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Collaboration Counts

Help End Health Disparities: Together We Can. Together We Will.

This April, the U.S. Department of Health
and Human Services (HHS)

announced two new tools to use in our ef-
fort to eliminate racial and ethnic health
disparities.

The HHS Action Plan to Reduce
Racial and Ethnic Health Dispatrities sets
out the goals and strategies to which Sec-
retary Sebelius has committed our depart-
ment. Its goals include transforming
health care and expanding access, build-
ing on the provisions of the Affordable
Care Act, related to expanded insurance
coverage, and increased access to care.
The plan will provide more opportunities to
increase the number of students from
populations underrepresented in the
health professions, train more service
providers in medical interpretation to help
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serve patients with a limited command of
the English language, and train commu-
nity workers to help individuals navigate
the health care system.

The National Stakeholder Strategy to
End Racial and Ethnic Health Dispatrities is
a community-driven plan that is intended
to form the basis of national, regional,
state and local partnerships. It focuses on
social and environmental determinants of
health and their contributions to the health
outcomes that we see in our neighbor-
hoods, towns, cities, counties, and states.
It seeks to link health agencies with com-
munity, professional, faith and business
groups with a common cause and a com-
mon set of goals, objectives and strate-
gies. It emphasizes public awareness,
strong leadership, improved health out-

comes, cultural and linguistic compe-
tency, and better data, research and eval-
uation methods.

It is time for us all to stand together
against health disparities and make this
effort a movement that all Americans can
support.

We have more than a dozen cabinet-
level departments and independent agen-
cies standing with us, overseeing and
supporting our National Partnership for
Action (NPA) as members of the Federal
Interagency Health Equity Team. Together,
we are seeking partners in every sector.

The Intercultural Cancer Council and
OMH have a long history of working to-
gether —in helping to launch Project Re-

(continved on page 4)

President’s Cancer Panel — 2009-2010 Annual Report

America’s Demographic and Cultural Transformation:
Implications for Cancer — Executive Summary

Cancer incidence among minority populations is projected to nearly double
between 2010 and 2030 while increasing 31 percent among the non-Hispanic white
population. Minority and other underserved populations are disproportionately
affected by certain cancers, are often diagnosed at later stages of disease, and
frequently have lower rates of survival once diagnosed.

Racial and ethnic differences in cancer incidence, presentation, and prognosis
are well documented. However, the current understanding of cancer risk, progres-
sion, and outcomes is based largely on studies of non-Hispanic white populations.
The risk factors, screening guidelines, and treatment regimens identified through
research are often not appropriate for individuals of non-European descent.

Regardless of race/ethnicity, each individual has a unique complement of
cultural, environmental, biological, and genetic risk factors that coalesce to deter-
mine cancer risk. Insights into the interactions between multiple variables (e.g.,
gene-neighborhood interactions) and biological markers of cancer risk and prog-
nosis can be gained through thoughtfully designed research and should ultimately
help health care providers more effectively treat patients.

To read the entire report, go to http:deaninfo.nci.gov/advisory/pcp/annuaRe-
ports/pcp09-10rpt/pcp09-10rpt.pdf.



http:deainfo.nci.nih.gov/advisory/pcp/annualReports/pcp09-10rpt/pcp09-10rpt.pdf.
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From the Chair

Health Related Quality of Life
(HRQOL) Issues

The use of cancer
screening tools
coupled with im-
proved treatment
techniques have re-
sulted in a dramatic
rise in the long-term
survival rate of can-
cer survivors. These
survivors and their
families consider the
most important ben-
efit of treatment is preserving the quality
of life of the survivor, followed by extend-
ing life and delaying the progression of
the disease!. However, a review of the
literature reveals that when surveyed,
most survivors and their clinician focus
on the physical symptoms and limitations
imposed by cancer and its treatments
when addressing HRQOL issues.?
HRQOL perspectives for survivors actu-
ally include a much broader and longitu-
dinal sphere that extends from the

COL (Ret) James E.
Williams, Jr., USA

Prostate Cancer Roundtable Announces
Collaborative Prostate Cancer Advocacy Web Site

The Prostate Cancer Roundtable announces its new web site www.Prostate-

Cancer Roundtable.net.

“This new Roundtable web site will make it easier for America’s prostate cancer
advocates, patients, researchers and clinicians to keep track of the shared priori-
ties and policy initiatives of the 12 members of the Prostate Cancer Roundtable,”
said Scott Williams, vice president of the Washington-based Men’s Health Network.

“Membership of the Roundtable is comprised of national, not-for-profit organi-
zations whose primary goal is the health and wellness of all men at risk for or diag-
nosed with prostate cancer,” Williams continued. “However, we strongly encourage
all other interested parties — from local prostate support groups to large national
organizations which have prostate cancer as a focus area — to join us in support-

ing our national policy agenda.”

“Moment of Terror’ e.g. diagnosis of can-
cer, to the end of life. The true HRQOL
endpoints should include the emotional
responses and social interactions that
accompany the course of the disease.

The following are my observations
based on more than 19 years as a can-
cer survivor, advocate and support group
facilitator observing survivors and their
families in support group activities in
local, regional and national venues.

An open line of communication be-
tween the survivor and doctor is essen-
tial, but in many cases doesn'’t exist. This
poor line of communication is established
when the survivor first meets with his/her
primary care physician and continues as
they navigate through the medical sys-
tem for treatment and after-care.

Many survivors seek out support
groups because, in their minds, this is
the only environment available to them to
express their concerns. One survivor
said - “I needed to find someone imme-
diately who knew my terror: someone |
could talk with on a personal rather than
on a clinical level; someone who had
been there. | needed to find a survivor.

A key strategic objective of the Prostate Cancer Roundtable has been to
facilitate collaboration and cooperation between the many members of the prostate
cancer community that have a shared interest in optimizing the prevention, early di-
agnosis, appropriate treatment, and long-term care of men at risk for or diagnosed
with prostate cancer. By working closely together, we can increase the power of our
individual voices on Capitol Hill and in state capitols around the country.

To read the complete article, go to http://prostatenet.com/intheknow_a.htm.

Former Surgeon General C. Everett Koop
has stated “Study of support groups
clearly proves that support group mem-
bers respond more effectively to their
treatments and have a better outlook on
life which in turn assists in controlling the
disease.”

The perception in the survivor world
is that there is little opportunity to address
their emotional and psychological well
being with their doctors. Many feel they
were rushed into a decision, however,
these same people also admit that they
were anxious to get “rid of the cancer.”
Other survivors claim they were active in
the treatment decision process, however,
the reality of the situation is that many sur-
vivors depend heavily on their mate,
health care provider and the “word on the
street” concerning their treatment op-
tions.

Here are my recommendations:

@ Identify when HRQOL data is collected
— at diagnosis, during treatment and/or
after treatment.

@ Measure change in HRQOL - at diag-
nosis, during treatment and after treat-
ment e.g., psychosocial outcome
measures should be included at critical
junctures along the continuum of care.

@ Assess the HRQOL of the families and
determine the impact of the disease on
the family, which plays an important
role in the impact of the disease on the
survivor.

¢ Compare HRQOL among cancer sur-
vivors and a control group who do not
have cancer and measure HRQOL in
both groups over time. Only in this way
can the effects of cancer be separated
from the effects of aging and other fac-
tors. Using a control group without
cancer would not provide a compete
picture but would allow an epidemiolo-
gist to compare HRQOL issues with in-
dividuals with similar demographic
characteristics.

3 Leitman, R. Perspectives on Prostate Cancer Treat-
ments: Awareness, Attitudes and Relationships. A
Study of Patients and Urologists, Lewis Harris and
Associates, Inc. Fieldwork: July31 — August 17,
1995: 3.

2 Zebrack, B. How You Can Achieve Quality of Life
After a Cancer Diagnosis. Coping March/April
2001: 13


http://prostatenet.com/intheknow_a.htm
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Dr. Reggie Ho has
been a practicing
medical oncologist in
Hawaii for more than 40
years, but 10 years ago,
at age 69, he was ready
to start a new career.
That's when he went into
community-based re-
search in preventive
medicine.

At a time when many people are
thinking of fading into the sunset, Dr. Ho
met Dr. Moon Chen, who introduced him
to the Intercultural Cancer Council (ICC)
and encouraged him to address the many
needs for clinical cancer research in the
Asian population in the United States.
This population had unfortunately been la-
beled the “model minority” because the
second, third and fourth generation off-
spring of the original settlers had become
acculturated in the United States and had
become successful. However, 61% of this
population is foreign born and this cre-

Dr. Reggie Ho

ated disparities within the Asian popula-
tion in terms of income, health, and can-
cer outcomes. Itis not well known that in
the United States, cancer is the leading
cause of death in Asian women, whereas
heart disease is the leading cause of
death in every other ethnic group.

When Dr. Moon Chen received a Spe-
cial Population Network award from the
NCI to develop the Asian American Net-
work for Cancer Awareness, Research,
and Training (AANCART) in 2000, he
asked Dr. Ho to direct the program in
Hawaii to address cancer outcome dispar-
ities in the Asian population there. Dr. Ho
and his team noted that Filipino women
had the worst breast cancer mortality of
any ethnic group in Hawaii except for na-
tive Hawaiians. They also were diagnosed
at the latest stage and had the lowest
mammography rate of all groups in
Hawaii. The first effort was to improve the
mammography rate of this population.
Over a five year period, using community-
based participatory research methodol-
ogy, Hawaii's AANCART was able to raise
the mammography rate of Filipino women
in Hawaii to approach the rate of the gen-

eral population. This was greatly satisfy-
ing to Dr. Ho.

He first attended an ICC Governing
Board meeting in 1995 and the contacts
at each meeting have fueled his passion
for addressing cancer disparities in the
underserved. ICC has embraced all
populations and its meetings have been
forums for understanding the problems
of all the underserved.

During the past year, ICC has
reached out to the nation through re-
gional meetings and Dr. Ho was able to
participate in the meeting in California
that addressed cancer in Asian Ameri-
cans. A few years ago, the ICC awarded
a grant to address cancer disparities in
the Western Pacific Islanders in Hawaii.
Dr. Ho represented the interests of the
ICC in Hawaii during the administration
of that grant.

People have said that you cannot
teach old dogs new tricks, but Dr. Ho be-
lieves that old dogs can learn new tricks,
if they are surrounded by smart, devoted
people in clinical research like those in
the ICC and AANCART.

— Sharilyn Ho

Help End Health Disparities

(continued from page 1)

connect after the devastation of Hurri-
cane Katrina, in attacking disparities in
clinical trials, and in other efforts over the
years. We need more partnerships such
as those we have forged with ICC, and
we need to strengthen the partnerships
we already have established.

| urge ICC members, individually
and collectively, to review what we are
doing through the NPA, to urge your part-
ners to align their activities with this
fledgling national movement, and to get
involved in these national and regional ef-
forts.

Visit our web site at www.minority-
health.hhs.gov or call us at 1-855-JOIN-
NPA. Ask about the forthcoming regional
health equity councils, share your ideas
and successes, and help us recruit other
champions of health equity.

Together we can. Together we will.

— Garth Dr. Garth Graham, M.D., M.PA.

Advocacy In Action

Since the last
issue of our
newsletter, Con-
gress and the in-
dividual states
have been work-
ing diligently on
healthcare legis-
lation. Congress
passed a final
Resolution to
fund the National
Institute of Health
(NIH), the National Cancer Institute
(NCI), the Centers for Disease Control
(CDC) as well as other Appropriation
Bills for 2011 and has been working on
bills for Funding Year 2012.

| traveled to Washington, DC in May
to urge members of Congress to appro-
priate sufficient funding for 2012. | joined
more than 125 other participants from 33
states, for the OVAC (One Voice Against
Cancer) Lobby Days. It was a two-day

Jennie Cook

meeting which was well-received by the
Democrats but did not fair as well on the
other side of the aisle.

Most of the legislators | talked with
would increase funding to some degree
for the Appropriation Bills but our group
urged them NOT to decrease funding any
further.

As we go to press, the ICC Caucus
has signed on to a number of letters urg-
ing Congress to keep increasing the cir-
culating letters to members of the Senate
urging them to speak out about the impor-
tance of research to improve the health of
the nation.

This movement comes as NIH faces
potential cuts due to the House plan to
slash more than $18 Billion from the
Labor, HHS budget. The increase in the
Appropriation Bills is not only a way to
save lives but would boost the economy
and show the world we are successful in
running the most prominent and fruitful

(continued on page 6)
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From the Interim Director

e know that

everything
changes at some
point in time. Noth-
ing stays the same.
The only constant is
change itself. There
are those who fear
change because
they are not sure if its
results will be better or worse than what
they know or how change will personally
impact them. Change implies something
different. Change can be unfamiliar; it cre-
ates a sense of vulnerability, whether real
or not. It calls for us to be open - open to
new ideas, new options, new relationships
and clearly new opportunities.

Most of you have heard that the ICC
is in throes of change. Our board chair-
man recently shared with you that negoti-
ations are occurring that potentially will
move the ICC to the University of Hous-
ton as part of the proposed Dorothy |I.
Height Center for Health Equity and
Equality Research (CHEER). | look at this
not as change but as transformation or
evolution; somewhat like the caterpillar
that morphs into a butterfly. The transfor-
mation of becoming a butterfly brings
about new beauty, even more phenome-
nal. Just like the caterpillar, the ICC is
changing; yet, the ICC’s commitment to
its members and families remain unwa-
vering. ICC is committed to carrying out
its mission of promoting policies, pro-
grams, partnership and research to elimi-
nate the unequal burden of cancer
among racial and ethnic minorities and
the medically underserved.

In this regard, let me talk about some
of the great activities that are still ongoing
and the progress we are making in addi-
tion to looking forward to a new host insti-
tution. ICC will continue its efforts with
the T-36 National Institutes of Health
grant from the National Institute of Gen-
eral Medical Sciences that allows us to
continue working with our students, our
young, bright researchers who are our fu-
ture. Also, we are committed to our Re-
gional Networks that are the core and the
backbone of ICC. Our Regional leaders
continue to step up to the plate as we

Pamela M. Jackson, MS

hold our Regional Symposia. The
Nashville, Tennessee meeting has incor-
porated a theme of partnership develop-
ment with the goal of reconnecting
vulnerable communities to work with dis-
aster management resources to ensure
that individuals with cancer and other
chronic illnesses can prepare for emer-
gency situations and can access needed
medical and social service resources
during and after a disaster has occurred.
The model we are creating in Nashville
has the potential of a much broader
reach, of being adapted and replicated
in other areas confronted with disasters.

We look forward to the continuation of
our regional symposiums that will lead up
to the ICC’s 25th Biennial Symposium to
be held in Houston, Texas the last week
in June of 2012. In anticipation of this
celebratory event, we look to your contin-
ued and valued input. The ICC'’s founda-
tion is built on community, collaboration
and partnership. We have depended on
your ideas and your contributions to
make it successful and will continue to
do so in the future.

— Pamela M. Jackson, MS

Interim Executive Director

Director of Special Projects

HHS Announces Promotores de Salud Initiative

The U.S. Department of Health and Human Services (HHS) announced an initia-
tive to promote utilization of Promotores de Salud as a means of strengthening out-
reach and education on the availability of health services and insurance coverage to
underserved Hispanic/Latino communities.

Promotores, who are sometimes known as community health workers, peer
leaders, patient navigators or health advocates, typically work in their own commu-
nities to convey information to their neighbors and other community members on
health and wellness, the availability of support services and access to health serv-
ices. Promotores have become increasingly active in U.S. Hispanic/Latino communi-
ties for the past 50 years and for longer in some Latin American countries.

The HHS initiative aims to develop a national program to recognize the work of
Promotores, develop a database of Promotores networks, which will include informa-
tion on their training and where they work, and to foster cooperation among various
networks. The project also aims to develop an English-Spanish web site with infor-
mation and resources to assist community workers and their networks.

“Promotores are remarkably successful at helping people recognize the impor-
tance of health in their lives and connecting them with reliable information and serv-
ices,” said Dr. Garth Graham, HHS deputy assistant secretary for minority health
and director of the HHS Office of Minority Health. “Through this initiative, we hope to
strengthen those community-based outreach efforts, help people enroll in public
programs and the forth-coming health insurance exchanges and use new services

that the Affordable Care Act provides.”

Fifteen experienced Promotores from across the U.S. will regularly share infor-
mation with the HHS Office of Minority Health and a federal work group that is guid-
ing the initiative. Venus Ginés, founder of Dia de la Mujer Latina, Inc. was selected

as chair.

The Affordable Care Act authorizes promotion of these community health work-
ers to provide culturally and linguistically appropriate information and enrollment as-
sistance to underserved Hispanic/Latino populations. The HHS Action Plan for
Reducing Racial and Ethnic Health Disparities calls for increasing the use of Promo-
tores to stimulate participation in health education, behavioral health education, pre-
vention, and health insurance programs.

For more information, visit: http://minorityhealth.hhs.gov/promotores.
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Awards and Honors

Former ICC Chair Honored

Alexine Clement Jackson, former
ICC chair, was honored at a gala held by
Women’s eNews recognizing “21 Lead-
ers for the 21st Cen-
tury 2011. Clement
Jackson was named
“Chair of Equitable
Cures.”

According to
Women'’s eNews,
“Clement Jackson’s
activism on behalf of
women around the
world spans several decades and in-
volves numerous organizations and so
many board positions that she’s lost
count. But the common thread in all of
her accomplishments is using her life ex-
periences as a catalyst to empower
other women.”

Alexine Clement Jackson made her
career as a volunteer. Her activism has
spread over several decades and nu-
merous organizations. As chair of the
board of Susan G. Komen for the Cure,
she advocated for gender and racial eg-
uity, currently spreading the message of
early detection and mammography to
African American women, who have a
lower incidence of breast cancer yet
higher mortality rate. She also has en-
couraged more research into triple-nega-
tive breast cancer, a form of the disease
that strikes younger African American
women and does not respond to most
existing treatments.

Clement Jackson has been outspo-
ken about the need for quality health
care for everyone, using her platform as
former chair of the ICC to call attention to
unfair disparities in cancer treatment and
to address the subpar treatment often re-
ceived by low-income families and peo-
ple of color.

San Antonio Researchers
Selected for CPRIT Grants

The Institute for Heath Promotion Re-
search (IHPR) project coordinator Dr.
Daisy Morales-Campos was among
those chosen for a unique training pro-
gram at The UT Health Science Center at
San Antonio that instructs in all aspects

of cancer to produce an appreciation of
basic science, translational and clinical
areas of research.

The training program was made pos-
sible by a grant from the Cancer Preven-
tion and Research Institute of Texas
(CPRIT) to the Health Science Center.

Trainees are expected to commit to
full-time research training for a year, which
started on Jan. 1, 2011. Trainees regularly
attend program seminars and journal
clubs and take specified courses. They
also will present their research at an an-
nual retreat and at national meetings each
year, while also applying for independent
research funding.

Dr. Amelie Ramirez, director of IHPR
said, “Although we recruited Daisy to the
IHPR immediately after completing her
doctoral degree and she had limited
grant-writing experience, over this past
year she has taken her involvement to a
new level with a greater leadership role in
generating grant proposals and research
publications and posters. | am continually
favorably impressed with her maturity,
thoroughness and creativity, as well as
her professionalism and commitment to
excellence in all her assigned tasks. She
is well on her way to becoming a produc-
tive cancer and health disparities re-
searcher.”

In addition, Dr. Stacey Young-Mc-
Caughan, researcher for the UT Health
Science Center at San Antonio, received
a $890,659 grant from CPRIT to expand
the known benefits of exercise to more
cancer survivors.

Dr. Deborah Parra-Medina of the In-
stitute for Health Promotion Research
(IHPR) at the UT Health Science Center

at San Antonio also received a CPRIT
grant to launch a peer education and out-
reach program encouraging use of the
HPV vaccine to prevent cervical cancer
among Latina mothers and daughters liv-
ing in Texas-Mexico border communities.

“l am proud and excited about theses
major grant awards from CPRIT, recogniz-
ing the superb quality of prevention sci-
ence here at the CTRC [Cancer Therapy
and Research Center] and the UT Health
Science Center,” said CTRC Director Dr.
lan M. Thompson, Jr. “Our physicians and
scientists of the CTRC are convinced that
one of our greatest priorities is cancer
prevention and using interventions like ex-
ercise to reduce the burden of this dis-
ease.”

Former ICC Executive Committee
Member Appointed to APHA
Committee on Women’s Rights

Venus Ginés, founder of Dia de la
Mujer Latina, has been appointed by the
executive board of the  §

American Public Health
Association (APHA) to
serve on the Committee
on Women'’s Rights, for
a three-year term.

The committee is
concerned with
women’s rights, includ-
ing a primary focus on gender inequities
in health care and health policy. This com-
mittee also places emphasis on other is-
sues, such as economic and pay inequity,
the glass ceiling and expanding the defi-
nition of women’s health beyond repro-
ductive health.

Advocacy in Action (Continued from page 5)

cancer research centers globally.
Regarding the Affordable Care Act,
to date six states, California Colorado,
Maryland, West Virginia, Washington
and Vermont have enacted their state’s
health insurance exchange into law.
Bills also have been passed in Hawaii
and lllinois and are awaiting their gover-
nor’s signature. The governors of Geor-
gia, Indiana and Mississippi signed

executive orders to establish state ex-
changes, bypassing the legislative
process.
I am hopeful we will soon have more
states follow suit.
- Jennie Cook
President, ICC Caucus

Editor’s Note: At press time, the information
above was the most currently available. Other
changes may have occurred since then.
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Calendar

Prostate Cancer Symposium Series
July 23

Mayo Clinic, Jacksonville, Florida
August 27

University of Michigan Cancer Center
Ann Arbor, Michigan

September 17

Northwestern University Lurie Cancer
Center

Chicago, llinois

October 29

New York University Kimmel Center
New York, New York

Registration is free

For more information or to register,
http://www.theprostatenet.org/2011
registration.pdf

or call 1.888.477.6763

CancerCare, in collaboration with Inter-
cultural Cancer Council, offers free, tele-
phone workshops on a variety of
cancer-related topics. For details, and to
register for a workshop, call 1-800-813-
HOPE, or visit the CancerCare website at
www.cancercare.org/connect.

July 26 Coping with the Stress of
Caregiving When a Loved
One Has Multiple Myeloma
Update on the Treatment of
Liver Cancer

Update on Lymphoma from
the 2011 American Society of
Clinical Oncology (ASCO)
Annual Meeting

Progress in the Treatment of
Oral and Head and Neck
Cancer

Living with T-Cell Lymphoma,
Part I: Update on Cutaneous
T-Cell Lymphoma

Caring for Your Bones When
You Have Prostate Cancer
Understanding the Critically
Important Role of Adherence
in the Medical Management
of Cancer

Living with T-Cell Lymphoma,
Part II: Update on Peripheral
T-Cell Lymphoma

Aug 18

Aug 23

Aug 25

Sep 14

Sep 16

Sep 21

Oct 12

CANCER SUPPORT COMMUNITY INTRODUCES
FIRST-OF-ITS-KIND, FREE MOBILE APP

-|- he Cancer Support Community (CSC)
— an international non-profit dedicated
to providing support, education and hope
to people impacted by cancer is offering
a free new service: CancerSupport-
Source™, an innovative mobile applica-
tion providing cancer patients and their
caregivers with a unique set of tools ad-
dressing their physical, social and emo-
tional concerns related to living with
cancer and its treatment. The app is
available for download via the iTunes
Store (category: Medical).

By employing CancerSupport-
Source™, users can monitor their con-
cerns over time; record thoughts and
questions in a personal journal; access
educational information and a community
support network; and report progress to
their health care team. Developed with
support from Genentech, CancerSupport-
Source™ is available at no cost and is
designed for use with the iPhone™ and
iPod Touch™.

A critical element of CancerSupport-
Source™ is that it enables users to forge
connections with those who are coping

with similar issues. “This can be intrinsi-

cally healing and is a part of care and

wellness management that is often over-
looked,” says Kim Thiboldeaux, president
and CEO of the Cancer Support Commu-
nity. “We want users to know that they
don't have to face cancer alone - there is

a whole community of support behind

them.” To aid this endeavor, the app al-

lows the user to find a nearby CSC affili-
ate, join the organization’s Online

Community and access a variety of

CSC's free support services.

In addition, CancerSupportSource™
allows users to:

* Monitor common concerns such as fa-
tigue, difficulty sleeping, sadness,
anxiety and pain

» Track potential life worries, such as
family, work, money and nutrition

* Record thoughts and questions in a
personal journal

“The beauty of the CancerSupport-

Source™ is that users can access it

anytime, anywhere,” says Thiboldeaux.

“It's available 24/7, 365 days a year.”

For more information, visit

WWw.cancersupportcommunity.org.

BCM

Baylor College of Medicine
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