant (CNA),
Alex Louis. With his
charismatic presence,
bright smile, and
twinkling eyes, Alex
captures the attention of
everyone he meets: patients, families, and colleagues. As
his patientse disease and dementia progress, Alex makes
sure they continue to laugh, connect with those around
them, and feel part of the community.

When Sheila Trugman, MD, medical director of Jewish
Healthcare Center, walks down the halls of this skilled
nursing and rehabilitation
center in Worcester,
residents who are
normally quiet and
withdrawn perk up and
greet her with smiles,
hugs, and kisses. A
skilled medical expert,
Sheila is proud of her
clinical knowledge but
says, ¢l take more pride
and pleasure in the relationships | share with people.Z
Sheila is emotionally present in her interactions with her
patients and their families and listens with an open heart
and mind to their thoughts and feelings about both life
and death. Her goal is to create a space for everyone to
feel more at ease and safe.
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Development Matters

Special fund in tribute to Andrew Dreyfus
takes the Schwartz Center back to its roots

Most friends of the Schwartz Center know that just before
Ken Schwartz died, he wrote a compelling account of his
experience as a patient The opportunity to tell his story
was important not only to Ken but also to the countless
people across New England who read it. Patients and their
families applauded Ken for eloquently articulating the
importance of compassionate care. Professionals were
reminded to stay in the moment with patients and that the
smallest acts of kindness made the sunbearable bearable.Z

Andrew Dreyfus, who recently stepped down as the
Schwartz Centeres board chair, is a champion of patient
narratives as a way to empower and support patients and
their families and to educate caregivers.Ultimately, stories
can be a catalystfor change within the health care system
by bringing compassion and caring to the forefront.

At the Schwartz Centeres 11th annual dinner, Peter
Biagetti, Andrewes successor as board chair, announced the
creation of a special fund in Andrewss honor for an exciting
new initiative that incorporates patient stories. The
Schwartz Center welcomes inquiries about donations to
this fund; please contact Jill Shulman at 617-724-6416 to
find out how to participate.

Pharmaceutical support is helping to expand
Schwartz Center Rounds®

This fall Pfizer awarded a $100,000 two-yeargrant for the
continuing growth of the Schwartz Center Rounds nationally
to cancer centers. Other recent major grants received in
support of the Rounds have come from Genentech ($50,000)
and Sanofi Aventis ($25,000). The Schwartz Center relies
on the generosity of the pharmaceutical industry as well

as foundations and individuals to fund Rounds, which
currently are offered at 100 health care centers in 25 states
with additional sites added at the rate of 25 per year. If

you are interested in sadoptingZ a Rounds at a cost of
approximately $5,000/site, please contact Jill Shulman

at 617-724-6416.

Silent auction chair is no stranger to
compassionate care

By the time Beth Freeman learned about the Schwartz

Center in 2005, she had already seen compassionate

care in action. Since Bethes father was diagnosed with lung
cancer three years ago, he has
been under the watchful eye of
Thomas Lynch, MD, chief of
Hematology/Oncology;,
Massachusetts General
Hospital and vice chair of the
Schwartz Center Board.

Beth says that Dr. Lynch
made himself available to her
father 24/7, providing answers
to difficult questions and

explaining the disease and the
treatments to her parents in
ways they could understand and appreciate. *We believe
that Tom is an extremely capable and compassionate
caregiver. We are in the right hands with Tom.Z
So when Beth was invited to attend the Schwartz
Centeres 10th annual dinner last year, she was already sold
on the organization: eIt felt very real to me ... this mission
of strengthening the patient-caregiver relationship. | had a
definite sense that the money the Schwartz Center was
raising at the dinner would be turned around right away
to benefit patients.Z
Beth was especially moved by the video presentation,
A Decade of Compassion,Z which featured a Schwartz
Center grant-funded radio program that focused on the
patient experience. As Beth recalls, ¢l thought that it was
unbelievable, and | was so impressed that the Schwartz
Center funded this amazing program in Pennsylvania;
the organization was making such a difference.Z
Following the dinner, Beth contacted the Schwartz Center
and expressed an interest in giving back by volunteering.
Given her sales background and connections in greater
Boston, Beth was asked to chair the 11th Annual Dinner
Silent Auction Committee. Beth recruited friends Jenny
Noonan and Susan Rosenberg as her teammates. This
committed trio put together an enticing auction, which
exceeded all expectations and raised close to $40,000.
In explaining her approach to the auction Beth revealed,
*We wanted the auction to have esex appeals to draw in



the highest bidders. We looked for priceless items that
were not easily attainable, that you could not buy on
the street.Z Beth attributes the auctionss success to the
committeees ability to promote the organizationss mission
to auction donors, the way the items were showcased at
the event, and the strong logistical support offered by the
Schwartz Centeres staff.

When asked if Beth, who not only volunteered at the
dinner but also is a generous Schwartz Center donor, would be
part of the 2007 dinner, she responded enthusiastically. *We

Paul Levy, Beth Israel Deaconess Medical Center, browses the s
auction items donated by the Boston Red Sox and Beth Israel Dead

Medical Center, the official hospital of the Boston Red Sox.

already have received offers of items for next yeares event ...
people were so moved by the Schwartz Centeres mission and
the incredible dinner. If they want me next year, lsm in!Z
The Schwartz Center values and depends on all its
volunteers who, like Beth, help make the organizationes
programs possible. If you would like to volunteer at the
12th annual dinner on November 1, 2007, please contact
April Kreyssig at 617-724-4394.

Silent Auction 2007 Wish List

Plans for next yeares silent auction are underway!
The Schwartz Center is currently accepting donations for:

€ Airline tickets

€ Gift certificates to local Boston restaurants and hotels
€ Weekend get-a-ways

€ Tickets to entertainment and sporting events

Please contact April Kreyssig at 617-724-4394 if you
wish to donate an item.
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Help spread the Schwartz Center message
during the holidays ... or anytime!

Inspirational note cards with photographs created
especially for the Schwartz Center by Pavone
Images ... a newlyjormed business founded by
past board member and entrepreneur Becky Levin ...
are a wonderful way to let others know about the
Schwartz Center. On the back of each card is
information on the important work of the
organization. When you buy a set of eight cards, a
portion of the profits from the sale will benefit the
Schwartz Center and when you send your notes
you will help the organization get its message out
to a wider audience. A package of cards makes a
wonderful holiday gift for a hostess, teacher,
family member, friend or co-worker. You can also
purchase prints of some of the Schwartz Center
images. To learn more and/or to make a purchase,
log on to www.pavoneimages.com.

«Swinging TreeZ from the Pavone Images
Greeting Card Collection
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Our Health Care World

s compassionate care a *no-brainerZ?
As | listened to the tributes paid to the Compassionate Caregiver Award nominees at our

November annual dinner, | quickly concluded that the benefits of compassionate care are not

only profound but also obvious.
Yet, in an era when any expenditure of time and resources in our health care system

needs to be carefully considered, and, if possible, evidence-based, it is gratifying to know

that a growing body of research findings support the importance of the Schwartz Centeres

mission to strengthen the relationship between patients and caregivers. Here are some examples of recently

published research findings that show how the Centeres focus on improving communication, empathy, spiritual

awareness and cultural competence can make a measurable difference:

€ Patient-centered communication is associated with an increase in the length of patient-caregiver visits and a
decrease in diagnostic test expenditures.(Epstein)

€ Physicians who were more focused on the person than on the illness and who spoke freely with patients
about their options were rated highest in quality and patient satisfaction. (Flocke)

€ Empathy makes patients more forthcoming about their symptoms and concerns, facilitating medical information
gathering, which in turn yields more accurate diagnoses and better care. (Halpern)

£ A powerful force in the care experience of cancer patients is the degree to which they feel sknownZ by their
health care providers ... that there is a human connection, distinct from the diseased organ or mechanical body
and that the patient is recognized as a unique human being. (Thorne)

€ When caregivers are more spiritually attuned to their patients they are more able to treat them accurately. (Fisch)

€ Improving cross-cultural communication between primary care physicians and patients can lead to more
patient involvement in care, higher levels of patient satisfaction, and better health outcomes. (Cooper)

€ When faced with a bad outcome, patients and families are more likely to sue a physician if they feel the physician was
not caring and compassionate. Effective communication enhances patient satisfaction and health outcomes(Levinson)

Not surprisingly, research findings also illuminate the factors that put increasing stress on the relationship
between patients and caregivers, especially the pressures of time:
€ Physicians are taught the importance of involving patients in decision-making, but doing this successfully

requires at least 20 minutes. Even those physicians who internalize these new expectations and understand

their importance lack the skills to incorporate them into their practice. A quarter of primary care physicians
report that the expected scope of their practices is greater than it should be.(Mechanic)
€ Primary-care residents spent an average of 11 minutes with patients, with the patient speaking for about four minutes.

Verbal interruptions, a knock on the door, beeper interruptions, and computer use all interfered with communication,

and increased frequency of interruptions is associated with less favorable patient perceptions of the office

visit. (Rhoades)

Nothing the Schwartz Center does can slow the frantic pace of change in health care. What we have done ... and will
continue to do ... is to make the health care system more humane by focusing our mission, strategies and programs
on educating, supporting and training caregivers to communicate more effectively and empathically with patients.

Thank you for your continued interest.

Regards,

Julie Rosen
Executive Director










