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Introduction

The purpose of this study is to examine the extent to which levels of depression and
anxiety and coping at three-five months post-diagnosis are related to complementary and
alternative medicine (CAM) use at initial assessment and follow-up at 9 and 15 months.
This study will also identify the types of CAM sought after by women with higher levels
of anxiety and depression. Additional aims of the study are to provide pilot data for
further research in developing interventions (such as mood regulation skills, coping skills
training or treatment information) to meet the emotional needs and healthcare
expectations of breast cancer patients. This study is funded as a predoctoral training
grant. The research study serves as Ms. Shumay’s doctoral dissertation.

Body

During this middle phase of the project, the primary function for the research team was to
recruit participants and collect data. For one year, we have been recruiting through four
main efforts: physicians directly offering our recruitment brochure to eligible women; our
brochure being sent by mail to women in the American Cancer Society Reach to
Recovery program; and our brochure being sent to women who are patients of a major
breast cancer surgeon in Hawaii.

In addition to these efforts, we have also attempted to boost recruitment via the following
activities: we approached 10 surgeons on Oahu with high volume breast cancer patient-
loads to encourage them to distribute the brochure to their patients, talked about the study
on radio and television, attended cancer support group meetings, created a website
(www.crch.org/becam), spoke at an American Cancer Society event, staffed Cancer
Research Center booths at community and professional events, spoke to area physicians
at a clinical trials update meeting, networked at a breast cancer conference, brainstormed
with Kaiser-Permanente’s oncology coordinator, placed our materials at a dozen clinic
and physician’s waiting rooms and met with the CEO of the Hawaii-Pacific American
Cancer Society.

These efforts have yielded 51 enrolled participants or less than one-half of the targeted
sample size (125). There are approximately 1,000 women diagnosed with in situ or
invasive breast cancer in Hawaii each year according to the Hawaii Tumor Registry
(Hernandez, 2003). About 800 of these cases are those in which this is the first diagnosis
of any cancer and are not staged as distant metastasis. Approximately half of these are
diagnosed in Oahu’s major hospitals making them available to the physicians through
whom we are recruiting during a one year period. That brings us to about 400 women
available to us for recruitment. To date we have 51 women enrolled in the study or just
over 10% of the available patients. From our analysis of recruiting efforts, it appears that
the most successful route to recruiting was the effort to send brochures directly to women
with an introductory letter from their physician. To boost our number to reach our
targeted sample size, we will focus future efforts in this direction by expanding the
number of physicians that have sent out personal letters from one to as many as six. We
are also investigating expanding the study to other regions outside of Hawaii where the
population is larger.
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In addition to recruitment efforts, the research team has been collecting data.
Approximately 67 women responded to our brochures by either telephone or mailed
response card. We sent these women our initial survey packet (T1) which includes a
cover letter, consent form, 12-page questionnaire, study pen, and return envelope. Of
these 51 returned the questionnaire (a 76% response rate). Nonresponders were sent
reminder cards. Of the 51 women who returned T1, 29 reached the number of months
since diagnosis (9) to make them eligible for T2 and were sent the T2 packet. Twenty-
two of these participants returned the T2 packet (24% attrition rate). Nonresponders were
sent reminder cards. To date, no participants have been sent T3 packets.

We continue to prepare materials for the study, reproducing cover letters and consent
forms for mail surveys and producing hundreds of recruitment brochures with response
cards to be distributed. We also produced questionnaire sets and mailing packets. We

redesigned the questionnaire sets for T1 and T2 distribution. We purchased supplies

including envelopes, pens, labels, paper, cardstock and other miscellaneous supplies. We
renewed IRB requirements with the University of Hawaii and Kaiser-Permanente. Over
the year, we have developed a research team of undergraduate volunteers who were
interested in learning about cancer research. A total of six undergraduates have spent time
as research assistants, preparing materials for the study, doing library research, meeting
to discuss topics in psychooncology, scanning questionnaires and managing the study
database.

To date we have scanned the questionnaires of 47 of the participants and can report on
preliminary demographic and treatment information for the sample. The mean age of the
participants is 56.9 (SD = 10.8; range 34-85 years). The majority of the sample are of
nonwhite ethnicity. Individuals of Japanese ancestry make up 25.5 percent, Caucasian
29.8 percent, Native Hawaiian 27.7 percent, Filipina 6.4 percent, other Asian (Chinese or
Korean) 8.5 percent and other (2.1%). Educational levels of participants are as follows:
19.2% had a highschool diploma or equivalent; 42.5% attended college; and 38.3%

_ attended graduate or professional school. Roughly 17% had annual family incomes of

$25,000 or less, 14.9% had incomes of $25,000-$50,000, 40.4% had incomes of $50,000-
$100,000, 19.2% had incomes of greater than $100,000. About 70% of the sample were
married or co-habitating, and 29.8% were single, divorced or widowed. Nearly 28% of
the sample reported having been treated for emotional difficulties before being diagnosed
with breast cancer, while 8.5% reported having been treated for emotional difficulties
since diagnosis. Regarding cancer treatment choices, 72.3% of the women had a
lumpectomy with or without radiation and 46.8% had a mastectomy, either initially or
after lumpectomy. About 34% also had chemotherapy, 19% also had hormonal therapy
and 14.9% opted for breast reconstruction. During the month preceding the assessment,
77% received some cancer treatment, while 23% had not received any treatment. Some
23% of women stated that they had chosen not to have some treatment that the doctor had
recommended. Of the 90% of women who knew their stage, over 50% reported having
stage 1, 23% reported stage 2 and 13% reported stage 3 or higher.
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Key Research Accomplishments

e Recruited 51 participants and collected data

e Developed study database

e Conducted preliminary descriptive analysis on sample

e IRB approval renewed

e Study materials prepared

o Developed relationships with key breast cancer surgeons in community

e Attended professional conferences and meetings promoting the study

e Attended an international cancer conference and presented a paper

e Included undergraduate students on research team
Reportable Qutcomes

e Received a Best Student Poster award at international cancer conference

e Evaluating as “outstanding” by program faculty for work on project

o Trained six undergraduates in the fundamentals of research

o Continue to make satisfactory project on dissertation toward defense in May 2004
Conclusions

In conclusion, during this middle phase of the project, the primary function for the
research team was to recruit participants and collect data. Fifty-one participants have
completed the first questionnaire of the study and 22 have completed the second
questionnaire, yielding preliminary descriptive results about the sample. The award has
supported a quality training experience for Ms. Shumay and has supported her to
continue to make satisfactory progress on her dissertation with targeted defense date in
May 2004. In addition to supporting the quality training of a future breast cancer
researcher, this project has the potential to further cancer research in a number of ways.
This study should allow us to better understand the relationship between emotional
distress and treatment decisionmaking in breast cancer, as well as to help underscore the
importance of identifying and treating anxiety and depression after diagnosis. The results
may serve to form the basis for further research in determining the appeal of CAM for '
emotionally distressed breast cancer patients with the goal of designing relevant
interventions.

References
Hernandez, B. Y. (2003). Highlights of recent cancer incidence data in Hawaii. Hawaii
Medical Journal, 62, (17-18).
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Date

Ms. «First» «Last»
«Address»
«City», HI «Zip»

Hello!

I support cancer research because I believe research is important to benefit
current and future breast cancer patients. Right now, researchers at the
Cancer Research Center at the University of Hawaii are conducting a written
survey of women who have recently been diagnosed with breast cancer. This
survey will explore how women cope emotionally with breast cancer
diagnosis and how they make decisions regarding treatment including the
decision to use or not to use complementary medicine. Hopefully, the
information the study yields will aid in helping to improve future care for
women with breast cancer. ’

Enclosed is a pamphlet describing the study. If you are interested or have
any questions regarding the study, please call the study coordinator, Dianne
Shumay at (808) 564-5840 or feel free to call our office with any concerns

you may have. Whether you decide to participate or not is up to you — your
decision will not affect the medical treatment you receive.

Thanks for helping us help cancer research!

Warmly,

Name
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Breast Cancer, Emotional Wellbeing and
Complementary and Alternative Medicine Study
Second Questionnaire

DIRECTIONS FOR FILLING OUT THIS SURVEY

Thank you for taking part in our study. The questionnaire you fill out will be read by a
machine, therefore we ask that you follow these directions:

1. Please use a BLACK pen to mark your answers.

2. Please return all pages of this questionnaire, and keep pages together with the
clip provided. Please do NOT staple your pages together.

3. If you make a mistake and mark an answer that you did not mean to mark,
simply put alarge X through the incorrect mark. Then, proceed to mark your
correct answer. We will disregard the mark with an X.

\_ _ J
Shade our circles like o (Please fill in the circles completely, and only
this: place a large X over a circle that you have

mistakenly filled)

Not like this: O O

For best results, please avoid contact with the edge of the boxes. The following will serve as
an example:

 If you have any questions about or need assistance in filling out this questionnaire, please feel free to
call Dianne Shumay, MA at 564-5840 or Dr. Gertraud Maskarinec at 586-3078. '
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Health Therapies Questionnaire

Page 1 .

Below is a list of therapies that some people use for health reasons. Please indicate whic;h therapies, if any, that you have tried.
And for those you have used, indicate how regularly you have used them and your level of satisfaction. Please see attached page
for definitions of health therapies.

Did you
I::;eu);:g cll?:r ey:tllly th:gzt%s:%m If yes, how regularly have you If yes, how satisfied are you
. 2 fof AR .
this? use this?  or after (A) used this therapy? (circle) with this therapy? (circle)
cancer Used S hat Very Vi Very
: 1Q9 SC! OMmeEw! cry Neutral
diagnosis’ once regularly regularly | dissatisfied e satisfied
Y Y B
Chiropractic 8 N 8 N 8 A 1 2 3 4 5 6 7 1 2 3 4 5 6 17
Acupuncture/ Oy Oy OB
Acupressure OnN Onx Oa 123 4 5 6 T 2 3 4 5 6 7
Massagetherapy| QY OY Os 1 2 3 4 5 6 7|1 2 3 4 5 6 1
or bodywork ON ON OaA
Homeopathic Oy Oy Os 1 2 3 4 5 6 7|1 2 3 4 5 6 1
medicine ON ON Oa ,
Relaxation Oy Oy Os 1 2 3 4 5 6 1|1 2 3 4 5 6 1
techniques ON ON Oa
Hypnosis or Oy Oy OB
self-hypnosis O N An Oa 1 2 3 4 5 6 7 1 2 3 4 5 6 7
Yoga Qy O Qs 711 2 3 4 5 6 7
g ON ON Oa 1 2 3 4 5 6
Religious heal Oy Oy Os
 -ing or prayer Ox  On A 1 2 3 4 5 6 7|1 2 3 4 5 6 7
Support Oy Oy OB
group On ON Oa 1 2 3 4 5 6 17 1 2 3 4 5 6 17
Osteopathy Ov Oy Os .
P ON ON Oa 1 2 3 4 5 6 17 1 2 3 4 5 6 17
Traditional Oy Oy 0):
1 4
. Howaiian healing| O N SN Oa 1 2 3 4 5 6 1 2 3 5 6 7
Energy healing v v B
(i.e. healing 8 N 8 N 8 A 1 2 3 4 5 6 7 1 2 3 4 5 6 7
touch, Reiki)
Meditation Oy Oy OB 1 6
ON On Oa 1 2 3 4 5 6 17 2 3 4 5 7
Guided imagery/| QY Ov OB
Naturopath 8 ; 8 ;’I 8 i 1 2 3 4 5 6 7|1 2 3 4 5 6 1

ID#
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Page 2 .

Did you
I::;_‘:u};gg c?x?reylftllly th'Stagt;Sin(gB) If yes, how regularly have you If yes, how satisfied are you
is before i 2 (ci sth thi ;
this? use this? o after (A) used this therapy? (circle) with this therapy? (circle)
cancer
. . Used Somewhat Very Very Neutral Very
diagnosis? once regularly regularly |dissatisfied evira satisfied
Tai Chi or Qi Oy Oy Os
Gong Onx ON Oa 1 2 3 4 5 6 17 1 2 3 4 5 6 7
Aromatherapy 8 ; 8 ; 8 i 1 2 3 4 s 6 7|1 2 3 4 5 6 7
Herbs or Oy Oy Os
botanicals On On Oa 1 2 3 4 5 6 1 1 2 3 4 5 6 7
Special diet 8; 8 ; 8 ﬁ 1 2 3 4 5 6 7|1 2 3 4 5 6 1
Vitamins oY O Os
ON ON O A 1 2 3 4 5 6 7 1 2 3 4 5 6 7
Other Oy Oy Os
supplements ON ON Oa 1 2 3 4 5 6 1 1 2 3 4 5 6 17
Exercise Oy Oy Os 1 2 3 4 5 6 7|1 2 3 4 5 6 1
ONn  ON Oa
Other non- Oy Oy OB
medical therapy ON On Oa 1 2 3 4 5 6 7 1 2 3 4 5 6 17

Please list herbal/botanical therapies you take currently:

* Please list vitamins, minerals and other supplements you take currently:

Please describe any special diets that you are currently on:

Please list any other non-medical or alternative therapy you have used that is not included on the list above:

ID#
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30521 , MAC Scale

A number of statements are given below which describe people's reactions to having cancer. Please fill in the
circle underneath the statement, indicating how far it applies to you at present. For example, if the statement
definitely does not apply to you, then you should fill in the circle in the first column.

Definitely does Does not ~ Applies to me Deﬁnitely
not apply to me apply to me applies to me

:nl;al\ll:alla;et(lec.lgllgﬁ at:;r;%s r;};a; :el:)eheve will improve O O - O O
I feel I can't do anything to cheer myself up O O O O
; 1f:;l1 itll;;t a;})lre(;l:llems with my health prevent me from O O O O
I believe that my positive attitude will benefit my health O O O O
I don't dwell on my illness O O @) O
I firmly believe that I will get better @) O O O
I feel that nothing I can do will make a difference O O O @)
I've left it all to my doctors O O O @)
I feel that life is hopeless O ®) O O
L};a;:a‘;zfl(l:;gi ertlg;lsiz ;hat I believe will improve ®) O O O
Sincfe my cancer diagnosis I. now realize ho_w O O O O
precious life is and I'm making the most of it

I've put myself in the hands of God O O O O
i have plans for the future (e.g. holida&, jobs, housing) O O O O
I worry about the cancer returning or getting worse O O O O
I've had a good life, what's left is a bonus O O O @)
: otlllnu;,khr;% ts;ltate of mind can make a lot of difference @) O O O
I‘ feel that there is ﬂothing I can do to help myself O O O @)
I try to carry on my life as I've always done O o O @)
{)(v)::uld like to make contact with others in the same O O O O

ID#
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" I am determined to put it all behind me

Definitely does
not apply to me

O

Does not
apply to me

O

Applies to me

@)

Page 4

Definitely
applies to me

O

I have difficulty in believing that this happened to me

I suffer great anxiety about it

I am not very hopeful about the future

At the moment I take one day at a time

I feel like giving up

1 try to keep a sense of humor about it

Other people worry about me more than I do

1 think of other people who are worse off

I am trying to get as much information as I can about
cancer

I feel that I can't control what is happening

1 try to have a very positive attitude

I keep quite busy, so I don't have time to think about it

I avoid finding out more about it

I see my illness as a challenge

I feel fatalistic about it

I feel completely at a loss about what to do

I feel very angry about what has happened to me

I don't really believe I had cancer

I count my blessings

I try to fight the illness

OOOOOOOOOOVOOOOOOOOOO

olojojojo|jojojo|jojo|o| o |0O|O0|O0|O |0 O |0 O

OOOOOOOOOOOOOOOO0.000

o|lolojo|jo|jojo|jo|©O|0O|O| O |O|O0|O |0 |0 O OO

ID#
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30521 Self-Evaluation Questionnaire - Form Y1 (STAI)

Page 5

A number of statements which people have used to describe themselves are given below. Read each statement
and then fill in the appropriate bubble under the statement to indicate how you feel right now, that is af this
moment. There are no right or wrong answers. Do not spend too much time on any one statement but give the

answer which seems to describe your present feelings best.

I feel calm

Not at all

O

Somewhat

O

Moderately So

O

Very Much So

O

I feel secure

I am tense

I feel strained

I feel at ease

I feel upset

1 am presently worrying over possible misfortunes

I feel satisfied

I feel frightened

I feel comfortable

I feel self-confident

I feel nervous

| I am jittery

| I feel indecisive

I am relaxed

I feel content

I am worried

I feel confused

|
|
\
\
} I feel steady
‘ . I feel pleasant

o |0 |0 |0 |0 |O|O |0 |0 |0 |00 |0 |0 |0 |0 |0 |0 |0

o |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0

o |0 |O |0 |0 |0 |O |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0 |0

o |0 O |O|O|O|O|O|O|O|O |0 |0 |0 |0 |0 |0 |0 |0

ID#
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A number of statements which people have used to describe themselves are given below. Read each statement
and then fill in appropriate bubble under the statement to indicate how you generally feel. There are no right or
wrong answers. Do not spend too much time on any one statement but give the answer which seems to describe

how you generally feel.

I feel pleasant

Not at all

O

Somewhat

O

Moderately So

O

Very Much So

O

I feel nervous and restless

I feel satisfied with myself

I wish I could be as happy as others seem to be

I feel like a failure

I feel rested

1 am "calm, cool, and collected"

I feel that difficulties are piling up so that I cannot
overcome them

o |O |0 |0 O |0 O

ololo|lo|o|o |o

o |0 |0 |0 |0 |0 |0

o |0 |0 |0 |O |0 |O

I worry too much over something that reaily doesn't
matter

I am happy

I have disturbing thoughts

I lack self-confidence

I feel secure

I make decisions easily

I feel inadequate

I am content

Some unimportant thought runs through my mind
" and bothers me

I take disappointments so keenly that I can't put them
out of my mind

1 am a steady person

I get in a state of tension or turmoil as I think over
my recent concerns and interests

OO0 |0 |O|OO|O|O|O0|O]O

O |0o|lO0O)|] O |O|]O|O|O|O|O|O| O

olojlo|ololojololo|o|o]| o

O |0olO| O |O]|]O|O|]O|O|O|O0] O

)
3




Rarely or None of

(Less than 1 day)

I was bothered by things that usually don't bother me

CES-D
Fill in the circle for each statement which best describes how often you felt or behaved
~ this way - DURING THE PAST WEEK.

the Time

Some or Little
of the Time
(1-2 days)

Occasionally or
a Moderate
Amount of the
Time
(3-4 Days)

O

Page 7 .

Most or all of
the Time
(5-7 days)

I did not feel like eating: my appetite was poor

I felt that I could not shake off the blues even with
help from my family or friends

I felt that I was just as good as other people

I had trouble keeping my mind on what I was doing

" Ifelt depressed

I felt that everything I did was an effort

I felt hopeful about the future

I thought my life had been a failure

" 1 felt fearful

My sleep was restless

I was happy

I talked less than usual

* Ifelt lonely

People were unfriendly

1 enjoyed life

I had crying spells

" Ifeltsad

I felt that people disliked me

I could not get "going"

c|0|0o|0oj0ojojoj0O|0O|j0O|0O|0O|0O|O|0O OO | OO |0

|00 j0O|0O|0O|0O|0O|O|0O|0Oj0OO0O| OO |0

o|ojojojojojOj0O|0O|O|O|OO|0O|0O|O|O0 | 0O |0

o000 0ojoj0oOj0Oj0O|0OjO|0O|0O|0O|0O|JO|0O| OO |0

g
¥*
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30521 Impact of Event Scale (IES)
Below is a list of comments made by people after being diagnosed with cancer. For each item, fill in the
number which indicates how frequently these comments are true for you over the past week. If they are not

occurring, choose "Not at all." While answering the items, think about the experience of being diagnosed with
cancer as the event to which the items refer.

| Not at all ' Rarely Sometimes | Often
I think about it when I don't mean to O O O @)
:) :g(::ﬁ:ldge glg;if get upset wﬁen I think about it O o o o
I try to remove it from my memory O O O O
L ores or thoughs tht ome o my i O O O ©
I have waves of strong feelings about it O O O @)
I have dreams about it O O @) O
I feel as if it hasn't happened or isn't real O O O O
I try not to talk about it O O @) @)
Pictures about it pop into my mind O O O O
I stay away from rerﬁinders of it O O O O
Other things keep making me think about it O O O @)
fls:'lt ?airtetglgi ;lh;\irt; E;tn of feelings about it, but I O O '®) O
I try not to think about it O @) O O
| Any reminder brings back feelings about it O O O O )
My feelings about it are kind of numb O O | O O
ID#
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1. Today's date

month / date /  year

2. Date of Diagnosis

month / date / year

3. Which treatments have you received for breast cancer? (Select all that apply)

O Mastectomy

O Mastectoxhy with sampling of the lymph nodes

(O Mastectomy and reconstruction at the same time

O Lumpectomy (partial mastectomy) with sampling of lymph nodes under arm

(O Lumpectomy (partial mastectomy) without sampling of lymph nodes under arm

(O Chemotherapy

O Radiation

QO Hormonal tﬁerapy (e.g. Tamoxifen)

O Breast reconstruction after initial surgery

QO Prophylactic surgery (removal of non-cancerous breast to reduce future breast cancer risk)

(O None of these

4, Which treatments for breast cancer are you currently undergoing or have received in the past month? (Select all that apply)

O Surgery

QO Chemotherapy

QO Radiation

(O Hormone therapy (e.g. Tamoxifen)
O Undergoing no treatment at this time

5. What stage was the breast cancer? @) O @) O O
Stage 1 Stage 2 Stage 3 Stage 4 Don't know

6. How big was the tumor? (Describe below)

7. Was the tumor in situ? . O O O
Yes No Don't know

8. Was the cancer found in your lymph nodes? O O O
Yes No Don't know

9. Was the cancer metastasized? O O O
(i.e. spread to other parts of the body) Yes No Don't know
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10. Are there any medical treatments that your doctor recommended you O O
receive for breast cancer that you chose not to take? Yes No

11. If YES to question 10, which treatments that your doctor recommended did you choose not to undergo?
(Select all that apply)

'O Mastectomy - If you chose not to undergo any treatments, please give reasons below:
O Lumpectomy

(O Sampling of the lymph nodes
O Chemotherapy
O Radiation

(O Hormonal therapy (e.g. Tamoxifen)

QO Prophylactic surgery
(removal of non-cancerous breast to
reduce future breast cancer risk)

12. Have you ever been treated for the following? (Check all that apply)

a) Depression b) Anxiety
QO Yes, before diagnosis with cancer QO Yes, before diagnosis with cancer
O Yes, after diagnosis with cancer QO Yes, after diagnosis with cancer
O No, never been treated O No, never been treated

c) Other emotional difficulties

O Yes, before diagnosis with cancer
O Yes, after diagnosis with cancer

O No, never been treated
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