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The Two-Edge dword

- words-
- they soothe and sting,
- they heal and hurt
- the Power of Communication
by Julie Ohnemus, M.D.

My writing “assignment” for this edition of our
newsletter was to report the important findings of the
recent annual ASCO (American Society of Clinical
Oncology) conference. And so [ reviewed the breast
and gynecologic clinical trial presentations, but was
under-whelmed by any substantial findings that would
have direct impact on current clinical care for breast
and gynecologic cancers (barring the unfolding story

‘e Of Herceptin as adjuvant therapy - see page 10).
However, what caught my eye was a report stemming
from a group of researchers who had been hired in
1999 by the National Academy of Sciences to assess
the quality of cancer care Americans receive in this
age of modern medicine. Generally it found that
Americans receive high quality cancer care, though
there were geographic variations in adherence to
guidelines, however patient satisfaction was not fully
reflective of this high “grade.” CONCLUSION: The
science of modern technological cancer care is
thriving, however the art of cancer care is in need of
great creative revival. The dramatist George Bernard
Shaw wrote that the biggest problem with
communication is the illusion that it actually happens.
The research found that eighty (80) percent of cancer
specialists said they had either inadequate teaching or
none on how to communicate with their patients. And
yet, “communication has been described as the
essence of medical care, after all it is the primary
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medical treatment and, more recently, to obtain
informed consent for a plan the physician has decided
1s best.” [1]

In 1961 a landmark study showed that 90% of
surgeons in the US would not routinely discuss a
diagnosis of cancer with their patients, It’s important
to point out that the physicians’ reasoning was not
simply coming from a paternalistic viewpoint. There
were not the medical advances to successfully treat
many cancers, and most physicians considered it
“inhumane and damaging” to the patient to disclose
the bad news about the diagnosis that carried little
hope of cure. However, this survey created
awareness and served as the impetus for numerous
social forces — the general erosion of trust in authority
(i.c. paternalism), and the movement of patients’
rights with the eventual medico-legal birth of
informed consent. Nearly 20 years later, this same
survey was repeated, and 97% of American
physicians said they would tell their patients if they
had cancer — a complete reversal of attitude.
However, willingness and skill can have quite a
distance between them.

It is not that the practice of medicine lacks the
recognition that effective communication is important
in the provider-patient relationship. Quotes from two
influential founders of medical education emphasized
the patient-centered approach to medical care:
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instrument through which the patient —provider Caduceus “... [You should] carec more particularly for the
relationship is crafted and by which therapeutic goals Sumerian, individual patient than for the special features of the
are realized”, [1] ca 2000 B.C. discase.” — Sir William Osler [2]

“The history of medicine is characterized by a largely silent “To know
relationship between physician and patient, one based on a what kind of’ 7 i
model of benevolent paternalism. The justification for this person has a mside this (ssue:
model has been grounded in several assumptions, including (1) disease is as Froiiihe Difectos 2
the physician knows best; (2) the physician and patient share essential as to Humboldt Breast Medicine Project 3
identical agendas; (3) patients do not want, cannot understand. know what kind Project News ; 4
and need to be protected from medical information; and (4) of disease a Aoftear otess 5
patients do not have the capacity to participate in the complex person has.” FS Contributors ) 9
process of medical decision-making. Thus, viewed through the Smyth [3] Upcomin ]é»'entq | .l
lens of paternalism, there was no real need for communication Continuad c;p ](‘f]‘ 11: g Survi S s - 12
beyond that minimum needed to assure patient compliance with Shadiae | SR OE REIVOLS anipeie




From the Director

by Dawn Elsbree
And The Raffle Winners Are...

It was an cnormously successful raffle this year — we earned over
$48,000 which is $4000 more than last year! Many thanks to Sandra
Freeman, this year’s Raffle Chair, who jumped in as a new Board member and
coordinated close to 100 raffle team volunteers with energy and grace.

We are so grateful to all of you in the community who worked on the
raffle, sold or bought tickets, and helped us get the word out about this
important fundraiser. It is the volunteer and community support which makes
the raffle so successful year after year.

This year’s winners are:

First Place - David and Jo Anne Gurley of Miranda who bought their ticket
from the invincible Nancy Noll. David and Jo Anne have decided to go to
Greece next spring. Jo Anne is a seven year survivor of breast cancer. She
would like to let women know how important it is to have mammograms, and
to follow up with the radiologist about any questions and concerns they have
about what is on their report. Her lump was visible and growing on her
mammogram for eight years before any action was taken. Her late diagnosis
forced her into a more rigorous treatment regime — surgery, chemotherapy and
radiation. Now she is thrilled to be going to Greece with the man she is in
love with, David — who “saved her life.”

Second Place - Penny Burman of Elk Grove, who is a close friend of our
warmliner, Chris Angell. Chris gave Penny the ticket as a Mother’s Day gift.
Penny will be going to Hawaii next May.

Third Place - The Ellis Group of Palmer, Alaska have chosen the Brambles
in Calistoga.

Fourth Place - Jan Rowen of Eureka, a volunteer for the Project, will be
going to SpringRidge Gardens on Bainbridge Island. Jan was selling tickets
for the raffle this year. She was present at the drawing, standing next to her
friend, Mary Melvin, one of last year’s winners. Mary’s first comment to Jan,
(after Jan’s whoop of glee) was that now Jan will be able to sell even more
tickets next year, because it is so easy to convince people to buy as a past
winner. Jan is looking forward to using her experience as a winner on the
Project’s behalf as part of the raffle team in 2006, See page 3 for more raffle
photos.

Volunteers, the Lifeblood of HCBHP

As we grow in size and scope, it is becoming more and more apparent
that we cannot serve our community without our volunteers. Opportunities at
the Project are many and varied, from helping to organize a party, to being a
buddy to a client. As a grassroots organization, we welcome volunteer ideas,
input and energy.

For more on volunteer opportunities and activities, read Volunteer Voices
on page 5.

The California Wellness Foundation Awards
HCBHP $150,000

We just received the wonderful news — The California Wellness
Foundation has granted us $50,000 a year for three years for core operating
support. Grant funds will be used to help us develop and implement an
organizational plan to more effectively serve Latina and Native American
clients. Thank you, Jean Perry, for volunteering your time to brainstorm with
me and review our grant application.

Created in 1992 as an independent, private foundation, The California
Wellness Foundation’s mission is to improve the health of the people of
California by making grants for health promotion, wellness education and
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| not advocate or endorse any specific course of

disease prevention programs.

@]eaxe call or e-mail office(@hcbhp.org.
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acommunity resource of support and education for those
facing a breast health concern or a diagnosis of breast or
gy necologiccancer,

Weare a client-centered, grass roots organization with services
provided by breast cancer survivors and theirsupport persons.

We promaote healthy survivorship through education. healing
support and hope, enabling each person to become thelr own
best medical advocate
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health concerns responsibly and holistically.
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treatment, whether a medical treatment or an
alternative or complementary treatment plan.
Articles printed in this newsletter are provided to
inform. The opinions and views expressed by
individual contributors do not necessarily
reflect those of HCBHP.

If yvou do not want to receive future newsletter issues,
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The Humboldt Breast Medicine Project

by M. Ellen Mahoney, M.D., FA.C.S.

Last fall, inspired by the concept and success of the
Humboldt Diabetes Project, Dr. Ohnemus and I approached the
Humboldt-Del Norte Independent Practice Association/
Foundation for Medical Care with a new idea for a companion
project which would streamline and update breast care. The
idea was tested before a panel of clinical leaders, including
members of the HCBHP, a grant was obtained from the
California Healthcare Foundation, and we were on our way.

Since most of us started clinical practice more than 10 years
ago, the field of breast medicine has changed markedly. The
incidence of breast cancer has risen, the death rate from breast
cancer has dropped, new technology has become available, and
public awareness of breast cancer has skyrocketed. All of this
has led to a great deal of anxiety about breast signs and
symptoms on all sides. Within the medical system, fear has
increased: fear of failing to deliver optimum care to our patients
or failure to detect a subtle presentation of breast cancer. This
has led to a very large number of referrals to surgeons for
conditions which would be best handled within the primary care
setting provided the knowledge support to keep patients and
doctors safe were there. This creates unnecessary anxiety and
expense. The provision of required knowledge support is the
goal of the HBMP.

I was once asked by a reporter to describe what is wrong in
our medical community to make the HBMP necessary. My
answer 1s that this 1s not the kind of thing that happens in a bad
medical community! On the contrary, numerous physicians and
other volunteers have devoted hours, including several evenings,
to this project to lend their expertise and expericence to the
HBMP. In addition, we have been fortunate in attracting outside
nationally-recognized medical experts to donate their knowledge
to review specific modules.

The content of the HBMP will emphasize benign
conditions, use of technology and screening. Once breast cancer

is diagnosed, other organizations provide guidelines and
knowledge support. The largest gap nationwide is in care of
women with other breast conditions. Some of these may have
breast cancer too, and we want to be sure that all the proper
steps are taken to diagnose it as soon as possible. In this way,
the ability of the program to keep women safe will be
established. We plan to cover the full range from breast
development to lactation to aging as well as breast lumps and
other probably benign conditions.

The HBMP program is meant to be used by patients and
primary care providers working together. Suppose it is 2006,
and you go to your medical care provider. The HBMP logo is
in the window. What will you find? The program is computer-
based, either as a password-protected web site or an updated
CD-ROM depending on the clinic capabilities. A table of
contents takes you and your health care provider to the proper
page which contains a flow chart of all of the options for your
problem. More than this, a click will take you to explanatory
pages, the pros and cons of various options, pictures where
applicable, and, for procedures, approximate cost information
and descriptions written by women who have actually been
through the procedure. Using these tools. you and your medical
care provider can be sure that you have explored all the options,
and that you have a fully informed consent for the plan you
have chosen. The content will be updated based on new
developments in the medical field, and on comments received
from users. Future plans include tracking the breast health of
our community, with a registry to make sure that all women
know when to be screened and what sources are available to
help them. We hope that the program will be piloted before the
end of the year, and in widespread use within 12 months. The
amount of support from all who have been asked to help has
been impressive, and the final product will honor these
invaluable contributions.

2005 Raffle Highlights

Volume 6, Issue 2



Project News

What’s NEW, by Mary Scott, R.N., P.H.N.

Student Interns

HCBHP benefits from the support and expertise of student
interns. This spring Humboldt State University Nursing
Department blessed us once again with the cream of their crop:
senior nursing student Danielle Ware. Danielle performed
follow-up for clients going through treatment, presented project
information to community organizations, assisted in the
facilitation of the Fortuna support group, delivered brochures and
newsletters and, most importantly, donned a sandwich board to
sell raffle tickets. (That’s when we knew she fit right in with the
rest of us!) Danielle writes:

“I have not enjoyed a clinical rotation more during my
student nursing than [ have this semester. I have also never seen
a group or staff more willing to go out of their way or show more
caring. Not only was the working environment a comfortable
place to be but also educational.”

Danielle, we wish you the best in your new career as a nurse.
You will be an asset to the profession.

As a result of the Susan G. Komen Foundation grant work
with United Indian Health, HCBHP will be
mentoring Ruby Tuttle a pre-med student and
intern through United Indian Health. Ruby’s
plan is to continue the work initiated by the
Komen grant and develop a program of follow-
up for American Indian women’s health at
Potawot. Through her work with HCBHP she
will become a project link and ambassador to |
American Indian women. Ruby’s interests
include maintaining traditional culture (Ruby is
Madiu, Yurok, Karuk and Yuki) and singing (especially madrigals
and Broadway musicals). She will intern at the HCBHP office on
Tuesdays and Wednesdays during the summer months. Ruby
brings with her an eagerness to learn and effect positive change.
She already is a delight to work with.

Also joining us are several students from the Humboldt State
University Journalism Department, who have taken on roles as
Public Relations Intern and volunteers. The Merchandise and
Marketing Committee (M & M) will be assisted by these fresh
faces with this year's "Sales for Survivors" campaign.

Kate Nixon, a Broadcast Media Specialist from Fox 29, will
volunteer with the M & M Committee. Saré"O‘Leary, former
owner of Moonrise Herbs, will contribute her writing skills as a
PR intern. Vi Kerhouloas, will also add her public relations skills
to this year's marketing campaign. See page 12 for more on
"Sales for Survivors."

In Loving Memory
Bernice Kagen, Arlene Fleming-Schlexer,
who died of : breast cancer survivor.,
gynecologic cancer, | died June 21
on June 27 & at age 82
at age 57 "

Day of Honoring All Women

It’s a rare day when women in our society are invited to
take care of themselves instead of their partners, children and
LAUNDRY, but thanks to the Susan G. Komen Foundation,
the coordinated efforts of United Indian Health Services and
HCBHP, May 7th, 20085, was just that “rare day.”

56 women, many of whom were American Indian, arrived
at Potawot Village to learn about
breast health and to enjoy a
variety of self-care and
empowering activities which
included: listening to traditional

speakers, decorating
quilt squares,
contributing to a photo
mural, receiving a
massage and feasting.

Local businesses such as Pacific Flavors, Strictly for
the Birds, Kokopilau, and The Spa at Personal Choice
donated prizes for raffles that occurred throughout the day.
Each woman received a gift bag which included an
individualized “spa” treatment and information about breast
health. All were given an opportunity to have a clinical
breast exam and same-day mammogram. 8 women had
clinical breast exams thanks to Rebecca Zettler, NP, HCBHP
volunteer, Judith Eskes, R.N., UIHS volunteer, and Debbie
Roberts, R.N., UIHS volunteer. Sarah Robb and Corrine
Creason, both UIHS volunteers, made sure the women who
desired mammography had the financial support to cover it.
Thanks to the wonderful team of Linda Morris and Linda
Erickson at Mad River Community Hospital, 5 women
were able to be screened.

Many women came together to make this day a
memorable one. In addition to those mentioned above our
gratitude goes to the traditional speakers and drummers:
Maria Tripp, Lena Bommelyn and Carol Larsen; the massage
therapists: Bonnie MacRaith and Miriam Labes; quilt and
mural projects: Dawn Posh, Tayshu Bommelyn, Suntayea
Steinruck; display of maple bark skirts and baskets: Holly
Hensher, and all the volunteers from both HCBHP and UTHS:
Pim Allen, Rose Kidder, Deborah Hemstead, Michelle Allis,
Sherri Povolt, Mie Matsumoto, Danielle Ware, Margot Julian,
Vera Daigle, Cindy Holte, and Bojan Ingle.
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Volunteer Voices, vy sharon Nelson, RN.

Majean Roehne, R.N., has joined the staff of Hospice of
Humboldt and will no longer be working on Fridays as one of
our warmline volunteers. We are grateful for the year Majean
has held this position. Majean plans to continue as a back-up
warmline volunteer as well as continuing to do special projects
and events.

We welcome Rachel Shalaby. Rachel is 32 years old. She is
a student at College of the Redwoods, with a special interest in
women’s issues. She is planning to pursue a career in nursing
and is pleased to have the opportunity to gain experience at
HCBHP as a volunteer. Rachel has brought a calm, clear
presence to our office. Rachel also volunteered for Day of
Honoring all Women and WeCAN. Welcome Rachel.

We are also pleased to have joining the warmline volunteer
team Margot Julian, R.N., Kathryne DeLorme, MFT Intern, and
Ruby Tuttle, student. All 3 women are beginning their training
and are looking forward to being part of the team.

Lastly, we are delighted to welcome Emile Whiting. Emile
is a 16 year old high school student who is volunteering to do
whatever needs doing on Mondays and Wednesdays through the
summer. It is a distinct pleasure to have a teenager around the
house.

Volunteer Activities & Opportunities

Please check the bulletin board in the HCBHP library for
more information on volunteer activities and opportunities. We
are a volunteer based, community focused organization. We
welcome your participation.

More volunteers directly results in more programs that
benefit our community. Won't you consider joining our dynamic
team and contribute to our continued success?

If you are interested in volunteering please call us at 825-
8345 to learn more.

Healing Garden Team

’ ' oo

Back Porch Gatherings

Volunteer gatherings will be held every Friday afternoon,
from 2:00-4:00 p.m. This is another informal opportunity for
volunteers, clients, staff, board members, friends of the Project
or anyone else to drop by for a porch visit. The afternoon is
hosted by a volunteer. “Back Porch Friday™ will continue
throughout the summer until August 12th, 2005.

Volunteer Recruitment Brunch

Chris Angell, MFT, warmline volunteer, and Majean Roene,
R.N., organized the Volunteer Brunch which took place on April
16. This event was an opportunity for anyone interested in
_ joining the Project as a
. volunteer. A reception and
. breakfast were held
followed by presentations
. by members of the
- HCBHP staff and
volunteers. Each presenter
i described their role and
- how it fit into the big
. picture of the Project’s
mission. There are many
different ways to
contribute to the work of
the Project from joining
the Healing Garden
committee to doing work dircctly with our clients, and
everything in between.

We thank Chris and Majean for both their vision and their
endless hard work.

A follow-up event will be held August 26, *05. This
afternoon event will be a potluck and will be held in our new
backyard garden. We warmly invite both current and prospective
new volunteers to share information, support, and get to know
one another in a relaxed environment.

Left to right, Chris & Majean

Thanks to Rebeeca Zettler, Catherine Walling and Ingrid Bailey. the
Project's Healing Garden is becoming a magical respite for staff, clients and
volunteers.

A new addition, is the beginnings of a labyrinth. Rooted in myth and
mystery, these diverse patterns are circular pathways designed for the
acquisition of inner peace. As tools for centering the mind, they arc a

powerful way to cultivate inner peace. They offer an immediate way to step
into the present moment, the place where linear time and eternity meet.

People have been creating these paths for thousands of years, but a
recent renewal of interest in ancient and medieval forms of meditation and
healing have resulted in labyrinths and mazes becoming a popular
landscape addition.

Thanks to our Garden volunteers for the beauty and serenity they have
added in providing a peaceful environment.

For more information on the garden, call Rebecea at rzkmi@cox.net.
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The Two-Edge Sword contd <
However, our society made the choice to focus on A study of breast cancer patients showed their
technological advancement in medicine — seeking scientific psychological adjustment to their diagnosis was predicted by the
means toward better health and longevity, thus forfeiting its surgeon’s behavior during the initial cancer interview. Such
energy and resources on developing the service aspect of medical ~ behaviors as empathy, allowing the patient time to absorb the
care. Thus the role of conversation was further diminished with diagnosis, facilitated adjustment — the patients” distress and their
the rise of modern medicine. Our social choice, conscious or not,  vulnerability to anxiety and depression were lessened. (PubMed
focused us to develop the “discase-centered™ clinical office visit 11281909) Another study showed that patients regard their
marginalizing the person with the disease. oncologist as one of their most important sources of
As a cancer survivor, | am grateful for the scientific psychological support. (PubMed 6710187) Analysis of
advances in cancer treatment, because | know and feel with engagement & satisfaction with treatment decision-making

great sincerity that it is part of the reason I am alive. Ironically,  revealed the physicians’ caring attitude was more important than
while treatment advances have changed the courses of many of the information-giving component. Often it is stated that

our lives — offering more hope at the time of diagnosis, they “practice conditions” don’t allow the medical providers the time
have created an even greater demand and strain on the to give attention to these issues, but clear evidence indicates that
communication skills of medical providers. More and more interviews that attend to patients’ feelings, ideas, and values
cancer survivors need to overcome their fears, and are in need actually save time,

of healing. Too, more patients are living with cancer as a Another study of patient-oncologist communication patterns,
“chronic disease,” and providers are facing more situations of when discussing adjuvant breast cancer therapy showed that for
talking about disease recurrence, advancement, and the patients to attain higher comprehension and satisfaction with
transition to palliative care. Skill is required to discuss the their therapy, physicians needed to increase their usage of
results of a positive genetic test that gives you a great affective or emotional language. This led to patients
risk of cancer occurring in the future. 1believe asking more questions and actively participating in
there’s a reason the original Sumerian caduceus the decision-making process. (PubMed 11281909)
(2000 B.C.) became the symbol of medicine. The [n analyzing clinical practice, a study showed
staff coiled by one snake (serpent) with 2 heads, . that oncology clinicians often use closed rather
emphasizes the balance of the technocratic and 3 2 than open-ended questions. Patients are seldom
humanistic / holistic paradigms of medicine \ Y given space to initiate discussion. And despite
necessary to successfully uphold the Hippocratic 1r that fact, often the provider is delivering life-
QOath. This Oath views the treatment of discase as threatening news and information around toxic -«
a dual process, upholding the application of the treatment — both which provoke psychological

best evidenced-based scientific treatment we have, dysfunction — the amount of discussion concerning
and equally creating an awareness of the patient’s own medical topics is 2.5 times greater than the amount of
innate healing abilitics. This is a complex challenge! psychosocial discussion. (PubMed 8771634) Approximately

In the book, "lllness Narratives: Suffering, Healing and the 25-30% of cancer patients experience anxiety and/ or depression
Human Condition", it is noted that “one unintended outcome of ~ severe enough to merit treatment. Still oncologists tend to

the modern transformation of the medical care system is that it under-rate the distress in their patients and are unaware of their
does about everything to drive the practitioner’s attention away lack of detection of their patients’ distress. (PubMed 7917937)
from the experience of illness.” The author, Kleinman, defines However, it is not only the patients who are experiencing
illness as to “how the sick person and the members of the distress. In a large survey of oncologists, 20% reported strong
family or wider social network perceive, live with, and respond emotions when they had to tell a patient bad news. In a detailed
to symptoms and disability,” contrasted to “disease™ or “dis- study, 42% of physicians indicated, even though the peak of their
ease”, which focuses on cause and mechanism. And so the stress occurred during the patient encounter, the stress from the
power of patient-centered communication has become lost in bad news encounter can last for hours — even up to 3 days or
our technological advancement and specialization in disease. more afterward. (PubMed 11392920) Evidence shows with
However, growing evidenced-based medicine suggests that ~ patient-centered communication there is improvement in the
medical providers who focus on the patient, as well as the provider’s well-being too.
discase, obtain “more accurate and thorough historical data, Up until this decade, medical education has not incorporated
increase patient adherence and satisfaction, and set the stage for  the importance & training of effective, patient-centered
more effective patient-provider relationships. Because each communication skills in its curriculum, and so many well-
patient’s experience of illness is unique, the best patient care motivated medical providers are not prepared to open the
includes attention to the patient’s motivation, values, and patient’s “Pandora’s box™ of values, belief-systems, and
desires; her thoughts and feelings; and to the way she emotions. “The spoken language is the most important
experiences her illness.” [4] diagnostic and therapeutic tool in medicine...”and yet many

providers report they lack the patient-centered words, and
because they don’t know what to say, they avoid the challenge,
and remain unaware of the power of the words they use.

My own personal experience has taught me the way that
words can change the course of your disease. Just one week after
completing 5 arduous cycles of chemotherapy, a new cancerous

Before I proceed, first [ would like to acknowledge that
even though much of the discussion 1s around the cancer
specialists, I believe it is applicable to all providers, community
service organizations, and support people. Secondly. I offer the
cancer specialists great respect and acknowledgment of the very
difficult task they have chosen, and face day-in and day-out
working in the field of cancer. Continued on page 7
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tumor was found. There was great concern because it had
grown during my chemo & therefore was resistant to my
chemo. One of my medical providers said [ was “doomed.”
This development of another cancerous tumor while enduring
the treatment of chemotherapy, plunged me into a very difficult
time in my life with much anger, frustration, & tears. I felt like
the word “doom™ was plastered across my forehead. That
single word carried such weight & hopelessness — it brought
me to the brink of giving up. Shortly after reaching that brink
and seemingly peering over the edge of that black hole, I found
myself meditating. In this meditation I was standing before an
imaginary mirror. Staring at my tear-ridden face, I was taken
back by what [ saw. On my forehead the engraved
word “doom” reflected back in the mirror as
“mood.” At that graced moment I realized what a
big factor my mood or attitude would play in my
cancer journey. I realized that happiness is an
inside job. And though my attitude might not lead
to my long-term survival, I was determined to live
my life fully engaged. 1've re-told this many times
in the past, becausc that single word, “doom,” was
transformational for me. ['m sure it was used by
the provider to express the gravity of the situation
and there was no ill intention as spoken, and yet
it’s influence created a turning point in my fight
for life, and amazingly served as a foundation for my healing.

And so with the ASCO finding and my own experience on
both sides of the stethoscope, I have decided to begin a series
of articles on patient-provider communication. The remainder
of this article will build foundation for the patient-centered
interview. Future articles will share “a repertoire of carefully
refined words™ and language for conducting patient-centered
interviews in particular circumstances. These articles will stem
from a series of articles created by the American Academy on
Physician and Patient (AAPP) — “Words That Make a
Difference.” Just as providers have learned such clinical
questions: “where does it hurt?” and “what makes it worse or
better?” they can learn acronyms, words, and phrases to create
more effective communication that empathizes and increases
both patient and provider satisfaction. Recommended
techniques practiced over time, as with any newly learned
procedure or operation, can be improved and performed with
greater ease and comfort.

In 1998 a survey of 700 oncologists attending the ASCO
meeting asked about their experiences of breaking bad news
and their perspective on its difficult aspects. Approximately
60% of those surveyed indicated they delivered bad news 5 to
20 times per month, and another 14% more than 20 times per
month. The most difficult bad news was “talking about end of
active treatment and beginning of palliative care.”
Overwhelmingly the most difficult part of discussing bad news
was “being honest but not taking away hope.” Less than 10%
had any formal training in breaking bad news.

And as [ previously alluded to, psychological studies have
shown that the “bearer” of bad news often experiences “'strong
emotions such as anxiety, a burden of responsibility for the
news, and fear of negative evaluation.” This stress creates a
reluctance and barrier to delivering bad news - the “MUM?”
effect, and is only intensified when the recipient of the bad
news is distressed already.

M The News

~— 1=

In response to this survey Robert Buckman, MD [5] created
the 6 steps of “SPIKES” — an acronym specifically created for
delivering “bad news." It provides a “mental rehearsal” of
preparing for stressful tasks. And like any medical procedure,
each step must be done, and the success of completing each task
is dependent upon the completion of the previous step, creating
a sequence of logical steps.

Buckman points out that as the “messenger” of bad news,
one should expect negative feelings, and to feel frustration or
responsibility; however with this awareness the mental
preparation can be beneficial for both parties. “The process of
disclosing bad news can be viewed as an attempt to achieve four
essential goals. The first is gathering information
from the patient. This allows the physician to
determine the patient’s knowledge, expectations
and readiness to hear the bad news. The second
goal is to provide intelligible information in
accordance with the patient’s needs and desires.
The third goal is to support the patient by
employing skills to reduce the emotional impact
and isolation experienced by the recipient of bad
news. The final goal is to develop a strategy in the
form of a treatment plan with the input and
cooperation of the patient.

Step 1: S — SETTING UP the interview

Step 2: P—Assessing the patient’s PERCEPTION

Step 3: 1 — Obtaining the patient’s INVITATION

Step 4: K — Giving KNOWLEDGE and information to the
patient.

Step 5: E — Addressing the patient’s EMOTIONS

Step 6: S — STRATEGY and SUMMARY

Space limits my full discussion of SPIKES, but I will refer
to it in subsequent articles. The following is a cursory
description with the interweaving of AAPP’s 5 main areas
identified as necessary to get to know “the person” of the patient

[4]:

Step 1: SETTING UP or providing the context for the
interview. The physical setting should set a **tone” of concern,
dignity and caring. The manner in which the visit is conducted
provides the “texture” for actively listening and sharing
information, emotions and silence. Some helpful guidelines: 1)
Arrange for privacy. 2) Involve significant others. 3) Sit down
at eye level with no barriers between you and the patient. 4)
Inform the patient of any time constraints and possible
interruptions (i.e. you're on call). 5) Ask yourself: Who is this
patient? What constitutes that person’s life? Remember,
“patients bring not only their bodily complaints but also the
circumstances of their everyday lives — who they are and might
hope to be...” Knowing psychosocial circumstances builds a
therapeutic relationship.

Step 2: Assessing the patient’s PERCEPTION. This utilizes
the axiom: “before you tell, ask,” —> before discussing the
medical findings, the provider uses open-ended questions to
create a reasonably accurate picture of how the patient perceives
the medical situation. “What have you been told about your
medical situation so far?” or “What is your understanding of the
reasons we did the MRI?” What are the patient’s ideas about

Continued on page 10
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The Sth annual Women’s Cancer Advocacy Network
Training was held May 2 Ist at the Arcata Marsh Commons '
House. Forty people attended including nurse practitioners,

Dear Doctor, ‘

[ am writing to complain about these words you

have given me, that I carry in my bag I
|
|

registered nurses, radiqlogy technicians, mammqgraphcrs. lymphatic, nodal, progressive, metastatic

HCBHP volunteers, clients, support people and interested

community members, They must be made of lead, I haul them everywhere
Dr. Ellen Mahoney opened the day with a presentation I've cricked my neck,

covering her work with the Breast Medicine Standards

Committee (see article pg. 2) and her current research and

S:Iinical tr.iall in%o the development gfduct ab}alion. which ‘ And when I get them out and put them on the table |

involves injecting chemotherapeutic agents into the breast ducts they tick Tike bombs and overpower my own

as a non-surgical alternative to mastectomy. sweel lasting words -
Representing gynecological cancer concerns were 2 HCBHP orange, bus, coffee, June

clients who shared their stories publicly for the first time. ‘

Carolyn Lehman, age 54, described her journey with a rare form

of uterine cancer, leiomyosarcoma. Kari Jacobsen, age 36, told

her story of being diagnosed with and undergoing treatment for

I'm bent with the weight of them
palliative, metabolic, recurrent

I've been leaving them crumbled up in pedal bins
where they fester and complain.
diamorphine, biopsy, inflammatory |

stage 4 ovarian cancer. Dr. Julie Ohnemus, HCBHP Medical And then you say
Consultant, followed with an overview of cervical, endometrial, Where are your words Mrs Patient?
ovarian, and vulvar cancer. We acknowledge and honor Carolyn What have you done with your words?

and Kari for coming forward with the commitment of raising the
awareness of the concerns of women with gynecologic cancers.
Michael McCulloch, L.Ac., from the Pine Street Foundation
gave, along with other topics, a summary of his work on a 10
year follow-up study of women with node-positive and metastatic

Or worse, you give me that dewy look
Poor Mrs Patient has lost all her words, but hush,
don't upset her. I've got spares in the files
Thank god for files |

breast cancer, who were treated with Chinese medicine in So 1 was wondering, Dear Doctor, |
combination with chemotherapy. His talk was truly stimulating if 1 could have a locker |
and informative, and generated many excellent questions. His 10 my own locker with a key,

[ could collect them one at a time,
and lay them on a plate
morphine-based, diagnostically,

year old son Gabe assisted with the power point presentation and
also answered questions related to his and his father’s work
training and using dogs to diagnose lung cancer by sniffing a

sample of the client’s breath. The good news is that Michael and with a garnish of
son have generously agreed to return for another presentation in Lollypop, monkey, lip.
2006,
Margic Emerson, Tai Chi and Qigong Instructor closed the by Julie, BC survivor - England J
day with a discussion, demonstration, and active audience L -
participation of Qigong and Tai Chi. <
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We're Forever Grateful to owr contributors

With deep gratitude and appreciation, we thank the following individuals and businesses that have made contributions to the
Humboldt Community Breast Health Project, from January 1 to May 31, 2005

W Sponsor Donors Friends
Mary Alice Comstock Beth Abels, MD Merry Rebecca Lambert
for Kid’s Day to Play in honor of Jeannie Abels Margie Adams Carol Laver
. L Pauline Baefsky Laune Levey
Hildy Jacobsen b‘/htsu}“_) Akmd‘?d bon: Beth Lochnen
in | £ Doctors Bank of America - United Way Margo Sher-Bainbridge .
in honor ot Doctors in memory Janis Birkel Byrd Lochtie
Luther Cobb & Jeff & Amy Belk(rra Paul Lohse
Ellen Mahoney Eureka Womens U_Ub Jim Bella Sister Ann McGuinn
June & David Davis Greg and Nick Birkel Bonnie MacRaith
Louanne Farrell Jean Browning Linda Marlow
Patrons Roland & Leona Friederich Rita Carole Teresa Mello
Harbor Lanes Paula Chernoff Gigi Miller

Bojan Ingle & Bank of

America Matching Funds Stan and Barbara Henerson , Rita Coleman Linda Warner Mola
Karen Hiser in appreciation for Mary Scott  ip honor of Becky Lambert
Mona Beaver Fred Hummel
in appreciation Patricia & John J Pat Collum Leo and MaryJo Ohnemus
for Rinda McClure B GO Clane Richard Prystowsk
Jeanette McLaughlin Robert & Judy Davis in memory of Doris J\f}r:‘fcc
Isabelle Secondo Christina & David Martinek Cindy Ellsmore N '
in honor of , _ , Barbara Ogan
Dr. Ellen Mahoney Lisa Mielke Betty Freitas & Karen “Fox” Olson
o ) in honor of Josephine Elise Catholic Daughters of the _
Soroptimist International of o Americas - Our Lady of the Paula Rhude
Eurcka Nunis-Mizer Redwoods Solutions
in appreciation for Jonell Monschke . . Lovonne Sorensen
Mary Scott Thomas Payne Tc;c@((:auth;cr Loretta Speziale
. ~ric Grantz Patricia Stocum
R Gene Wood j-”uEC Pere? June Hall Eleanor Tennyson Todd
SEEHQRCES David Hall ,
Dr M. Ellen Mahoney Angela Halliday Janice & Gordon Tosten
I <l . . ’
h Pfizer Foundation Ann Marie Halcomb i meaony Gt John Ral
? Nancy Sheen Ann & Mark Harris Susan & James Tracey
in memory of Rita Rist Alison Ware
- . Humboldt, Del Norte Zachary Zwerdling
In memory of Char_lcne Cline Janice & Gordon Tosten Retirement Fund N
Margaret and William Burg Robin Wolff i honar of nvestment Club.
Barbara Burleigh Kathleen & Michacl Zeppegno Shonett “Lee” Funston Bal;:)ara\?lnn 9010
David and Barbara Dansky nne Harrs
Seo Jaines . Lynn Hellmich
N o Angela Jenkinson Deborah Barrow-Vrieze
Mary and Victor Ojakian L . : .
Melinda Stahl Siodiq and Matina Kilkenny Janet Winzler

Special Thanks to our
Corporate & Foundation

In-Kind Donations Sponsors

Great Thanks to our Raffle Donors and Underwriters %,

Humboldt Area Foundation
Greek hotel donated by Antonis Koukoulis, Terry Bean & Sue Rydz Technical Assistance Program
Kauai condo donated by Edith and Ron Fritzsche, Renee Chappelle Levin Foundation
SpringRidge Gardens B & B donated by Wendy Burroughs, Charlynn Johnson North Coast Cooperative
The Brambles donated by Lily and Joe Bob Hitchcock. Gigi Miller McLean Foundation
Lisa Mitchell, Mia Bo Foundation
Underwriting support : from Washington Mutual St. Joseph Hospital Foundation
b} Wildberries Marketplace Eleanor Tennyson Union Labor Health
John R. Goff, CPA with David L. Moonie & Co, LLP. Carol Vandermeer Foundation

The Women’s Foundation

Volume 6, Issue 2 Page 9



The Two-Edge Sword cont'd

the illness? What is the perceived course of the illness and its
cause? Most sick people coming to a provider have already
devised an explanatory idea that describes what is wrong, how it
happened and what ought to be done about it. These
presumptions can often contain fears or are influenced by the
person’s past experience of someone ¢else with a similar discasc
or their culture’s interpretation of the disease. It serves as an
opportunity to target your information, allay fears, and gain
insight into adherence to treatment. An example of this is where
a Latina woman with breast cancer held her culture’s belief that
cancer is a “hot” disease. So when it was proposed to treat this
woman’s cancer with radiation — it was contrary to treat “hot”
with “hot,” and so there was refusal of treatment. Once this was
realized, offering a cold beverage prior to radiation totally
alleviated the contradiction, and she accepted the radiation
therapy.

Step 3: Obtaining the patient’s INVITATION -> Wonder:
What does this patient want from the provider? What are
her values & fears? What does she hope to accomplish in
this visit? Providers often assume that the patient’s goals are
exactly the same as the clinician’s. Asking about expectations
allows the provider to uncover differences that may merely
reflect a misunderstanding of the diagnosis or provide patient
value clarification. Other cxamples of questions: “How would
you like me to give the information about the test results? Would
vou like me to give you all the information or sketch out the
results and spend more time discussing the treatment plan?” If
patients do not want to know details, offer to answer any
questions they may have in the future.

Step 4: Giving KNOWLEDGE and information to the patient.
Warning the patient that bad news is coming has been shown to
lessen the shock effect and facilitates information processing.
(PubMed 9105112) Examples of phrases include,
“Unfortunately I’ve got some bad news to tell you™ or “I’'m sorry
to tell you that...”. Giving medical facts, which you are now
better able to target, can be improved by: 1) start at the level of
comprehension and vocabulary of —

the patient. 2) Use non-technical

words such as “spread” instead of |
“metastasized” and “sample of |
tissue” instead of “biopsy.” 3)
Avoid excessive bluntness (e.g.
“You have very bad cancer and
unless you get treatment
immediately you are going to
die.”). Itis likely to leave the
patient isolated and later angry,
with a tendency to blame the
messenger for the bad news. 4)
Give information in small chunks
and check periodically the
patient’s understanding. 5) When
the prognosis is poor, avoid using
phrases such as “There is nothing more we can do for you.” This
attitude is inconsistent with the fact that patients often have other
important therapeutic goals such as good pain control and
symptom relief. (2)

Step 5: Addressing the patient’s EMOTIONS. This is one of
the most difficult challenges. Patients’ five most common
responses are: fear, distrust, anger, sadness and shock with

M The News

Herceptin

Two studies at ASCO reported improvement in
survival with usage of Herceptin plus chemotherapy
(AC plus Taxol) for women with early breast cancer
(defined as any size tumor with positive lymph nodes).
There was an absolute reduction of the cancer coming
back by 18% for the women who used Herceptin after
4 years of watching. The makers of Herceptin still
needs permission from the FDA for this usage. It’s
important to realize that the risk of heart failure also
significantly increased with the usage of Herceptin, so
the risks and benefits need to be looked at carefully

often an underlying sense of isolation. Studics have also shown
that patients are often reluctant to express their feelings to
providers, though the body language is often telling. (PubMed
9039890) However, if feelings don’t come out directly, they are
often expressed indirectly — non-adherence, somatization,
malpractice suits, no-shows.... When there is an emotional
reaction, the provider should try to offer support and “solidarity”
by making an empathic response. Such a response has 4 steps:
1) observe the emotion, 2) identify the emotion to oneself, if
need be ask the patient what she is feeling, 3) identify the reason
behind the emotion — is it only the bad news? 4) After a moment
of allowing the patient to express their feelings, tell the patient
you have identified the emotion and its reason, and express your
own sadness or other emotion. Sometimes just pausing and
observing a moment of silence, allows your awareness of the
emotion and with this pause often the patient senses being
understood. It’s important to remember we all have the right to
own our feelings, which at the moment are neither “right nor
wrong.” So they don’t necessarily need to be “fixed.”
Step 6: STRATEGY and SUMMARY. Knowing how the
patient wants to be involved in the decision-making affects your
strategy. Asking: How does this patient experience this
illness? How has it affected her ability to function, her
relationships, her sclf-image? What symbolic meaning does
illness hold for her? Simply asking: What has this illness been
like for you? Since you've had this illness, what are you no
longer able to do? How’s your family handling this? Do you
see yourself differently in any way since this problem appeared?
A profound sense of caring and addressing the whole person is
achieved with these questions, and understanding the important
specific goals that many patients have, such as symptom control,
ensures they receive the best possible treatment and continuity of
care — building a framework of hope that is realistic in terms of
what is possible to accomplish. This can be very reassuring to
patients. Patients with a clear plan including outlined next steps
feel less anxious and uncertain. It gives them a focus and a sense
of moving forward, which offers
| hope.

In closing, I would like to take
this to one more level. Giving of
your energy toward
communication, and being
conscious of its power is creative
generosity, courageous, and
tapping of the human potential.
All of us need to ask — do we see
the world from a place of
compassion or fear? Why? How
does it affect my relating to others?
[ believe that we all experience a
level of generosity where we have

J to deal with our own sense of
pride. Does our compassion come

with no strings attached? Do I offer my support only if the
patient adheres to my recommendations and standards? How
much of my ego is wrapped up in the patient accepting my
opinion? Too many questions? Perhaps this reflects what the
mystics have said: “Knowing begins with not knowing.”
Whatever our expertise — the greatest gift we bring to anyone

Continued on page 11
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The Two-Edge Sword cont'd

who is suffering is our wholeness — and so we need to “sclf-
search” to have a connectedness of our own physical, mental,
emotional, and spiritual aspects. And, because medicine is
the mirror image of our society’s values and culture, we as a
society need to ask the questions and have a willingness to
confront our ignorance. Yes, a scemingly large task, but
sitting down, eye to eye, tapping your own sense of curiosity
about someone and then being patient to wait for the answer
is a great start.

NOTE: It may be useful to have written questions for the |
patient to respond to while waiting for her appointment, or
the Breast Health Project’s service of consultation planning
for patients with breast health concerns, breast or
gynecologic cancer gives the provider an inside glimpse of
the patient’s psychosocial issues, and how they influence her
decision-making.

NOTE 2: There are courses for learning the patient-centered
interview. Additionally there is a DVD Patient-Centered
Interviewing: An Evidenced Based Method by Robert C.
Smith, M.D. — comparing the patient-centered interview vs.
disease-centered interview available at the Instructional
Media Center at Michigan State University:
http://imc.msuvmall.msu.edu/ime/
product.asp?sku=46901&mscssid=
H3PHPSK763528JCU2EJQFCM7WIK004CO or 517/353-
9229.
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Dodge, Warm-line volunteer Louanne Farrell's
rescued greyvhound, exhibits a penchant for
prosthetics. (True Story!)
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. September 15, 5-6 p.m.
' Dr. Abe Pera, D.O.

Clip-Out Calendar of
Programs & Events

All HCBHP programs are free of charge

Amazon Warriors Breast Cancer Support Group "
Provides emotional support & networking for breast cancer survivors.
Arcata group: at the Project on the 1st & 3rd Thursday, 6-7:30 p.m.

Fortuna: 1st Saturday of the month, 10-11:30 a.m., 2280 Newburg Rd.

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

Brain Cancer Support Group (In cooperation with ACS)
Meets at the Project office. Call 825-8345 for times.

Consultation Planning (CP)

After your appointment with your doctor, have you felt: you forgotto |
ask all your questions; you lost your train of thought during the .
medical visit; or your fears or feelings 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.
Please call the office, 825-8345, for more information.

Internet Access
Offers searches 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 & complementary
medicine to help breast cancer survivors and their families & 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.

L/chomc/ng Events

SAVE THE DATES

August 19 - Kids Day To Play -

Location - TBA
August 26, 5-7 p.m. '
Volunteer Potluck - Back Porch Gatherings,

at the HCBHP backyard garden, Call the office for more information.

Dr. Pera will discuss current issues in radiology, including Breast MRI
versus mammography, at the HCBHP office.

September 24
Holly Yashi Seconds Sale

The unveiling of this year's design of Amazon Warrior Jewelry

November 4,
Susan Silberstein, PH.D.,

from the Center For Advancement of Cancer Education, will discuss
“What’s the smartest way to prevent and cope with cancer,” from 2-4
p.m. Location TBA.

Available for a limited time only....

4 swimsuits (especially designed for the needs of women post-
mastectomy), size 10 & 12 and prosthetics. Call Mary Scott, 825-8345.,
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“SALES FOR SURVIVORS” CAMPAIGN coming SEPTEMBER AND OCTOBER!

_ . : , r Su
“I want to give something back to HBCHP. I don’t have time to volunteer. But, heck, I can plan so [ do my @\@9 s Ve
ta,

holiday shopping at donating stores™—former client & %

“The minute I get the calendar, I'm going to schedule my fall social life—eating out with friends on the
nights great restaurants donate!”—HCBHP supporter

'
_ | | | . | &
This fall you can fundraise for HCBHP simply by shopping and eating at your favorite stores and restaurants. g%;g Brmst?@
In honor of National Gynecologic Cancer and National Breast Cancer Awareness Months, local businesses 7pm
are helping HCBHP clients survive their diagnoses, heal, and thrive by being a part of the Sales for
Survivors Campaign. They participate in different ways.
*  The Healing Percent: businesses choose one day in which they will donate 10% of their

Share Your Story
We are seeking your
short writings and/or

sa}es to HCBHP-_ ) o poems —including
*  Wear the Warrior: selected stores sell our Holly Yashi Amazon Warrior jewelry. humorous moments—
Holly Yashi Seconds Sale, Sept. 24: the new design for 2005 of the Amazon Warrior line about your cancer
will be released! 100% of the profit for Amazon Warrior jewelry sales goes to HCBHP. journey. These pieces
. . will be displayed in
Last year, we raised over $10,000, but the benefits went far beyond financial support for HCBHP. store windows during
o ) . , . o the Sales For Survivors
Last _O_crober Lisa (not her real name) walked, frowning, into E?rars Hamburgers a_ﬂer receiving a campaign, and possibly
suspicious mammogram report from her doctor. She was thinking that she would just ignore the report, but | read on the radio.
as she munched on her hamburger, she noticed the HCBHP brochures displayed as part of the campaign. For full information,
“Wow?™, she thought,” this must be a sign.” She finished her hamburger, went over to the HCBHP office }”‘ij'“_dlélg ,lcf?gth limit
and spent the afternoon (getting help) figuring out her plan. As she left, she said, “You are amazing. You | ¢ WOTSSION
have helped me so much.” Shelley Mitchell:
This year’s committee is going strong, but needs volunteers to help at the Holly Yashi Seconds Sale; artists ﬁ?;;llzx 3)5"57 ”
and helpers to put up window displays (see sidebar); and folks to act as the liaison with a store or phone (707) 836-0368;
restaurant. If you can volunteer even a few hours, call Joy Hardin at 840-0731. email:
. ; : sdm2(@northcoast.c
Watch your mail— the last week of August you’ll receive the calendar for Sales For Survivors so you can ;a;n (%2?1853(31;35?111

plan your autumn dining and holiday shopping to support the cause!

Humboldt Community NONPROFIT ORG
Breast Health Project U.S. POSTAGE PAID

987 &th Street
Arcata, CA 95521 PERMIT NO. 347

(707) 825-8345 ARCATA, CA 95521
toll free: (877) 422-4776 —
FAX: (707) 825-8384

www.hcbhp.org

HCBHP Hours:
Monday-Friday

10am -2 p.m.

Evenings by appointment
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