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Special Issue - Women with Gynecological Cancers

We, at HCBHP, would like to welcome you to our special
edition of our newsletter focusing on gynecological cancers. In
response to repeated community requests: the leadership of Carol
Vander Meer, local gynecological survivor; and thanks in part to
a grant from the Women'’s Foundation and St. Joseph Hospital,
HCBHP is expanding services to women with gynecological
cancers. We dedicate this newsletter to the many women who
have had gynecological cancers, and are publishing this in
September, in honor of Ovarian Cancer month. Included in this

fssue is an article on ovarian cancer from Dr. Kate O Hanlan, a
Gynecological Surgical Oncologist from the Bay Arca. Members
of our gynecological support group share their personal stories
and perspectives. We will also be expanding our resource library.
and providing patient navigation and consultation planning for
clients with gymc{}fuwcdf cancers. Cancer, though cach type may
have differences in sp{:uf'(, decisions & treatments, we recognize
that the human experience of cancer and its healing have many
similaritics. We all want to be thrivers!

Regarding Ovarian Cancer, Ca-125 and Ultrasound
by Kate O'Hanlan, M.D., FA.C.O.G., FA.C.S.

Dr. O’Hanlan, a gyn surgical oncologist, recently visited
Humboldt County to share her knowledge and experience with

e the local medical providers during Grand Rounds at the

hospitals. She also sat down with a group of us at the Project.
Dr. O’Hanlan kindly shared one of her monographs as the
centerpiece for this special edition of our newsletter on
gynecological cancer in honor of Ovarian Cancer month.

My practice entails the surgical care of women with
endometrial (uterine), ovarian, cervical and vulvar cancer, as
well as benign pelvic surgery and laparoscopic surgery, My
focus on cancer prevention by patient education led me to write
this response to an email that has been widely disseminated
about a woman who developed peritoneal cancer after her
ovaries had been removed. She felt that she was a victim of
failed medical care. In reality, she developed one of the rarest
cancers that we Gynecologic Oncologists see. and her story is
truly sad.

In this monograph, I wish to respond to each point made or
suggested in her story in order to maximize appropriate response
by other women with further testing, or provide appropriate
reassurance that no testing (and no worry) is needed.

First, it is important to understand the difference between
screening tests and diagnostic tests. Screening tests are the
familiar procedures that are recommended for all healthy people,
such as pap smears for all women, cholesterol assay, dental
exams, blood pressure checks for all adults, ¢tc. Screening tests
are cheap and casy to do, and they have, by definition, been
proven to save lives because they detect common mild or early
abnormalities that, if treated. prevent bigger problems such as
cervical cancer, heart attack tooth loss, stroke etc. The screening
test does not provide much information in itself other than to say
that further investigation of the situation by diagnostic testing is
needed to see if a real problem exists and to see what treatment
may be needed.

A diagnostic test is prescribed in response to an abnormal
finding from a screening test or for a patient with a significant
symptom or significant abnormal finding on an exam by a
clinician. Most blood tests, X-rays, and procedures are
considered diagnostic tests and the results must then be reviewed
in the context of a long list of possible abnormalities.

The Ca-125 blood test, an ultrasound, and the “total body
scan” are all considered diagnostic tests. not screening tests,
because they don’t provide highly useful information when used
by the larger population which has no abnormal finding of a
screen, abnormal finding on an exam or abnormal symptom.
Administering diagnostic tests to the larger population has been
shown to provide few people value because of the low likelihood
of finding an abnormality, often results in many false positive
findings, and costs much. One example would be taking a trip to
Las Vegas in order to make money by gambling. Most cveryone
loses money, but one or two find great wealth. The three tests
mentioned
above have
been
rescarched
well as
proposed
screening
tests for the
larger
healthy
population,
and the
results
consistently
show that
there is little
value to
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The Bird by Mary E. Scott

I remember when I was first
diagnosed with breast cancer the
overwhelming feelings of uncertainty and
terror. | remember searching for some
“trick” to calm my racing mind and ease
my soul. One morning as I sat on my
porch [ saw a small sparrow on the
ground; basking in the sun on fragile
looking, little, stick legs. 1 was amazed
how small he was and vet he evidently
had survived the harsh, Humboldt
clements. | heard a voice inside me: “If
that little bird is taken care of why won’t I
be?” It was the first thought that had
made much sense since my diagnosis. “If
the birds are taken care of why won’t
be?” became my mantra.

After I completed treatment and
began work at the Project I shared my
mantra with newly diagnosed women. 1
put up a bird feeder outside my office
window so all who came in to that room
could sce that the birds were being taken
care of. Like the birds, the women come
in flocks to the Project.

This morning as I drove to work |
was thinking about a woman who was
awaiting her first biopsy. Her surgeon
felt her lump was “suspicious” but we
were all holding out for the best outcome.
As I drove down Harrison Avenuc I spied
a small bird in the opposite lane. In the
time it took me to pass I watched in
horror as three cars nearly missed hitting

him. I debated
going back. His
luck couldn’t
hold out. He
would be hit
by someone
who had yet
to have their
morning
coffec and I
would be
there to see the whole event at close
range. | turned around. I couldn’tleave
him there, vulnerable like so many of us
are. | parked and ran down the street,
waving my arms and, unbelievably, was
successful at stopping rush hour traffic. 1
picked him up and carried him to my
truck. He balanced, immobile, on the
passenger side floor. Halfway to Arcata
caught a flutter from the corner of my eye
and felt a small weight on my forearm.
There the crowned sparrow perched until
I released him in the Project’s garden.

How simple an event that was and yet
how powerful. Like the birds, we will be
taken care of but we have to have faith;
faith that someone will stop, reach out a
hand to support us until we can find our
own strength and be on our way. That is
what we at the Project do; we reach out
our hands to support one another until we
can be on our way. “The birds are taken
care of and we will be too.”

I am passing this on to you because
it has definitely worked for me, and we
all could use a little calm! By following
the simple advice I read in an article, 1
have finally found inner peace. The
article read, “The way to achieve inner
peace is to finish all the things you
started.”

A Message From Bernie Siegel
- For Those in Search of Inner Peace

So 1 looked around the house to
see all the things [ started and hadn’t
finished ... and before lecaving the
house this morning | finished off a
bottle of red wine, a bottle of white,
the Bailey’s, Kahlua and Wild Turkey,
the Prozac, some Valium, cheesecake
and a box of chocolates. You have no
idea how freakin’ good 1 feel! So pass
this on to those in need of inner peace.

“Coping”, May/June 2004

I Memony of
Marlenec Reed
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‘e sharing my life and listening to the

<« Women with Gynecological Cancers

HCBHP offers its support services to women with
gynecological cancers, including Consultation Planning,
Support Groups, Patient Navigation, and aceess to our
[nformation Library.

Gynecologcal Support

The gynecological support group (aka “Gyn Girls”)

meets every second and fourth Tuesday at the Humboldt

Community Breast Health Project office from 3pm-4:30pm. Most
women in the group have had a gynecologic cancer diagnosis, but it
is open to anyone who needs support. Some members of the group
shared their thoughts on the importance of support and insights
gained through dealing with cancer.

Gyn Survivor Stories

Charlene Cline

You never know what it is like to deal with cancer unless
you have had a diagnosis. The women in the group are in the
same places as T am. They all have had a diagnosis of cancer
and that really means a lot. There is always someone to
listen, laugh with and someone to be able to help. Laughter is
so important.

Rebecca Zettler (a non-gyn girl in a gyn girl group)

For me, the “Gyn Girls™ has been an important
connection to other women who have been faced with the
challenge of a cancer diagnosis. They have helped me get
through the practical aspects of cancer. chemo and radiation,
but even more importantly to me they
have grounded me in the journey towards |
ywellness and listening with cancer. By s e

e

others, I've learned to respect the unique
journey that each of us is on, with all the
laughter, love, strength and cookies that
life has to offer.

Carol Vander Meer

It has been 2 1/2 years since |
finished my treatment for recurrent
uterine cancer, yet [ still find I need the
support of fellow survivors. Though we
arc all at different stages in the journey, |
find that being a part of the support group helps me keep in
touch with the life-affirming lessons that dealing with cancer
teaches. As a survivor, I am constantly reminded that lifc is
short, every day is precious and nothing is certain. Every
follow-up test, routine check-up and precautionary treatment
reminds me of these truths.

[ would like to invite anyone who needs support dealing
with cancer to our support group, especially those who are
facing a gynecological cancer. When I was facing a second
surgery, chemotherapy and the grim statistics of surviving
recurrent uterine cancer, I desperately wanted to meet with
those who had faced similar challenges. I needed to know
that I was not crazy for “going for it”. | hope that I can be
there for others as they struggle with treatment decisions and
the prospect of living with cancer. In our group, we share our
stories and experiences dealing with cancer but we also

« laugh, play, create, cat cookies and talk of our joys in life.

.S Life doesn’t stop with a cancer diagnosis and nowhere 1s that

made clearer to me than in our group.

Bernice Kagan

Having cancer is not an immediate death sentence. I think most
people are so scared that a cancer diagnosis means death rather than
an opportunity for change and growth. Not always happy, not
always comfortable, but life goes on with unexpected graces.

Carolyn Lehman

A little over a year ago, [ was diagnosed with uterine
leiomyosarcoma, a cancer of the connective tissue. Neither my
doctor nor 1 had suspected cancer when she did a hysterectomy as
part of a routine operation to repair vaginal damage from carlier
childbirth. The malignant tumor was a surprise.

But I had known that something was wrong. For over a year, |
had vigorously pursued a diagnosis of my symptoms
with the help of local doctors including my family
doctor, two gynecologists, two surgeons and a
gastroenterologist. My “abdominal issues™ had been
blamed on everything from a twisted colon to Trritable
Bowel Syndrome. There was the matter of post
menopausal vaginal bleeding, but endometrial, cervical
and ovarian cancers had already been ruled out.

As anyone who has walked the cancer road knows,
the day I got the diagnosis was the start of a life
changing process. For me that began with education.
My husband and I went to every source we could find
to learn more about this rare gynecological cancer and
what we might do about it. We searched the Internet,
called on our medical friends and traveled to the Bay
Area and New York to interview four different gynecological
oncologists.

Friends said, “Have you called The Breast Health Project yet?”
But in those early days of emotional and informational overload,
poised between the first operation and a second one, | couldn’t
imagine starting from scratch yet again to explain my unusual
circumstances. Besides, HCBHP was for breast cancer patients,
right?

It wasn’t until treatment (chemotherapy followed by radiation)
was about to start that I walked into the Breast Health Project and
sat down for an intake interview with Sharon Nelson. Those of you
who know Sharon or have reccived services here know what 1
experienced that day: a warm welcoming, genuine concern, solid
information, immediate action.

Sharon hooked me up with another gyn cancer survivor. |
began to believe my own recovery was possible when my “buddy™
Carol Vander Meer arrived at my house riding her bike! She
became my guide as I navigated treatment and life beyond
treatment. More than that, she’s become a friend of the heart.

Continued on page 5)
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Volunteer Voices
Volunteers Extraordinare

Many thanks and acknowledgments to
Pat and Judy Burke for their endless
contributions to the Project. Recently they
purchased and installed a garden shed for
our back vard.

Project News

When not tending the yard, Judy has

been known to single-handedly address all
our newsletters in preparation for distribution. She’s AMAZING!

Healing Garden Plans Are Underway

Sharon Lynne Bennett will oversee the planning and
implementing of our future Healing Garden. The garden will be
a respite for those coming to our office who would like a quiet
place for reflection,

We are looking for gardeners who would like to provide
design, ideas, and resources. For more information, please leave
a message for Lynne at the Project’s office.

For Everyone There Is A Season by Sharon Nelson, R.N.

This summer has once again brought change. We at the
Project are saying a warm adieu to four volunteers and an
cqually warm hello to three new volunteers. Our departing
friends include Jenifer Pace, Sharon Stussman. Tone Ellis, and
Sharon Malm Read. Our new friends include Lina Chase,
Majean Rochne, and Donna Kingsland. A few words about cach
of them...

Jenifer Pace is a Founding Mother of the Project. In 1996
along with Dr. Julic Ohnemus she drove cartons of information
from the Community Breast Health Project in Palo Alto in their
car back to Humboldt. It was on their living room floor that the
Project was born. Jenifer has served on the Advisory Board as
well as the Board of Directors. Over these last seven years
Jenifer has been committed to the work of editing and mailing
this newsletter as well as serving on countless committees. We
have all benefited from her contribution to the Project and she
will be remembered with respect, gratitude and fondness. Jenifer
does plan to help with special projects as time allows.

Sharon Stussman is another Founding Mother with a long
history of commitment to the Project. She helped to lay the
foundation of our grassroots Project and has stayed actively
involved over these past seven years. Sharon served on the
Advisory Board as well as the Board of Directors. She has
served on endless committees, facilitated a support group for
support persons of women with breast cancer as well as a
support group for men and women with brain tumors, faithfully
attended the Arcata breast cancer support group, cooked
endlessly for the staff and volunteers, worked as a dedicated
warmliner, accompanied many women to physician
appointments, driven women to support group, advocated for
women in the medical community, represented the Project at
health fairs and fundraising events, and generally said YES to
any and all requests the Project made of her. We thank her for
all of this and know that her contributions have helped to make
us the strong Project that we have become.

Ione Ellis has been a volunteer since 2001 when she moved
from southern California to Humboldt County. As a breast
cancer survivor with a very serious prognosis lone has been a
role model to each of us as she has made the journey through an
arduous treatment program to the other side of healing. It has
been her quict dignity and open heart that have informed us
about living with cancer from a position of strength and
integrity. Throughout this process lone has served on the
Advisory Committee as well as the Board of Directors. To these
positions she has brought her paralegal and office management

background which has been invaluable. When the Project moved
from Jacoby Storehouse to F Street it was lone’s family who
almost single-handedly accomplished that move. Tone has
devoted a lot of time to doing data entry, representing the project
at fundraising events, assisting with the newsletter and working
as a warmline volunteer. Many a newly diagnosed woman has
gained strength in support group from lone’s consistent
attendance. Tone plans to continue a relationship with the Project
and to assist with special projects as time allows. We remember
lone’s contributions with great appreciation.

Sharon Malm Read has been a warmline volunteer since
January of this year. During that time Sharon completed the
volunteer training and worked every Wednesday in the office.
Sharon has been a valuable member of support group role-
modeling long term survivorship and offering information and
support to newly diagnosed women and women in treatment. We
have enjoyed having Sharon as a part of our team and wish her
well as she continues her work as a volunteer chaplain and
makes time for herself and her garden.

Majean Roehne, R.N. joined the Project as a warmline
volunteer in January of this year. To this work Majecan brings her
background as a Hospice nurse of many years. Majean has
already impressed the staff and volunteers with her cheerful
nature and wealth of experience. She listens to ¢lients and
responds in a truly caring, sensitive way. We expect to learn a
great deal from Majean and are very pleased that she has joined
us. Welcome!

Lina Chase, L.C.S.W. joined us as a warmline volunteer in
April. Lina is new to Humboldt County after relocating from
Connecticut where she worked at Yale Medical Center. Lina has
32 years experience as a professional social worker and 11 years
as a Reiki master. Lina has already demonstrated her
commitment to HCBHP by working in the office on Mondays,
representing the Project at health fairs and fundraisers, offering
no-cost Reiki treatments to staff and volunteers as well as
women in treatment for breast or gynecological cancer. We love
to sce Lina’s bright smile warming our office. Welcome Lina!

Donna Kingsland, P.A. is our most recent newcomer. Donna
has fifteen years experience as a Physicians Assistant and
Midwife. Donna is working as a warmline volunteer on
Mondays with Lina. Together Lina and Donna have jumped in
and learned on the job with great enthusiasm. Donna has
involved herself with other projects as well including the
development of our new Chemo Kits and helping out with
fundraising. We arc so very pleased to have Donna on board.

Page 4

Call of the Amazons



-

gy

This year’s raffle made $43,248 - incredibly close to last
vear’s $44,000. Once again our success is due to the incredible
support of all of our volunteers selling tickets as individuals,
tabling in the community and spreading the word to family and
friends.

The drawing at the Adorni Center was a festive occasion
with Nancy Noll and Sue Mossman (our two top ticket sellers
who combined sold almost $8,000 in tickets) taking turns
drawing winning tickets.

Thanks to our volunteers and community for making this
vear’s raffle a success.

Gyn Survivor Stories contd

Carol encouraged me to come to the Thursday evening
support group, where I met yet another gyn survivor who taught
me to welcome chemo as healing medicine. Along with a close
friend who is living with ovarian cancer, we four became the
nucleus of the daytime “Gyn Girls™ support group for women
with gynecological and other cancers.

The world of gyn oncology is small-—and arcane, While all
cancer survivors have much in common, it is a relief to be with
women who are dealing with the same or similar procedures,
doctors, treatment options, uncertainties and side effects.

Currently there are six regular members of the group. We
arc all at different stages in treatment and post treatment. By
sharing our experiences, we help each other make the very best
of this time in our lives. We can talk with cach other about
things our families and friends may not be able to hear, vet. We
have cried together and we laugh a lot, too.

In surviving cancer over the past year, I learned so much.
One of the first things I learned was not to look back with
regrets or self-judgment. Still, if' | could go back here are three
things [ would say to myself a year ago as 1 struggled with
unexplained abdominal symptoms and in those early days of
diagnosis.

* Any unexplained vaginal bleeding is a potential sign of
gynecological cancer. If a reasonable explanation cannot be
found, or if cancer is suspected, one sensible option is to sce
a gynecological oncologist. It's worth a trip out of the arca
to be sure and you don’t have to wait for a doctor to refer
you.

*  Survival rates for gyn cancers are significantly higher when
the original operation is performed by a specialist in
gynecological oncology at a cancer center. You can call for
an evaluation yourself.

*  Informational and personal support provided by other
survivors can help at any stage of life with cancer or even
suspected cancer. Call the Breast Health Project now. It's
not just about breast cancer. Its about hope.

Some helpful websites:
Gyncecological Cancer Foundation - www.thegeflorg
Women's Cancer Network - www.wen.org

\w/National Ovarian Cancer Coalition - www.ovarian.org

WWW.OVarian-news,org
WWW.MYyCcancerconmpass.com
www.cancertrialshelp.org

?rg@ct NEWS 6
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And Our Raffle Winners Are...

First place went to Randy Foster from Garberville (whom
Nancy happened to sell the ticket to).
Randy chose Hawaii as his
destination of choice.

Laurie Clendenen of
FFortuna won second place.
She actually sold tickets for
us as a volunteer, 5

Third place went to Mary % 75
Melvin from Lureka,

Fourth place went to Karolyn
Merz of Arcata.

Thoughts to Ponder and Live

What we need 1s more people to specialize in the
impossible,
- Theodore Roethke

Life can only take place in the present moment.
— Buddha

All the knowledge I possess everyone else can acquire, but
my heart is all my own,
- Gocethe

It is no use walking anywhere to preach unless our walking
is our preaching.
— St. Francis of Assisi

A stumble may prevent a fall.
English Proverb

To me, every hour of the light and dark is a miracle.
~ Walt Whitman

The curious paradox is that when I accept myself just as 1
am, then | can change.
— Carl Rogers

How old would you be if you didn’t know how old vou
was?
— Satchel Paige

What lies behind us and what lies before us are small
matters compared to what lies within us,
— Ralph Waldo Emerson

Life is a daring adventure or nothing. To keep faces
toward change and behave like free spirits in the presence
of fate is strength undefeatable,

— Helen Keller

The more you know yourself, the more you will forgive
yourself,
— Confucius
[ have a simple philosophy: Fill what’s empty. Empty
what’s full. And scratch what itches.
— Alice Roosevelt Longworth

Volume 5, Issue 3
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Call for Hction - We Tleed Your Continued Support =

“The services of HCBHP staff were a key in my decision
making, a process regarding my breast cancer treatment post
mastectomy. The consultation planning interview process with me
was extremely helpful. The resulting “schema” which was
forwarded to my oncologist guided her and me to a meaningful
consultation. The result was an assurance and peace with my
decision I made. Consequently I have shed uncertainty. I live

positively and with commitment to healthful choices as my on-going

treatment . . . 1 am eternally grateful for the kindness,
professionalism and follow up that the staff provided me. They
made a big difference in my ability to go forward with a strong
resolve that I shall be responsible for continued healing and good
health. Thank you to all and bless your efforts to serve.”

— HCBHP client

When we first opened our doors in 1997, we were a small circle of

determined local breast cancer survivors and support persons dedicated to
bringing our community the most up-to-date information on breast cancer

and support services. We started with a support group and a small
information library. Since 1997 we have grown exponentially:

HCBHP Total Contacts

3000

| 2501
O

2000 —

1500

1000 |

Number of Contacts

500
31 s

1699 2000 2001 2002 2003

Grantors & Foundations

Arcata Foundation: 2002
Breast Cancer Early Detection & Prevention: 1998, 2001
CA Breast Cancer Research Program: 2004-2005
The California Endowment Local Opportunities Fund: 2002, 2004
Co-op Community Fund: 2002
Humboldt Area Foundation: 2001

TAP grants 2001, 2004

Women and Children’s Fund 2004
Jill Irvine Fund of Eureka Internal Medicine: 1999, 2004
Susan G. Komen Breast Cancer Foundation: 2001, 2002, 2004-2005
The Levin Foundation: 2003-2004
Mel and Grace McClean Foundation: 2003-2004
Mia Bo Foundation: 1999
NORCAL’s Community Involvement Fund: 1999
No. CA Breast & Cervical Cancer Partnership: 2002-2005
St. Joseph’s Hospital Community Needs Network: 1997, 1998, 2004-2005
Solutions: 2000
Union Labor Health Foundation: 2000, 2003
The Women's Foundation: 1998, 2003, 2004-2005

We evolved from services being provided in our
homes to varying locations as our drop-in center that
has more than tripled in square footage. As a
grassroots organization, we looked to you to guide us
in needed services. To meet those stated needs of
expanded “care management” and integration into our
medical community, we hired licensed staff familiar
with case management and able to build bridges to
overcome communication barriers in medical care.
We developed navigation services such as financial
assistance referral, advocacy, and consultation
planning. We expanded our hours looking to our
community to provide us with volunteer support, and
you responded, where we now have 145 volunteers.
We developed an extensive library on breast health
and cancer, and provided individualized information
gathering services. We developed a community
advisory board to assist us in our strategic planning
and address the challenges of being a non-profit. And
in response to a growing request from women in our
community we are in the process of expanding our
services and support to women with gynecological
cancers. In a formal evaluation, where we solicited
feedback from local medical providers, it was stated
“patients receive a higher standard of care from those
medical providers working in collaboration with
HCBHP.” This is what we as a community -
organization work toward — to challenge ourselves to
address breast and gynecological health responsibly
and holistically.

We were fortunate to receive funding for the
initiation of these programs from start-up grantors
(see Grantors & Foundations below), and your
financial donations continue to support our core
operating services.

Below is a graphic display of our 2004 incomes
sources. continued on page 7

HUMBOLDT COMMUNITY BREAST HEALTH PROJECT
2004 INCOME SOURCES
3%

IneKind 2% Merchandize

55%
Girant
Income |
21%
Raftle
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As part of our strategic planning for maintaining financial
viability, we are at a crucial point in our development as an
organization. We need to develop alternative support dollars to
decrease our reliance on grant-funding. With our current
California economic budget crisis, small non-profits are now in
the position of having to compete with the larger non-profits for
grant funding. For 2005 we need to make the incremental steps of
increasing our private donations to 33% and decrease our reliance
of grant funding to 40%. Currently we need to raise
approximately $50,000 to meet next year’s budget, and we will be
making a donor appeal in October.

In response to the voiced community needs, beyond the
maintenance of our current services we plan to expand our
services in 2005 to include:

*  Qutreach to American Indian women in collaboration with the

Potawot Village
*  Qutreach to Latina women through our Hispanic Outreach

Team
* Increased services for Gynecological Patients
*  The transferal of our library resources from a paper based
system to an interactive web design, with client support for
individualized information scarches
*  Co-investigation with UCSF and the Mendocino Cancer
Resource Center funded by the Breast Cancer Research Project
on how our consultation planning process can become more
culturally competent, and user friendly - allowing it to be used
in other communities across the country
Co-facilitators in developing breast care standards in our
community

We want to thank you, our community, for the support we
have received in the past — it has helped provide a circle of support
for many of our community members. As women and support
people who have been affected by cancer, we understand the
financial burden and emotional toll this diagnosis and its
subsequent treatment has on those individuals and families facing
breast and gynecological cancers. Therefore, in formulating our
bylaws as a non-profit, we established as one of our
organizational guiding principles to keep our services
free of charge. With that commitment and trust, we
now reach out and ask for continued support in an
effort to create a sustainable base of funding for
our grassroots center of hope and the many tools
of healing we offer.

Specific Other Ways you can help are:

* Do you know anyone in Europe with a
vacation apartment, villa or cottage to offer
as next year’s raffle prize? (We have a
Hawaiian condo.)

* Do you have contacts with local businesses
willing to donate a percentage of their sales
to the project during the month of October
and/or sell our earrings and give us the
proceeds?

* If you shop at the Co-op, please charge your
purchases to 5490 for now. We have applied for
and hope to receive a separate number for the
register donation program as of September.

The following are examples of the services
that your valuable dollars provide:

$15 - Sends a child to “Kids Day to Play™ to enjoy

the company of other children whose

mothers or grandmothers have lived through the trauma
of a cancer diagnosis

$25 - Buys a pair of lovingly sewn fleece socks
personally delivered to a woman prior to surgery

$50 — Allows for a library resources/information search
for a client; tailored to answer questions about any aspect
of risk factors, risk reduction, diagnosis, treatment or
complementary and alternative therapies

$100 - Provides Consultation Planning for a client prior
to a major medical appointment, helping to clarify
questions, issues and concerns about diagnosis and
treatment

$250 - Provides for emotional support, assistance and
patient navigation for a newly diagnosed woman,
including providing a trained, volunteer buddy

$500 — Provides ongoing follow up with support,
information, and navigation for the client on the journey
through treatment (e.g. surgery, radiation, chemotherapy)
for up to one year for a client

$1000* — Provides one year of facilitating the support
group which encourages group members to move from
cancer “survivors” to “thrivers”

$2500* — Supports one issue of our newsletter with
articles on the latest topics related to breast and
gynecological cancer, mailed free of charge to over
2500 clients and friends.

*For donation at the $1000 and $2500
levels yvour name will be inscribed on our
new donor recognition tree to be created
by local artists in the lobby of HCBHP.

We would like to invite you to
participate in HCBHP, become a part of
our growth as we continue to serve you,
your friends, family and neighbors.

If you would like to donate now instead of
waiting until our donor appeal in October,
please fill out the form (on page 10) and
return to the address in the enclosed
envelope, or fax the page to our office.
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Regarding Ovarian Cancer contd

most in their use without symptoms, exam findimgs. or screening
test indications. Many women find value in the reassurance that
the above tests if normal will provide, and they can afford to pay
the fee for this reassurance. Most people have fun in Las Vegas
and are happy to afford the trip, and expect to lose money
gambling for fun. The research shows that there are likely to be
very few revelations by diagnostic tests used in a screening
context that will save peoples lives or result in dramatic benefit.
Everyone knows of some one person, from thousands taking the
Total Body Scan, in whom a mass 1s found and whose
subsequent surgery saved their life.

In the email being sent to many, one woman has told her
story about being misdiagnosed with a gastro-intestinal problem,
when in fact she had a peritoneal malignancy (a cancerous
growth in the lining of her abdomen). Years carlier, her
reproductive organs — including ovaries — had been removed,
yet a malignancy appeared later in her abdomen identical to an
ovarian carcinoma. In other words. she had an ovarian cancer
like syndrome. but it had grown from her abdominal lining.

Primary ovarian cancer — which starts in the ovaries —
occurs in | in 70 women, or 1.7%. Primary peritoneal cancer,
which grows from the lining of the peritoneum, occurs in 1 in
2,000 women, or .05%. It 1s thus rare upon rare.

Her intestinal symptoms, in the absence of any ovaries,
should have been tested out with colonoscopy and upper GI
Endoscopy. study of her gall bladder and ruling out of colitis
and irritable bowel syndrome. It 18 most reasonable to suspect
bowel problems in a woman who has abdominal bloating,
swelling and constipation/diarrhea, because intestinal problems
and even intestinal cancer are more common than ovarian
cancer, and cause the same symptoms. It is actually said, “the
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Perhaps some of the tumors she had could possibly have
been felt by pelvic examination. One of the lessons here is that
every woman, whether she has had a hysterectomy or not, needs
a pelvic exam on a yearly basis. Many women forego this exam
after their uterus, tubes and ovaries have been removed.
Sometimes the primary care provider doesn’t do pelvic exams,
but women should then see a gynecologist for a yearly pelvie
exam. While the annual pelvic exam itself does not have
screening value (believe that or not, it is true! Pap of the cervix
qualifies as a screen, but not pap of the vagina or palpation of the
pelvis), it can reveal a pelvic mass that the patient may not have
noticed. The pelvic should also include rectal exam in every
woman over age 40 to feel for polyps and check for hidden blood
in the stool (fecal blood testing over age 40 qualifics as a
screening test)

Ca-125: Good for Diagnosis, Not useful in Screening

The story circulating on the Internet encourages women to
insist that their doctors test the levels of the protein Ca-125 in
their blood. However, all the medical studies have shown that the
Ca-125 test is not an effective screening tool in the general
population of menstruating women.

Among menstruating women, the Ca-125 has been shown to
be trequently elevated if they have fibroids, adenomyosis (the
benign invasion of uterine lining tissue into the muscle wall of
the uterus), endometriosis (the presence of uterine tissue in
abnormal locations), diverticulitis (inflammation of small sac-
like herniations through the wall of the colon), and many benign, -l
non-surgical entitics that are not a problem. Broad testing of
healthy reproductive-aged women has been shown to result in
many high Ca-125 counts, which then lead to much worry, much
testing, and even many surgeries for

road to the diagnosis of ovarian
carcinoma is paved with Pepto-Bismol.”

Sinee the emailing woman had had
her gynecologic organs removed, few
doctors would immediately suspect that
she might have such a rare type of
carcinoma as peritoneal carcinoma
(.16%), when colon cancer strikes about
2% of women, colitis much more,
irritable bowel syndrome many more. But
if all these tests were done and they were
all normal, a CT Scan of her abdomen
would be the next study to perform. This Ca-125.
would have revealed the peritoneal

Any woman who has new
symptoms from her intestinal
tract or gynecologic organs or
new findings on her pelvic
exam should definitely be
evaluated by an ultrasound
cxam of the pelvis and serum

benign masses, which will find very few
otherwise undetectable cancers. This 1s
because many benign tissues secrete Ca-
125. By definition, in a pre-menopausal
woman, the uterine lining is actively
growing and the ovaries are actively
secreting. thus many perfectly normal
women will have elevated Ca-125"s
fluctuating every month. For these
reasons, the Ca-125 is ordered for pre-
menopausal women only when symptoms
or pelvic exam findings have raised
concern. If the results show an elevated

cancer, Ca-125 and ultrasound were not indicated in her case.
Ca-125 tests for gynecologic problems, and ultrasound is the
best test to measure the gynecologic organs: uterus, tubes, and
ovaries, none of which she had.

[f she still had her gynecologic organs and developed
bloatiness and other GI symptoms, then a complete evaluation of
the abdomen and pelvis would likely have been performed. In
addition, any woman who has new symptoms from her intestinal
tract or gynecologic organs or new findings on her pelvic exam
should definitely be evaluated by an ultrasound exam of the pelvis
and serum Ca-125. Additionally, whenever a pelvic or abdominal
mass or fluid distension of the abdomen (called ascites) are
observed, a Ca-125 and CEA blood test should be obtained.

Ca-125 level, then further testing will be
necessary, and often surgery as well.

Peritoneal cancer occurs extremely rarely: about 1 in 2,000
women. Ovarian cancer is much more common, about 1 in 70
women. After removal of the ovaries from most women,
peritoneal cancer is incredibly rare, unless there is a mutation in
the BrCa gene. The BrCa gene makes a protein that protects
women from cancers. About 1 in 500 women, or .2% have a
mutated copy of the gene, but this mutated gene is responsible for
about 7% of breast and 10% of ovarian cancers. In these familics
many women will have breast cancers, bilateral breast cancer,
breast cancer at a young age, or ovarian cancer, and most rarcly,
peritoneal cancer. If a woman’s family tree has many members

A2
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with these features, or if genetic testing has already indicated one
of the members has a mutation of the BrCa gene, then she should
see a geneticist or Gynecologic oncologist about testing for BrCa
mutation in herself. Also a Ca-125 test and diagnostic ultrasound
may be appropriate for her, even in the absence of symptoms or
abnormal results from a screening test. Elevated Ca-125 levels in
women with a BrCa positive mutation indicate the need for
investigation. It should be stressed here that Ca-125 does not
prevent malignancy, but if it is elevated, it can help to diagnose
cancer carlier.

For post-menopausal women, the Ca-125 blood test is a
good diagnostic tool, because their ovaries and uterine lining are
normally inactive and not secreting any Ca-125-like proteins.
Research confirms that for older women, this test is a reliable
way to find problems in the gynecologic organs. Occasionally
the problem may actually be found in the heart, pancreas. thyroid
or lungs, or turn out to be benign gynecologic changes. An
elevated Ca-125 count in a postmenopausal woman indicates the
need for further testing, probably including surgery. But even in
the post-menopausal woman, and certainly in the
hysterectomized/oophorectomized woman, Ca-125 is not useful
as a screening test.

In my practice, [ see many younger women with elevated Ca-
125 levels, between 35 and 100 (normal is under 35). When this
happens, the next step is an ultrasound test, which usually reveals
that the pelvic anatomy is normal. So then we discuss
endometriosis or the other non-cancer causes of elevated Ca-125,

arbut the women are still somewhat scared. At this point, we can use

further scheduled Ca-125 testing on days 12 and 26 of the
menstrual cycle to confirm fluctuations with the cycle and that the
problem is benign endometriosis or adenomyosis, A Ca-125 level
on day 26 that is nearly twice the level observed on day 12 is very
reassuring for a diagnosis of endometriosis or adenomyosis,
because the level should fluctuate over the month if it is caused by
monthly fluctuation of cycling tissues. Surgery is not neeessary in
the absence of bothersome symptoms or abnormal ultrasound
findings. A Ca-125 over 100 can still be endometriosis, but
detailed investigation is needed—and this may need to include
laparoscopic biopsies, or possibly more surgery.

Ultrasound: a valuable, non-surgical diagnostic tool

Trans-vaginal ultrasound is highly reliable in measuring the
size and shape of the uterus and ovaries. Unlike the Ca-125, the
error rate for diagnosing cancer is low for vaginal ultrasound.
The “pictures” we get from ultrasound can be put into four
categories: benign and okay to ignore, benign and must be
removed, probably benign but must be removed to be sure, and
cancerous.

Benign: Ultrasound can tell the difference between the
characteristic features of cancer and those of benign “functional”
cysts, which normally come and go on ovaries. Remember that
ovulation is the function of making cysts with eggs every month.
“Simple” cysts look like a water balloon containing pure fluid
with no internal walls or any solid areas on the outer walls. If
smaller than 2 inches, “simple” cysts need no further follow up
because their risk of malignancy is under .3%, even if they do
not disappear over time.

Benign but must remove: Larger “simple” cysts may be
observed for a while to see if they go away, but may need

m the News

removal because they may twist. Dermoid cysts fall into this
category as they have a 1% chance of malignancy, but must be
removed. Endometriosis cysts should also be removed.

Probably benign, but must remove to be sure it is not cancer:
“Complex” cysts have solid areas in the walls, on the inner linings
or contain multiple cysts and can be malignant between 8-30% of
the time. They should be removed surgically, usually by
laparoscopy, without spillage into the peritoneal cavity, for
microscopic study to confirm that they arce not cancerous.

Ovarian Cancer: In cases of ovarian cancer, ultrasound usually
reveals complex cysts on one or both ovaries, multiple solid masses,
nodule on the bowel or excess pelvic and/or abdominal fluid.

If the ultrasound reveals complex cysts, or if there is any
other suspicion that ovarian cancer may be present, it is time to
see a cancer doctor who specializes in women's reproductive
systems: a gynecologic oncologist. These specialists can
determine the extent of the spread of the cancer, and remove all
the possible sites of spread — all in the same anesthesia and
operation. One research project showed that many of the steps in
surgical management of cancer were omitted when a general
gynecologist did the initial surgery because they are not trained
to perform the cancer staging. On the other hand, a
gynecological oncologist actually may tell you "It definitely
ain’t cancer and you don’t need any surgery!” You can trust that.
That’s our niche.

Kate O’Hanlan, MD,
www.O Hanlan.com

More About Ovarian Cancer

Risk Factors:
Low number of children
Never used oral contraceptives
Families with extensive cancer rates or BrCal or 2 positivity
Urban
Extensive use of fertility drugs without conception,

Risk Reduction:
*  QOral contraceptives for 5 years reduces risk by 25% and for 10
years reduces risk by 50%
* Tubal ligation reduces risk by 50%
*  Large number of children.
*  Remove ovaries

* W A W W

Screening:  None, but do have yearly pelvic exam. Report any
vague symptoms in abdomen or pelvis. Can test with vaginal
ultrasound, Ca-125 if concern.

Symptoms: Vague change in gastrointestinal tract function or
urinary function, pelvic or abdominal pressure or pain, abdominal
swelling or mass.

Treatment: Surgical removal of all visible cancer, removal of
uterus, tubes, ovaries, lymph nodes, appendix and omentum (fat
pad in abdomen), followed by chemotherapy. Women with
ovarian cancer should have their surgical staging performed by a
gynecological oncologist, because it has been proven there is an
increase in survival when this is done, and thus is standard of care.
Survival: 40% overall. 88% if carly. 15-45% if advanced.

To find a gyn oncologist near you, call the Society of Gynecologic
Oncologists at 1-800-444-4441, or go to SGO.org and find one.
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Believe In HCBHP & Like To Shop?
Participate in our Celebrating Sales
to Support Survival Fundraiser

An ambitious group of Project supporters are forming the
Merchants and Merchandizing Commuittee (the M&Ms). The
group is spearheaded by Joy Hardin, HCBHP co-president, and
Susan Anderson, who just sold her Mad River Farms jam
business after 18 successful years. At press time committee
members were Pinkie Zalkin, HCBHP volunteer; Vicky Joyce,
owner of Bubbles: Sue Santsche, owner of The Spa at Personal
Choice; Renée Chapelle, project director of Mad River
Hospital’s new wing; and Jannis Stacy, concerned community
member.

Consultants to the committee are retired marketing guru
(and survivor) Kathleen Esterley, and Maria Carrillo, HCBHP
staff member and designer of our Amazon Warrior logo.

Ideas for new merchandise include a new design from
Holly-Yashi of Amazon Warrior jewelry; a light-weight
stainless steel water bottle; and tote bags. The committee is
looking for local businesses who will carry and sell these items
to benefit the project. Long-term, the committee is considering
marketing the “Chemo Kit"” that staff member Sharon Nelson,
R.N. has developed.

During September and October there will be a new
fundraiser — Sales to Support Survival: A Celebration of
Ovarian and Breast Cancer Awareness months, Selected
locally-owned businesses will donate a percentage of one day’s
sales to HCBHP Days from their stores and restaurants. Other
stores will sell our Holly Yashi jewelry or our colorful water
bottles for us. Check out this newsletter’s insert for dates and
locations.

The committee is still recruiting a few more members. We
especially need someone with computer skills to track sales. If
you like the idea of sustained funds from selling things related to
our mission, getting to know local business owners, or want to
help in some way, call Joy at 840-0731.

________________________________________ -
iond Pyoyide miced. OR, consider becoming part of the Circle of Support
: '9 % %Qé—ﬂ? 3 - honoring a client you know who is receiving our services. :
| $15 Kids Day to PIEI)" Name of client: |
| 325 Personally delivered socks In monthly increments of § fora periodof months |
$50 ‘mafi
| —350 Infoemation | Or, all at once: __ $10 $30__ S50 $100___ other: l
| $100 Consultation Planning |
| $250 Support for the newly diagnosed &MQJ_M |
| $500 Patient na Viga-tion for one year _ check enclosed ___ charge my visa/mastercard |
S ort group for one year . _— ,
f _$IOOO APPOL g : p i o b visa#__ cxpiration date: for § |
] $2500 Newsletter issue |
I other __ charge my visa in monthly increments of § for______months |
| Name: Phone # |
Or call us at 825-8345 for any other arrangements. |
| Address:
D o s e e e et ot et et e et e g e e T & J
.

Project News

Consider the Alternatives
Celebrates 5 years with a fundraiser
to support HCBHP

When Judith McGinty planned a fifth birthday celebration
for her store, Consider the Alternatives, she included a creative
fundraiser for HCBHP, called “Intuitive Interceptions.” Judith
lined up a full week’s worth of intuitives, tarot readers, and
psychics. Community members were given the opportunity to
schedule 15-minute appointments with an intuitive for $5.00,
with the proceeds benefitting HCBHP. Thank vou Judy!

volunteers Needed

Volunteers are needed to assume the following roles:
Volunteer Coordinator, Library Coordinator
Merchandizing Support & Web Support

Share Yours

HCBHP is looking for words of inspiration shared by cancer
survivors & support people for this fall's benefit concert;

The Heart of Healing, An Evening of Music & Inspiration
Date & Location To Be Announced

We plan to incorporate short readings into this year’s
concert that reflect the range of emotions experienced by
survivors, their friends and family members as they journey
through cancer and discover the heart of healing.

Writings submitted will be on display in written form at the
event, as well as Northtown Books and Consider the Alternative,
and they will be shared in our newsletter,

Pieces should be no longer than 300 words and may be
poetry or prose. Deadline is September 1
Send your writings to: info@hcbhp.org

Humboldt Community Breast Health Project, a 501 (¢) (3) Non-Profit Charity
Return this form by mail or fax: 987 8th Street, Arcata, CA 95521 - FAX (707) 825-8384

~—
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Forever Grateful

With deep gratitude and appreciation. we thank the following individuals and businesses that have made
contributions to the Humboldt Community Breast Health Project, from March 24 to July 31, 2004

-
Contributors
Sponsor Donors Friends
Margie Nulsen Debbie Barnes Maria Bartlett
in honor of her Paula Chernoft
5 year Survivorship Rita Coleman
i Crict S. Dayley
arge Crichton Sandra Figueiredo
Patrons ; in honor of Dr. Ellen Mahoney Cheryl George
Dr. Mark Harris B Linda Gillette
ARy LA Sharon Hafner
. Pat Girczve Debra Heish
Hlldy Jacobsen y Karin Lubin
in honor of Patricia Hackel E;;?mm}:f
Dr. Luther Cobb Fred Hummel Leo and MaryJo Ohnemus
Sylvia Jutila Terry William Raymer
o Sharon Malm Read
Sharrie King Aramilda Redondo
Harbor Lanes Match Club Anita Marie Reynolds
- Easter pledge Richard Ridenhour
Daily Sponsors p & Tom and Emily Rowe
Hiiies A Donna Kingsland Michael Stephens
3 " WS e Janice & Gordon Tosten
in memory of Marge Autrey Lynn Moore Betey Watssi
Bank of America R
' Delores Haskamp United Way Campaign pledge Sue Mossman
- in memory of Mary Haskamp for Naseem Rakha
Lupe Perez et
: : arbara Penny
. KarenRice =~ in honor of Dr. Ellen Mahoney in celebration of Merry Malone
in honor of Jeanne Rice’s Mollv Hickev Si .
81st birthday, who has survived QLY HIeKey winoway Jeanne & Craig Perrone
breast cancer twice! Arlene Staton, ENP in memory of Nello Tonini
Diane Truitt
In-kind Donations in memory of Chris Samuelson
Donated by Michelle Dern Lori Hendrick's Knitting Club, L e
“The Cure For All Cancers’ by Hulda for their hand-made hats D lchss
Regehr Clark, Ph.D., N.D. Leo & MaryJo Ohnemus - “What Cancer Bojan Ingle
“Share the Care” by Caposcla & Warnock Cannot Take From You” bookmarks Nancy Noll
’ . . Betty Sherman
“It’s Not About the Bike, My Journey Betsy Robcrts - SOS Meridian Florence Wynant
Back to Life.” by Lance Armstrong Ielegraph™ sculpture Victoria & Mayra Ziskin, MFT
Helping Us To Move

Donated by Dr. Kate O°Hanlan -
“Live Longer, Live Larger, A Holistic
Approach for Cancer Patients &
Families,” by William & Susan Buchholz

Cam Appleton, Steve, Andrea,
Jesse and Nilvan
Rebecca Zettler

Donations To Qur New Office

Special Thanks:

California Endowment

Donated by Pat Thornberg- Judy & Pat Burke Cancer Early Detection Program
“Focus On Healing,” Video Irene Crichton Every Woman Counts
by Sherry Davis l\/lTary Pﬁ?m Komen Foundation
one LS . . E
Donated by Rebecca Zettler - Kathleen Levin Foundation
“Fighting Cancer,” by Belleruth Naparstek Betsy & Bryant Harrell St. Joseph Hospital Foundation

Bojan Ingle
Herrmann Spetzler
Ellen Mahoney, MD - reference materials Catherine Walling

- Marge Anderson - hand made quilt Women’s Foundation
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M,pooming Events

Mark Youwr calendars

Healing Journeys-Cancer As A Turning Point

A conference designed to Inspire, Educate & Celebrate
September 11 & 12, Sacramento CA.

A frec event, pre-registration is necessary. For more information,
contact 800-423-9882 or jan(@healingjourneys.org. If you would
like to carpool, please contact Sharon at the Project at 825-8345.

The Heart of Healing,
An Evening of Music and Inspiration

Join us for our autumnal celebration, featuring Dr. Luther Cobb;
Dr. David Davis with Virginia Ayoob and Ryan McCullough: and
Piano Voce with Nancy Correll, Annctte Gurnee-Hull and Sue
Mullen. Date and Location to be announced.

Complimentary Reike Sessions

Lina Chase is offering complimentary Reiki sessions to all clients
undergoing cancer treatments. To make an appointment, call 834-1249
or 825-0925,

Humboldt Community
Breast Health Project

987 8th Street

Arcata, CA 95521
(707) 825-8345

toll free: (877) 422-4776
FAX: (707) 825-8384

www.hcbhp.org

HCBHP Hours:
Monday-Friday

10 am -2 p.m.

Evenings by appointment

Sponsored in part by the Women'’s Foundation

HCBHP Programs

Amazon Warriors Breast Cancer Support Group
Provides psvchospiritual support and networking for breast cancer
SUrvivors.

Arcata group: at the Project on the 1st & 3rd Thursday, 6-7:30 p.m,

-

Fortuna: Ist Saturday of the month, 10-11:30 am, 2280 Newburg Road.

Gynecological Cancer Support Group

Meets at the Project the second and fourth Tuesday, from 3 -4:30 p.m.

Brain Cancer Support Group i cooperation with ACS)
Meets at the Project the Ist and 3rd Thursday from 2:30-4:30 pm,

Consultation Planning (CP)

After your appointment with your doctor, have you felt that: you forgot

to ask all your questions: you lost your train of thought during the
medical visit; or your fears or feclings interfered with your ability to
ask questions or voice concerns? If so, a CP session can help you
organize your questions and concerns to discuss with your doctor.
Internet Access

Offers scarches on topics related to cancer. (A great deal of cancer-
related information is available over the Internet.)

Lending Library

Offers the latest books, tapes, and videos (on western and
complementary medicine) to help breast cancer survivors and their
families and friends.

WeCAN! - Women's Cancer Advocacy Network

A group of trained advocate volunteers who help support and guide

women and their support system through cancer screening, diagnostic

and treatment services.

NEW - Chemo Kits
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