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1. Introduction

Breast cancer is a major public health problem in the United States accounting for nearly 30% of
all cancers and 18% of all cancer deaths occurring in women (1). It affects one in nine white
women, one in eleven black women and one in eighteen Hispanic and Chinese women in their
lifetime. Based on current mortality rates in California, one in thirty black women, one in thirty-
six white women and one in seventy Hispanic women, and one in eighty Chinese women will die
of breast cancer.

Although about one quarter of cancer patients in the United States use alternative therapies (2,3),
ethnic differences in the use and consequences of these therapies have not been examined. Our
long range goal is to assess outcomes including cost, quality of life, recurrence and survival
among breast cancer patients in four ethnic groups in San Francisco, California using conventional
and alternative therapies.

The specific aims of this study are:

1. To determine the types of alternative and conventional therapies used by women in four
different ethnic groups in San Francisco who were diagnosed with breast cancer between 1990
and 1992. The ethnic groups to be studied are Hispanics, whites, blacks, and Chinese--
Americans.

2. To determine the prevalence of use of conventional and alternatives cancer therapies alone in
combinations.

3. To assess the frequency and length of use of various medical care alternatives before and after
cancer diagnosis confirmation.

4. To determine the influences, if any, of ethnicity, nativity (foreign vs. US born), length in the
US, acculturation, family income, education, religion, social support, health insurance status, first
degree family history of breast cancer, age at diagnosis, stage at diagnosis, node involvement, and
estrogen receptor status on the use of different therapies.

We propose to conduct telephone interviews on approximately 400 breast cancer patients and
assess their treatment choices and factors influencing the choice.

II. Task Completed in the Past Year

1. A part-time research coordinator was hired in October 1994 who also speaks Chinese and
serves as a Chinese interviewer. Another Spanish bilingual survey worker was hired in June 1995.

2. Approximately 600 abstract forms with medical and surgical information on women diagnosed
with in situ and invasive breast cancer in San Francisco city and county between January 1990 to
December 1992 were requested from the California Tumor Registry which was operated by the
Northern California Cancer Center.




3. Development of the Survey Instrument

(a) The questionnaire of the study was developed and translated into Chinese and Spanish in
January 1995. (See Appendix I)

(b) A physician letter, a deceased patient physician letter, a case letter and consent form were
finalized in January 1995. (See Appendix II)

(c) Pilot tested, revised and finalized the questionnaire in February 1995.

(d) Back translating the translated questionnaire into English was completed in March 1995.

(e) An interviewer’s training manual has been prepared to explain the background and the
purpose of the study, including question by question instructions of the survey
questionnaire. (See Appendix III)

4. Telephone Survey and Data Processing

The telephone interviews began in March, between March 1 and August 15, 1995, a total of 369

physician letters were sent, and 264 case letters were mailed. 121 interviews have been

completed. Of these, 35 were whites, 28 were blacks, 23 were Hispanics, and 35 were Chinese.

All the completed surveys have been edited, and the collected data has been entered into the

computer.

The following tables shows the preliminary data.

Table 1: Indicates case status as of 8/15/95

Chinese cases have the highest refusal. The reason for this needs further explanation. The other

investigators from the Northern California Cancer Center have experienced similar high refusal in

the past, there is suspicion and distrust in the Chinese community.

Table 2: Shows the type of treatment for breast cancer by four ethnic groups

It is evident that ethnic differences prevail in the use of various therapies for breast cancer.

White cases used more dietary regimen and psychological methods than other ethnic groups.
The other treatment was mainly Tamoxifen.




Table 1

Breast Cancer Therapy Study

Case Status

Date: 8/15/95

White Black Hispanic | Chinese
Number of MD letters sent | 76 81 92 130
Number MD refusals 1 4 0 1
Number deceased 5 11 6 10
Number subject letters sent | 70 66 52 76
Number subjects on hold
(NA/CB) 28 17 20 12
Number subjects being
traced 2 14 5 6
Number deceased/no proxy | 0 3 0 3
Number subjects refused 3 1 1 19
Number never had breast
cancer 2 2 3 1
Number subjects completed
interviews 35 28 23 35
Number questionnaire
edited and coded 34 23 23 32
Number questionnaire key
punched 34 23 23 27




Table 2

Types of Treatment for Breast Cancer

White Black Hispanic Chinese
% % % %
Surgery
Yes 100 100 100 96
Chemotherapy
Yes 29 30 43 31
Radiation
Yes 57 35 57 42
Macrobiotics
Yes 3 0 0 4
Megavitamins
Yes 6 4 4 0
Other Diet Regimen
Yes 26 4 13 12
Homeopathy
Yes 3 4 0 0
Herbal Remedies
Yes 9 9 4 12
Psychological Methods
Yes 20 13 0 0
Physical Methods
Yes 11 4 9 0
Immune Therapy
Yes 0 0 0 0
Other Treatments
Yes 23 22 48 19




Conclusions

We will continue conducting telephone interviews for breast cancer patients in the next half year.
Statistical data analysis will be performed in the last six months of the study. No changes of
future work is recommended.
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02/16/95 LD.

Confidential Questionnaire

Department of Epidemiology and Biostatistics (Box 0560)
University of California, San Francisco
Choices of Breast Cancer Therapy Study

(415) 476-0743
Time Interview Started: Case's Diagnosis Date:
Interviewer's Initials: ___
Time Interview Ended Month Date  Year
Today’s Date:
Month Date  Year

0 Check here if this is a proxy interview. What is your relationship to:

Relationship:
How long have you known her?
years months
a Check here if case is deceased.
]
Hello, my name is from the University of California, San

Francisco. [ am going to ask you a series of questions for the Choices of Breast
Cancer Therapy study we are conducting. All information you give me is
confidential and will be used only in statistical summaries. Please feel free to ask
me for clarification if there is any question you do not understand.

Do you have any questions before we begin?

Quality of the interview: Good Fair Poor

— —— T eneem—

Questionnaire Edited By: on
initials date




Study 1.D.: Date of Interview:

Name of Interviewer:

ARG 2050 8 KEL - EATARGIG 19098 %

Before we start the interview, | need to confirm your eligibility for our study.'

AR AR KR 4%h&)%L,,ﬂ

7
v
1. Have you ever been dia nosed wit reasg‘cancer'7

Yes 1

No  Ryx i ApE Y A EA g Ak efy, 2 ISTOP
Right now we are interviewing only women who have had breast cancer.
But thank you very much for your willingness to help.

AT H 1916, 14 K AR Wﬂﬂ@fwg [SKIP TO Q3]

Don't know
 {La A 144 UAH T 7
2. Vc\; 2g%r'?ﬁumﬁrzt dia nEo£ ed with breast cancer? /

month  year

L iy

to ask you some questlons about yourself.
ATE T LT L R
3. Wha I n uage is often spoken in your home?

Spanish

Chinese

English

Both Spanish/English equally
Both Chinese/English equally
Other

Don't know

© O O &b W N -

(R ST LT £ TR

How would you rarj e your h aI nowadays’7 Would you say it is:
( READ ALL CATEGORIES)

Excellent 4% ‘3’(7’63
Good % ]
Fair kL ED
Poor ﬁﬁ\ i

Don't know
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7a.

7b.

7c.
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How wo )‘Ibur health during your adulthood before the breast cancer
diagnosis? Would you say it was:
( READ ALL CATEGORIES)

Excellent 7 %13 1

Good &7 L. 2

Fair % %M 3

Poor 1’& i 4

Don't know 9

Fa A A A on ? AL -
How was your breast cancer first discovered?
Was it:

( READ ALL CATEGORIES )

By yourself W ZM L% 1 [SKIP TO Q7b]
By clinical exam v ‘7sz&/§“ M 2
By mammogram WAY AMA £4 3
Other (specify) 4
Don't know 9

B e A ERIED A BAS TR Gof s TALHEIH 4, 2
Before you were first diagnosed with breast cancer, did you notice that something
might be wrong?

Yes 1
No 2 [SKIP TO Q8]
Don't know 9

Af% 2. @2‘% _%‘“/J’L 7
What was it you noticed? [RECORD VERBATIM]

EA BN LT BRI R 5 B PR L A 5% 7
l\'-'iov{; 'fongﬁée/%o%eﬁthé br;%as cgngg?\diagnosiﬁvaﬁs é’onfir‘rr?\{e%'did ¥0u7 néoﬁ:éﬁ )
that something was wrong?

(days) (months)




TREATMENT FOR BREAST CANCER

A 4 -7 3 \ % M el T _ >,

( S b Y AR Y £ il ¥ 3 G 4L Ra) A A
Iﬁ%ﬁ%gﬁtﬂas gfg\u/go’r‘réejguegtiobnsgag’ou %égyf\riﬁ/t}s ;ndjtéri;%es you “n}ia)? h\;i%/j;sed
to help you deal with breast cancer.

% e AR A G G Y ?

As a result of the diagnosis of breast cancer, did you have (treatment)?

(READ ALL THE CATEGORIES) Yes No DK

a .Surgery j #1 . 1 2 9
&t =

b. Chemotherapy 7» . 1 2 9

c. Radiation therapy V&L % A 1 2 9

L ET TS B S L 1N R A

As a result of the diagnosis of breast cancer, have you tried (treatment)?

(READ ALL THE CATEGORIES) Yes No DK

d Macrobiotic et 1 AT L HMGU AN 1 2
e. Megavitamin therapy ﬂ&ﬁ&%% % ﬁ» ¥ 7n 7%5’%\ 1 2 9
f. Other dietary therapy 4 A ﬁf(’f@%;i\

( Specity ) 2 9
g. Homeopathy Ngf% )7{»1'/'7557';\ 1 2 9
h. Herbal remedies h % #9 1 2 9

i. Psychological methods ’U‘fﬂﬁ%é\ )
(e.g. meditation, imagery) (¢~ . BB 1)
j. Faith/spiritual healing 17/ w“i%;/ﬁ 1 2 9

k. Physical methods gﬂ(‘fiﬁ;ﬁ\ Cwa%@‘ %‘(_%\ - fﬂ/@‘%i}
1

(e.g. massage, relaxation,acupressure/ acupuncture)

l. Immune therapy %/{f%/i\

(e.g. Livingston Therapy, | A T) _ 1 2 9

W A S e L g3 Firk Fr ohl”

Were there any other treatments or therapies
you tried as a result of your breast cancer diagnosis? 1 2 9

—t
N
©w

(If yes, please specify )
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ARG A i TN Ra b w9 K AR S
26.  Now I'm going t0 read a list of conditi s and symptoms. Please tell me if you ha

any of these conditions and symptoms in the 2_years before the breast cancer ! «@j}]’
diagnosis? Please answer yes or no. '

(READ ALL THE CATEGORIES) Yes No DK
LA & A A% Rt
a. Tumor or Cancer (other than breast cancer) 1 2 9
Wy 94 %

b. Diﬁggstiv@e grgtﬁ?mg 1 2 9
- H A >

C. Lﬂﬁ%éﬁzaﬂf&d@r{bﬁblems 1 2 9
.. 7L A S

d. G&ﬁr{gc/olégfcg?/r%ﬁstrual problems 1 2 9

e. ﬁﬁot@lﬁns 1 2 9

A H
f.  Obesity 1 2 9
g. Deptf%ssion 1 2 9
KR

h. Irfgomm% 1 2 9
£ 54950, {;(

i. H‘Gr%ag Immuﬁg%;@ef ciency Virus (HIV) 1 2 9

j- A!:%hzri;ti; " 1 2 9

D 7

k. Bﬁ;%c@progle?ns 1 2 9

. H;e%ﬁches 1 2 9
e .

m. ther ( If yes, specify ) 1 2 9

L tvfi HAEBELL 4

Now I'd like to ask you some questions about your family history.

AL AA B Ao,
27.  Did your mothér ever have breast cancer?
Yes 1
No 2
Don't know 9

ENY G budo 7 IR IASA 98I A a7

28. H‘gw many natural sisters, including half sisters, do you have?

[IF NONE, SKIP TO QUESTION 30}

16




o 198555y AR IR TSR

29. Did any of them/she ever have breast cancer?

Yes [Specifyhowmany ] 1
No 2
Don't know : 9

o BT

any daughters do you have?

[IF NONE, SKIP TO QUESTION 32]
o R AR AT S A

31. Did any of them/she evér have breast cancer?

Yes [Specifyhowmany_____ ] 1
No 2
Don't know . 9

i 5ymg 44 o104 forh Y A LR AL

32.  Did either ot your grandmothers ever have breast cancer?

Yes [ Specify paternal/maternal/both ] 1
No 2
Don't know 9

£ 4 A y 4 N 7

A5 RS A4 2

33. &J/Zny o?{%ur lose frien%éﬁejv%ave breast cancer?

Yes . 1
No ' 2
Don't know 9

[IF YES FOR ANY RELATIVES AND/OR FRIENDS, ASK Q34;

OTHERWISE SKIP TO Q35.]
B b AN ko MITAATA IR, A VB oty 7)1

34. Did {l\iﬁfact that your relative(s) and/or close friend(s) haﬁj re st)clanﬁ influence
your choices of breast cancer treatments?

K YR ik DRI

Yes 1
No 2
Don't know 9

17



GHABD AR IR R 5 G DA 2
35. Before the breast cancer diagnosis you pamcnpate in any of the following kinds
of groups at least once a month?

( READ ALL CATEGORIES) YES NO DK
l( Ql ﬁégs%rgu 1 2 9
//{\ﬂ fq; ?L ﬁf’i M% l{% l%

A non- rehqsous socual or ?creatlonal group’7 1 2 9

. A
Aqabor g?non com \ercial group, or pro ession l sociation? 1 2 9
STAEC e i
oup concern hl|d suchas P oy Scouts? 1 2 9

~N L ‘
y “Wg‘p conc neij with commumty bétteng ent, chanty. or service? 1 2 9

{ |
an j%hgr ?roup? . 1 2 9

LAEAAY, EH bt Byt hdutor @ A4 Tk
36. Before you were diagno eg h breast cancer, how satisfied were
you with your personal life? Would you say very satisfied,

generally satisfied, somewhat satisfied, generally dnssatlsfle
very dissatisfied? A #K  # fin - ’K%ﬂ:i, L EF %%\ x ;X%,@’F%j A%’;u

Very satisfied
Generally satisfied
Somewhat satisfied
Generally dissatisfied
Very dissatisfied
pon't know

’ . % /f 4 /f i

37. Qén)'zr?jo 6{:"? gagsf”act/lrorg v/;ft f)gou% p rgcnal %fg—'béfore the t;%eaitﬁaﬁnce’[ f @‘0
dlagnosxs please rate t} %ollp ng as poor, falr ood very good, or excellent:
4k Py A AR AT 4T -

( READ ALL CATEGORIES )

%/J({ﬂ ';LV) MHZL

e amount of togethemess
and cohesion you had with
ther famnly or friends 2 3 4 5

1y A suppngr%a J 443 »lemz

and understanding

W O B W A -

poor fair good  very good excellent

you gave each other, 37 f 1 2 3 4 5
r4l) Y,
{9( d\%irﬂil\t yc,>ﬁ #ﬁed tl{uf'\g%
over 1 2 3 4 5

18




A SRR, AT Mfi {% 4l A GEpIIA
38. Be%r’e tsr(\lfsf%rea)st ¢anc %{I gniiﬁs( yﬁo fc%t e%mfé{ d/fiLyou enjoy:fhe” '{
things you did? Would you say all of the time, usu % sometimes, a little of the

time, or never? ;ﬁﬁ/ ,%jﬂ;t 4M{ P& k Mj\f #LW\/IC

All of the time
Usually
Sometimes

A little of the time
Never

Don't know

i ﬁf’?f&nd‘l* Ty M“ﬂt"‘ e Sy 1Y 4 M,mez

39. Since y you 'had br ancer, have yo started stopped,

© O s WD -

continued to do, ¢ r‘ontmued not to do each of these things: KAk; % 3 yj 7
( READ ALL CATEGORIES ) started siepoed continued  continued
do notto do

158 Yf{/]

E er sing 1 2 3 4

b":o ing 1 2 3 4

lér{n{n Ico? i 1 2 3 4

dgs ‘el‘. aﬁ kjnd : 2 3 4
e”r'{dm ag'ﬁp nt'group 1 2 3 4

Now I'd like to ask you a few questlons abo jlﬁour menstrual history and
¥

background. ¢f 4 A i) 4 2% L4 b
N P €8 L B S A o A

old were you w ou had your flrst menstrual period?
(years)

»7 2
41. Have) )%UZeac hed %enopause also known as "the change of life"?

Yes A 1
No 2 [SKIP TO Q43]
Don't know 9

) s 49 ¥4 if v 7
1\ é\ g% we?e% fv%hejn gouLF\ d%o%r%st menstrual period?
(years)

19




Qg B3Il o BErmhn kg EE wankt w4 Dofthn ¥
43. ow many imes have you been pregnant? g « r L.

Please include all pregnancnes live births, st{n |rt s, miscarriages,

tubal or ectopic pregnancies, and abortions.

SRR R Ak

44, at country were you

U.S.A. 1 [SKIP TO Q46]
Other 2

Don't know 9

% CAN PR

45. How many years have you lived in the U.S.?

(years)

R A A S A

46. How Iong have you lived In San Francisco?

(years)

i 5L 5 -

47. Around th tlme reast cancer was diagnosed. .

Yk g 7

a. Were you living alone?

Yes 1
No 2
Don't know 9

A4 {
b. V\g; f ygu r%a%éét‘skthjen@

Married or living with someone
Previously married, now single
Never married

Don't Know '

O W N =

20



a1 Z i d Ly
a7, v&‘m“%?ﬂff'gwqﬁ’{%@‘/t

at was your religion af the time of your breast cancer diagnosis?

Protestant
Catholic

Jewish
Islam/Muslim
Buddhist
Ancestor worship
Other
Combination
No Preference
None

1. <ﬁ,{ LA teach by 0T - BEAEL 2 Bl -
d. r‘é’uﬁd t ﬁirrlfed\«Nhgenfthe t:](reﬁﬁst canﬁerfwas%%gggieg\gmat k‘l%g of health care
coverage or insurance did you have, if any, such as Kaiser, Health Net, Take

Care, Blue Cross, Blue Shield, MediCal, or MediCare?

W O NOOO;M A WN =

-
o

Government (MediCal, MediCare, Veterans Administration)
Private insurance or HMO

None

Don't know

©O© W N —

2 17 % 40 YK o) Lo AERG A5 RIHA 7

What was the highest grade of school you have completed, not‘including
English language classes and job training classes?

None

Elementary

Junior High

High School

Some Undergraduate
Undergraduate Degree
Graduate School
Don’t know

O N O O &b WN =
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kAR AR T LMt

. Fina Iy, I'have a questuon about your hous ncome. We under that i may be
difficult to estimate income. However, this information will help us to understand more
about the factors influencing treatment chox s in our 2ommun|ty . This information as all

other data will be strictly confidential. C% ,{/t Ao K 4158k 5.4 %‘(/ [ 74
¥6932M ), G FE AT A
49. During the last year (199__), how mani\ﬁ%gp!e dep%ﬁdeéé on%)%u A} 7
total household income?

455 (94 03, A IKF BOPeOFIFR T

50. | would like to read you a list of income categories.Please estimate the approximate
total pre-tax income of your household for the last year, 199__? Please include
money received from job wages, social security income, retirement benefits,
unemployment benefits, welfare progr s, etc. Would you sa¥
( READ ALL CATEGORIES ) ¢, % T LA ;b .

\,ﬁ‘hﬁ“{’ I, ﬁfi\"f (IM )’T/ -

Less than $10,000 %3 ;y\ ﬁ 7&% f“’f}z W) 4 /.
$10,001-$20,000 TEN Kﬁwj?’ ’Fff ¥ % 2
$20,001-$40,000 % BL M % qh ™ @/{4ﬁﬁ0}» J, 3
$40,001-$60,000 " 4
$60,001 or more z?;j]ﬁ 1 W\/ﬁ 1[55/] 5
Refused 8
Don't know 9

/

/‘H“\i'ﬂ"«"f L.z7 fo/g Y '(I ’W/r \ 7{% Vﬁ{ %%&%ﬁﬁk

51.  Are thére two eople nends or relatlves that'we could contact in’case you
move and we n {id to con act you? What are their names and telephone,

numbers? © jw/\ MY &R /WE f’f*ﬂi’/jﬁjﬁ% A %)7;5%%
Phone number

1)

2)

[ RUAATY . HIN AR I SF Tt 7

52. Those are all the questions | have for you. Do you have any comments or questions?

53. [DO NOT READ] Did subject request results?

a—t

Yes
No 2

THANK YOU VERY MUCH FOR YOUR PARTICIPATION.
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-+ 06/01/95 I.D.
Cuestionario Confidencial
Departamento de Epidemiologia y Bioestadisticas (Box 0560)

Universidad de California, San Francisco

Estudio sobre Alternativas de Terapia para el Cincer en el Seno

(415)476-0743
Tiempo en que comenz6 la entrevista: Fecha en que se diagnosticd el caso:
Iniciales del entrevistador: Mes Dia Ao
Tiempo en que terminé la entrevista: _______ Fecha del dia de hoy:
Mes Dia Ao
Marque aquf si la entrevista es con un apoderado. ;Cudl es la relacién con: ?
Relacién:
¢Por cu4nto tiempo la ha conocido? I
Afios  Meses
Marque aquf si la persona ha muerto.
Hola, mi nombre es de 1a Universidad de California, en San Francisco. Le voy a hacer una

serie de preguntas para un estudio que estamos haciendo sobre las alternativas de terapia para el c4ncer en el seno. Toda
1a informaci6n que usted me de es confidencial y serd usada inicamente en resimenes estadfsticos. Por favor sientase
contoda libertad de pedirme que le aclare si hay alguna pregunta que no entiende.

; Tiene alguna pregunta antes de que empecemos?

Calidad de la entrevista:  Buena Regular Mala

Cuestionario editado por: el
Iniciales Fecha




-~
a

Estudio #: Fecha de la entrevista:

l Nombre del Entrevistador:
| ‘

Antes de comenzar la entrevista, necesito confirmar si Ud. califica para nuestro

estudio.
1. iAlguna vez le han diagnosticado céncer en el seno?
St 1
No 2 (jPARE!)
Ahora s6lo estamos entrevistando a mujeres que hayan
tenido cédncer en el seno. Pero muchas gracias por estar
dispuesta a ayudar.
No sabe 9 PASEAL3
2. i Cuéndo le diagnosticaron por primera vez Y A
céncer en el seno mes  afio

Ahora me gustaria hacerle unas preguntas acerca de Ud.

3. i Qué idioma se habla més a menudo en la casa?

Espaiiol

Dialecto Chino

Inglés

Ambos Espaiiol/Inglés por igual
Ambos Dialecto Chino/Inglés por igual
Otro

No sabe

O AN LB WN -

4. (C6émo catalogaria su salud en este momento? Dirfa que es:
(LEA TODAS LAS CATEGORIAS)

Excelente
Buena
Regular
Mala

No sabe

O W=




5.

Ta.

7b.

Tc.

,C6émo catalogarfa su salud como adulta antes de que le diagnosticaran cdncer en el seno? Dirfa
que era:
(LEA TODAS LAS CATEGORIAS)

Excelente
Buena
Regular
Mala

No sabe

O H LN —

(C6mo le descubrieron el céncer en el seno?
Fué:

(LEA TODAS LAS CATEGORIAS)

Ud. misma 1 (PASE AL 7b)
Un exdmen médico 2

Un mamograma 3

Otro (especifique) 4
No sabe 9

. Antes de que le diagnosticaran céncer en el seno, not6 que algo podria andar mal?

Si 1
No 2 (PASE AL 8)
No sabe 9

+Qué fué lo que not6? (ESCRIBA PALABRA POR PALABRA)

(Cuinto tiempo antes de que el diagnéstico de cdncer en el seno fuera confirmado not6 Ud. que
algo podia andar mal?

(dfas) (meses)




TRATAMIENTO PARA CANCER EN EL SENO

Le voy a hacer algunas preguntas acerca de los tratamientos y terapias que Ud. puede haber usado para
ayudar a controlar el c4ncer en el seno.

8. Como resultado del diagnéstico del céncer en el seno, ;, recibié (tratamiento)?
(LEA TODAS LAS CATEGORIAS) NI No  No sabe
a. Cirugia 1 2 9
b. Quimioterapia 1 2 9
c. Radiaci6én 1 2 9

Como resultado del diagnéstico del cdncer en el seno, ha probado (tratamiento)?

(LEA TODAS LAS CATEGORIAS) Si No __No sabe
d. Dieta macrobidtica 1 2 9
e. Terapia de megavitaminas 1 2 9
f. Otra terapia dietética
(Especifique ) | 2 9
g. Homeopatia 1 2 9
h. Remedios de hierbas 1 2 9
i. Métodos psicol6gicos
(ej., meditacion, visualizacién 1 2 9
j- Fé/Cura espiritual 1 2 9
k. Métodos fisicos
(ej., masajes, relajacién, acupresion/
acupuntura) 1 2 9
1. Terapia de inmunizacién
(ej., Terapia de Livingston, A T) 1 2 9
9. ¢Ha habido cualquier otro tratamiento o terapia que haya probado como resultado del
diagn6stico del céncer en el seno?
1 2 9

(Si si, por favor especifique )




oye 1319) st

iopugn)?

*OLNJIIAVLIVIL
FALNAINDOIS TV ASVd ‘wONu IS

‘OdINHL VAVH VAVLISIAZYINA V1 d3n0
VIFAAS SVIN VIOAYIO V1 NI Svavsvd
SVINNOFdd SV1 3d OLSdd 13 VOVH

{[BOIPEY EJUIOIASEN ‘P

T I

{EPEOIPOJN [EOIPRY BJWOIISEN "0

¢ ' 7 1 Jceywopadun ‘q
SETIRTy? ON N z 1 ¢ eisdolg e
{BATIONIISUODAI B} 3110 UOIIOIY a1?| TEIWmTD ON D
-+ - uosaroy 917 el
VAILDNYLSNODHYA
VIONAID VIOMNAIO

opm3as o

‘orouiLid |2 uod Jezadwd € SOWEeA

‘0UdS [@ Ud JADUEd [IP 0dpsoudelp [P sandsap

opiua} By 'pn) 2nb sojuUdIWIEIEI) SO[ IP OUN EPED IP BIIDE sejundaad seunsje Jaoey 8 A0A 3| vIOYY




*IT "1V dASVd

‘I IV dASVd

‘I 1V dSvd ‘1T 1V dSvd
“HAIVS ON. O «ON» IS | ‘«HAVS ON.. O «ON» IS “«AIVS ONu O «ON» IS | ‘«HIVS ONu O «ON» IS
6 [4 1 6 (4 l 6 (4 l 6 [4 1
{, (O1uanuviviy)
HESON ON IS | 3qEWON ON IS | 3qEON ON 15| 3TN ON TS 2159 vIoURW BUNSE
op oyep oyoay ey e1? B0z
[(VigvIvd
J0d VgV Ivd vaROSH]

i (oanuvivy)
[° opepnAe ey e[ anb 'p)
Juars erouew ynb oq?

‘0dNAV
v1 dN0 OIANOdSTY IS 961
‘eQZ "1V ASVd ‘807 TV HSVd ‘g0Z 1V dSvd ‘egZ TV ASVd
“AIVS ON»s O «ON»» IS | ‘«HAVS ON» O «ON» IS “AIVS ON» O «ON» IS | ‘«HIVS ON» O «ON» IS
6 (4 I 6 4 1 6 (4 1 6 (4 1 (opepnie
'Y B] (Osuanuvipndy)
JqESON ON 1S 3qQeS ON ON 1S IqESON ON 1S IqECS ON ON TS 9189 onb PN oEomm..v 861
soye sasomt sejp soye sosoul SeJp
((s)osuanupipay) $0159/3183
om3rs odwon owuynd 1047 ‘qQ1
NOIOVIAVY VIdVEELOININD VALLONALSNOOHY VIONAID

vIONAIOD




666 aqes ON

0  Jelera onb ejudl oN

(sey[rur)
BIOURISID

(somurur)
odwan

666 aqes ON

0  Jeleia onb gjuol ON

(seru)
BIOUBISIP

(somurur)
odwan

666 aqes oN

0  Jefeia anb gjudl ON

(seqw)
BIOURISID

(soynurur)
odwon

666

0

(somuryur)
odwen

aqes ON

Jefe1a onb ejusl ON

(seqqru)
BIOUBISIP

(NOIDVIAVY
X VIdVYALOININO

vivd O108)
ZIA eped

¢ (owuanupiv4y) e3qroal snb
ZoA eped Jefera onb epua)
odwon ojupnd 0/4 €I[aNA
£ ept eUEISI 9007

K44

6 7 1

eS ON ON 1S

3qeS ON SN IS

6 [4 [

6

TS ON ON 1S

TIPS ON

ON S

Joluatweren

9159 "P[] EUEPUSWOIA
‘erejungaid 9 ouss

I3 U 190Ugd Uuod usmare
157 ‘erousuadxo e1so epeq

1T

[vagvIvd

¥Od V¥EVTvd Vardosd)
((onuanuviv.)

2183 oyep oziy 9] onb 'pn
Juats eiouew ynb oq?

‘ONVd OZIH

947 An0 OIANOdST IS 90T

NOIDVIAvd

VIdVIFZLOININD

VAILLONALSNODHA
vIiondid

viomdio




aqes ON 9qes ON 6 9qes ON 6 2qes ON
((otuanumipag) 9159 10d reded
$ $ $ $ op s[qesuodsar pnj pn) onb
[ 9p [E103 PEpNUED ¥ 90J [FnD? 'qpT
aqes ON oqes ON 6 aqes ON 6 aqes ON
ON ON| ¢ ON| ¢ ON
o3e s 03reys| T o3reys| ¢ o3[ ‘S
(OLNAINVLVYL (OLNTIWV.LVYL (OLNIINVLVIL
HINFINDIS JINIINDIS JLNAINDIS (VALLONYLSNODIAY
1V dSVd) 1V dSvd) 1v dASvd) SODm,_U vV ASVd) (soingos ap eyyedwod eun
. opo} IS opo US| 1 opo3 US| I opoj 4s| Jod opeSed (ousrurelen) [9p
_ 03500 [9p aued 0 opol 9nJ? €T
VAILDNALSNODHA
NOIDVIAVH VIdVYALOININO vIOMAIO vIiondiod




6 9QeBSON | 6 9qesON | 6 3QESON ]| 6 3qes ON
( ( ( (
anbyy1oodsy) onbyroadsy) anbyoadsg) onbyoadsy)
4 0no| v onot v oNno | v ono
€ odopoup un | € odopoup unn | ¢ odopaup un | ¢ 08019ouQ uN
7 owopun | ¢ opopun | T opopun | J0190p U )
; ma? -
1 PWISTW OX | ] ewstw 0X | ewisitoX | 1 BUISTW O X {oWRuIEen 1P A UMY T
(viavIvd
JOd VgV TVd veardosdl
((osuanuvip4y) 2 BASISUOD
onb uo equosap 10aB] 10d? T[]
‘OLNIIAVLIVYL ‘OLNHINVLVIL ‘OLNHINVLVYL ‘OLNHINVLVIL




()]
6 9qesON | 6 aqesoN | 6 aqes ON 6 3qes ON
(e9] Te ASVd) (891 Te ASVd) (e91 ® ASVJ) (e91 [e dASVd)
C ONi ¢ ON [4 ON| ¢ ON
i(oanupiod)
1 IST 1 IS 1 IST 1 I 2159 9p €0I208
10100p ns uod 9[qeH? ‘pI
6 oqesoN | qes ON
6 2qesoN | 6 aqes ON
S S S S
(anbyioadss) onp (anbyoadse) onp (onbyadsa) ong (enby100ds3) 000
14 14 14 L4
(enbyroadsa) (enbyroedsa) (enby1oadsa) (enbyioadsa) {sauany
Seno n (se)solspuernd
pOJES B[ 9P [BUOIS9J0I] pures e[ op [euorsajold phfes e 2p [BUOIs3j0Ly pujes e[ 9p [eu0Isajold (2)0JoULIRJUS (B)UN
¢ UQIOBOWMWIO) 9P SOIPOJ | € UQIIEDIUNWOD 9P SOOI | € UQIOEOUNWOD 3p SOIPOIN €  UQIOEJIUNWOD) 3P SOIPAIN ‘(e)odrpyul (e)un ‘(BIS1AI
| ‘0o1pouad ‘orpel ‘A1)
4 (eyo3mury | 7 (e)yomury | T (eyodry | ¢ (e)o3mury UQIORITUNWOD
1 errure | | e | | elrued | 1 eipwey | 9P Soipawt ‘(e)odiure (e)un
‘eriwrej g] 9p olqualu
sejsandsal ua«mv.—mmvu sejsandsaa sejsandsal un lod ** (OjusLUDIDL)
2 .
sajdpjpw  B3jWIIdg sadpjpw ejjwiIag soidpnw  BWIdJ ssdpjnu  ejWIAG 9153 3p 9IANUI IS AW~ el
OLNIINVLIVIL :OLNAIANVLVIL ‘OLNAINVLVIL

‘OLNIATNVLVIL




10

66 aqes ON 66 aqes ON 66 aqes ON 66 aqes ON
oye / oye / oye / oue/
‘sowr/ ‘sowr /T ‘sowr / ‘sowr /T
‘eURWDS / ‘feuewios / T ‘euewids / T ‘euewas / T
((o1uanuviniy) A3
‘eJp/ ‘gJp/ ‘ejp/ ‘ejp/ oImS1s oye/soul/eUBUSS
/ep 10d saoea seiugn)? 9]
6 2qes ON 6 2qes ON 6 aqes ON 6 2qes ON
€ OpI9NOE 9P OATISH € OpIoNOE 9p OATUSH € OpJonoe 3p OANISH € opIonde 9p oASy NMU«MM“MWMMQM%M
(4 owlao | ¢ oelao| T oplao] T 919(q0 013[q0 N OPISNOE 9P OANISI
UAWO039 U099 USUIOd UQUI0Dd ‘9puoWI0dal 7 "JOJO0p S
1 op d [ op d 1 op d I op d op eisondsal B[ 90) Eny? S
‘OLNIINVLVIL :OLNJINVLIVIL ‘OLNTIINVLVIL :OLNAINVLIVIL




11

6 aqes ON 6 aqes ON 6 2qes ON 6 aqes ON
T ON 4 ON [4 ON C ON
(61 18 ASVA) (61 B ASYJ) (61 e dSVd) (61 £ SV A...«S:mguch»
[° OpUSIqLoal
) J
1 JS [ JS 1 S 1 S ‘eJABPOL Pl ﬁwmm.w ‘L1
66 ~ oqusoN | 66 aqes oN | 66 aqus ON | 66 aqes ON
soye sasow soye sosowt soye sasow soye sosouwt ((oanuoind)
[° PN 9IN31s [€10)
uo odwon oyugnd 1047 "q9]
‘OLNAINVLIVIL ‘OLNAINV.LVIL ‘OLNAINVLVIL ‘OLNATNVLIVIL




66 aqes ON | 6 aqes oN | 66 aqes oN | 66 oqes ON
8 8 8 8
(enbyoadss) onp (enbyoadsa) onQ (enbyyoadsa) onp (enbyroadsa) onQ
L 10300 J9p ofssuo) | L 10100p [op ofesuo) | £ 10100p [op ofesuc) | L 10300p 19p ofosuo)
9 ojarureien (9 Jod | 9 ooiweenjolod{ 9 owoiweien piod| 9 ouatwelen |9 Jod
$SOSOJOJOP $0309J3/EPOWIQOU] SOS0JO[OP S0109)3/ePOWQIU] $0S0JOJOP S0109)3/epOWIOIU] SOS0JOJOP S0109J9/8 POWIU]
S 9309dwd UPINPUOD S oJoodure ugropuo) | ¢ gloadwe ugoipuo)d | ¢ 910adwo uQIOIPUOD)
12 giofouwr UQIOIPUOD | ¥ giofow ugIPUOD | v giofow u9IPUO) | ¥ gofow UQIIPUO) ,
£ QIQUIBD OU UQIIPUOD | ¢ QlquIBd OU UQIPUCD | ¢ Qlqured ou UQIdIpuoy | ¢ Q1quIed OU UQIdIPUO)
z 0s01S00 AN | T 0so1s00 An | 2 0801500 AN | T 0501509 AN
1 ugises ejos euny | | upisas efos eun) | 1 ugisasejos eun) | 1 | UQISas BJOS BU[)
(9fep of pnb 1047 81
{OINIINVLIVIL ‘OLNTINVLIVIL :OLNAIANVLIVIL ‘OLNHINVLVIL

12



(viagvIvd

¥0d VgV TVd VEROSH]
((oanuoivy)

a1se oyep oz1y 3] 2nb 'p)
a1uals exouew ynb aq?

‘ONVd OZIH
47 43N0 OIANOdSTH IS '90T
‘1T 1V dASVd ‘17 1V dSVd ‘1T 1V dSvd ‘1T 11V dASVvd
.aamam OZ.. O aaozv' Hm .a.m—.m_H{w oz: O SOZ.v Hw m:mm<w oz: O .aOZ: Mm aaummdwm OZ: o aoz-o Mm
6 [4 1 6 (4 1 6 4 I 6 4 1
i (O1uanuvin43)
ES ON ON 1S 3qS ON ON 15 IqESON ON TS 3qeS ON ON 1S 2159 BIoUBW eUNng[e
Sp ouep 0yoay ey ¥1? BQT
(vagvIvd
JOd ViIgVTIvVd 2 ()
¢ «S:w.:tgtc
[° opepnAe ey e| anb 'pn
esuoid eiouew ynb aq?
‘OdNAY
v1 3N0 OIANOdSdY IS 96!
*80Z 1V dASVd ‘gz 1V ASVd ‘807 1V ASVd ‘g7 1V dASvd
“AIVS ON. O «ON» IS | «HIVS ON. O «ON» IS |‘%d4dVS ON. O «ON» IS “AIVS ONow O «ON» IS
6 z I 6 4 1 6 4 I 6 z I {opepnie
vy ®[ (OIunuvIDL)
TS ON ON TS 3qeS ON ON 1S e ON ON 15 VS ON ON TS 2159 onb esuaid 'pn? el
OLNJINVLVIL OLNAINVLIVAL 'OLNIIAVLIVIL OLNAINVLVIL

13



14

2qes ON 9qesON| 6 aqes ON 2qes ON
ON ON ON ON
o31e ‘S 0818 IS| ¢ o3ie S o3ie JS
(soingas op
(sT 7TV ASV) (sT IV ASVd) (sz 7V ASVd) (sz IV ASVD) op .&c«nEoo gun Jod
opo3 IS opo3 IS opo} ‘IS opo3 ‘IS opesed (ousiureien) [9p
0350 [op oued 0 opol yng? €T
666 aqes ON 2qes o
666 BSONY 666 oqes ON | 666 aqes ON
0  Jefera onb ejual oN
0  Jefein onbejual ON 0  Jefera onb gjudl oN 0  Jefeia onb gjual ON
(soymurur) (serrmun)
odwon  ®IOUMSP (somupc)y - (SmeD (sowupm)  (sefnw) (somunw)  (seqw) ¢ (osuanupivyy) Bjq1oa1 onb
: : : odwen BIOURISIP oduen BIOUBISIP ZoA eped Jefela onb ejuan
odwon ougnd o/4 (BI[ANA
£ epy) eouwsp 900? 7T
Jouaiureien
6 z 1 6 z 1 2159 "P[) BHEPUSIWOI3I
_ 6 ¢ ’ 6 ¢ ! ‘exeyungaxd 9 ouas
e ON ON TS : 3qeSON oN 1S [@ US 130UEd U0d uoms[e
3qeS ON ON TS SqeSON ON I 1s ‘erousuadxe eisa epeq? 1T

OLNIINVLIVIL

‘OLNIINVLIVIL

:OLNHINVLVYL

‘OLNHINVLVYIL




15

6

S ON

ON 15

3qTS cZ.

ON S

6

6

IS ON

ON I

JESON

ON 5y

{OUSS [3 Ud JooUupd 9p
oonsgudelp [op SAIue
soue 7 (owudnuvivdl)
2159 'p) 0an o omsig?

ST

2Ges ON

2qes ON

aqes ON

aqes ON

iS(o1uanunpay) 19 Jod
reded op s[qesuodsaa

9nJ onb e[ op

[€10) pepnued e[ 90 [pn)?

R4

2qes ON

2Qes ON

aqes ON

aqes ON

Jeisia eped Jod
reSed op s[qesuodsal
9ny onb e[ op orpowoid

pepnued e| 91y [xnD? EpT

‘OLNJINVLIVIL

OLNAINVLIVIL

‘OLNTFIANV.LVIL

‘OLNIINVLVIL




26.  Ahora le voy a leer una lista de enfermedades y sintomas. ;Por favor digame si Ud. tuvo

alguna de estas enfermedades y/o sfntomas en los dos afios antes del diagndstico de
c4ncer en el seno? Por favor conteste si 0 no.

(LEA TODAS LAS CATEGORIAS)

a.

Tumor o cdncer (ademds de cdncer
en el seno)

Problemas digestivos

Problemas de la vejiga o el
sistema urinario

Problemas ginecolégicos o menstruales
Problemas de la piel

Obesidad

Depresién

Insomnio

Virus de Inmunodeficiencia Humana
Artritis

Problemas de la espalda

Dolores de cabeza

Otro (Si si, especifique

N No  No sabe
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9
1 2 9

Ahora me gustaria hacerle algunas preguntas acerca de su historia familiar.

27.  (Alguna vez sufri6 su madre de céncer en el seno?

28.  ;Cui4ntas hermanas, incluyendo medias-hermanas, tiene?

Si
No
No sabe

(SI NINGUNA, PASE A LA PREGUNTA 30)

29.  ;Alguna de ellas/ella ha tenido alguna vez céncer en el seno?

Si (Especifique cuéntas )
No
No sabe

O N =
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30.  (Cuintas hijas tiene?

(SI NINGUNA, PASE A LA PREGUNTA 32)

31.  ;Alguna de ellas o ella ha tenido alguna vez céncer en el seno?

Si (Especifique cudntas ) 1

No 2

No sabe 9
32.  ;Alguna de sus abuelas ha tenido alguna vez céncer en el seno?

Si (Especifique paterna/materna/ambas ) 1

No 2

No sabe , 9
33.  ;Ha tenido alguna vez alguna de sus mejores amigas cdncer en el seno?

Si \

No 2

No sabe 9

(SI RESPONDE SI PARA CUALQUIERA DE LOS FAMILIARES Y/O AMIGAS,
PREGUNTE LA 34; DE OTRA MANERA PASE A 35)

34.  ;Elhecho de que su(s) familiar(es) y/o amiga(s) tuviera c4ncer en el seno influy6 en el
tratamiento que Ud. escogié?

Si 1
No 2
No sabe 9

35.  ;Antes de padecer de cdncer en el seno, participé en alguno de los siguientes grupos por lo
menos una vez al mes?

(LEA TODAS LAS CATEGORIAS) St No  No sabe
Grupo Religioso 1 2 9
Grupo social o recreacional no religioso 1 2 9
Grupo gremial, comercial o asociacion

profesional 1 2 9
Grupo que se preocupa por los nifios, tales

como PTA o Boy Scouts 1 2 9
Grupo para mejora de la comunidad, de caridad

0 servicio 1 2 9
Cualquier otro grupo 1 2 9
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36.

37.

38.

39.

¢ Antes de que le fuera diagnosticado céncer en el seno, cuén satisfecha estaba Ud. con su vida
personal? ¢Dirfa Ud. que muy satisfecha,  generalmente satisfecha, de alguna manera
satisfecha, generalmente descontenta o muy descontenta?

Muy satisfecha
Generalmente satisfecha

De alguna manera satisfecha
Generalmente descontenta
Muy descontenta

No sabe

O WD AN —

En términos de su saﬁsfgccién con su vida personal antes del diagnéstico de cdncer en el seno,
por favor evalue lo siguiente como malo, regular, bueno, muy bueno o excelente:

(LEA TODAS LAS CATEGORIAS)

malo regular bueno muy bueno excelente
El grado de uni6én
y cohesi6n que tenfa ya
sea.con su familia o
amigos(as) 1 2 3 4 5
El apoyo y comprensién
que se daban entre sf 1 2 3 4 5
Lo mucho que hablaban
acerca de las cosas 1 2 3 4 5

i Antes de éste diagnéstico de cancer en el seno, cudnto disfrutaba generalmente las cosas que
hacfa?. Dirfa que todo el tiempo, usualmente, algunas veces, poco tiempo o nunca?

Todo el tiempo
Usualmente
Algunas veces
Poco tiempo
Nunca

No sabe

VwnbswNe—

Desde que supo que tenfa c4ncer en el seno, ha comenzado, ha parado, ha continuado haciendo
o no ha continuado haciendo cada una de estas cosas:

(LEA TODAS LAS CATEGORIAS) comenzado parado continuado no ha continuado

haciendo haciendo

Ejercicios 1 2 3 4
Fumar 1 2 3 4
Ingerir alcohol 1 2 3 4
Consejerfa de

alguna clase 1 2 3 4
Asistir a grupos ‘

de apoyo 1 2 3 4

18



‘Ahora me gustaria hacerle algunas preguntas acerca de su historia menstrual y sys
antecedentes.

40.  ;Qué edad tenfa Ud. cuando le tuvo su primer perfodo menstrual?
afos

41.  ;Hallegado Ud. a su menopausia, la cual también se conoce como “el cambio de vida™?

Si 1
No 2 (PASE AL 43)
No sabe 9

42.  ;Qué edad tenfa Ud. cuando tuvo su dltimo perfodo menstrual?
afios

43.  ;Cuéntas veces ha estado Ud. embarazada? Por favor incluya todos los embarazos,
nacimientos normales, muertes del feto, pérdidas, embarazos ectépicos y abortos.

44.  ;En qué pais naci¢?

U.S.A. 1 (PASE AL 46)
Otro 2
No sabe 9

45.  ;Cu4ntos afios ha vivido en U.S.A.?

(afos)
46.  ;Cudnto tiempo ha vivido en San Francisco?
(afios)
47. Cuando le diagnosticaron céncer en el seno
a. .Estaba Ud. viviendo sola?
St 1
No 2
No sabe 9
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47c.

d.

48.

Cu4l era su estado civil entonces?

Casada o viviendo con alguien
Casada anteriormete, ahora soltera
Nunca se ha casado

No sabe

NeRVER S ]

.Cuél era su religién cuando le diagnosticaron cdncer en el seno?

Protestante

Catélica

Judfa
Isl4émica/Musulmana
Budista .
Culto Ancestral
Otra
Combinacién
No tiene preferencia
Ninguna

—\0 00~ O\ LW -

(Cerca del momento cuando le diagnosticaron céncer en el seno qué clase de seguro médico o
cobertura tenfa, si alguna, por ejemplo Kaiser, Health Net, Take Care, Blue Cross, Blue
Shield, MediCal o MediCare?

De Gobierno (MediCal, MediCare, Administracién de

Veteranos) ]
Seguro Privado o HMO 2
Ninguno 3
No sabe 9

Lth)as_ta?qué grado llegé en la escuela, no incluya clases de inglés y entrenamiento para el
trabajo?

Ninguno 1
Primaria 2
Secundaria B4sica 3
Secundania 4
Algo de Universidad 5
Grado Universitario 6
Escuela de Graduados 7
No sabe 9
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' Finalmente, tengo una pregunta acerca del ingreso en su hogar. Nosotros entendemos que puede ser

diffcil calcular el ingreso. Sin embargo, esta informacin nos va a ayudar a entender mejor los
factores que influyen en la escogencia de tratamientos en nuestra comunidad. Esta informaci6n, lo
mismo que todos los otros datos, seri estrictamente confidencial.

49.  ;Durante el pasado afio (199_), cudntas personas dependieron del ingreso total en su hogar?

50.  Por favor calcule el ingreso total aproximado en su hogar, antes de la deduccién de impuestos
en el dltimo afio, 199 . Por favor incluya dinero recibido por su salario, pagos de seguro ’
social, beneficios por pensi6n de retiro, beneficios por desempleo, programas de ayuda social
etc. Dirfa que el ingreso fué: (LEA TODAS LAS CATEGORIAS) '

Menos de $10,000
$10,001-$20,000
$20,001-$40,000
$40,001-$60,000
$60,001 o més

Se neg6 a contestar
No sabe

\O 00 LN DI ==

51. ;Tiene Ud. dos personas amigas o familiares, a quienes nosotros podamos contactar en caso de
que Ud. se mude y nosotros necesitemos ponernos en contacto con Ud.? ;Cudles son sus
nombres y némeros de teléfono?

1Y)
2)

52. Esas son todas las preguntas que tengo para Ud. ;Tiene algiin comentario o pregunta?

53. (NO LO LEA) ;Pidi6 esta persona los resultados?

St 1
No 2

MUCHISIMAS GRACIAS POR SU PARTICIPACION

21




Appendix IT




M.D. Letter

, 1995

,M.D.
Address
San Francisco, CA 941

Dear Dr. :

We are conducting an epidemiologic study to determine the use of alternative and conventional
therapies by breast cancer patients. This population-based study includes women in four ethnic
groups living in San Francisco County who were newly diagnosed with breast cancer during the
period 1990 to 1992. Participation involves a single, 30-minute telephone interview concerning
use of therapies as well as potential influences on use, such as age, acculturation, education,
income, religion, and social support.

We obtain the names of patients from the California Tumor Registry, the agency mandated by the
State to collect tumor data. Prior to contacting patients, we routinely ask their physicians about
any medical contraindications to approaching them. You were listed as the physician of record
for . If you feel there are medical contraindications to our making initial contact with
her by letter, please call me at (415) 476-0743. If I do not hear from you within two weeks, I will
assume that there are no contraindications to our approaching this patient. We will then send a
letter explaining our study to her.

Our multi-lingual trained interviewers are sensitive to challenges faced by cancer patients. They
will conduct the interview at a time convenient to each subject. All records will be handled as
confidentially as possible. No patient or physician will be identified by name to anyone outside
our research unit. A subject may refuse to participate at any time. We expect that most subjects
will be glad to contribute to cancer research by helping with our study.

I greatly appreciate your assistance. Please feel free to call me if you would like any further
information about this study.

Sincerely,

Marion Lee, Ph.D.

Principal Investigator

Associate Professor

of Epidemiology and Biostatistics




M. D. Letter (Deceased Patient)

August , 1995

, M.D.
Address
City

Dear Dr.

We are conducting an epidemiologic study to determine the use of alternative and conventional
therapies by breast cancer patients. This population-based study includes women in four ethnic
groups living in San Francisco County who were newly diagnosed with breast cancer during the
period 1990 to 1992. Participation involves a single, 30-minute telephone interview concerning
use of therapies as well as potential influences on use, such as age, acculturation, education,
income, religion, and social support.

We obtain the names of patients from the California Tumor Registry, the agency mandated by the
State to collect tumor data. Prior to contacting patients or their next of kin (if deceased), we
routinely ask their physicians about any medical contraindications to approaching them. You
were listed as the physician of record for . If you feel there are any medical
contraindications to our making initial contact with her next of kin by letter, please call me at
(415) 476-0743. If I do not hear from you within two weeks, I will assume that we can approach
this patient’s relative. We will then send a letter explaining our study for proxy interview.

Our multi-lingual trained interviewers are sensitive to challenges faced by cancer patients and their
family. They will conduct the interview at a time convenient to each subject. All records will be
handled as confidentially as possible. No patient or physician will be identified by name to anyone
outside our research unit. A subject may refuse to participate at any time. We expect that most
subjects will be glad to contribute to cancer research by helping with our study.

I greatly appreciate your assistance. Please feel free to call me if you would like any further
information about this study.

Sincerely,

Marion Lee, Ph.D.

Principal Investigator

Associate Professor

of Epidemiology and Biostatistics




CHOICES OF BREAST CANCER THERAPIES IN FOUR ETHNIC GROUPS 9/94
Consent To Be A Research Subject

A. Purpose and Background

Dr. Marion Lee and her colleagues from the University of California are
conducting a study to learn the prevalence of use of breast cancer therapies
including conventional, alternative and unconventional treatments among 400
patients diagnosed with breast cancer representing four ethnic groups in San
Francisco. The study was funded by U.S. Army Medical Research and Material
Command. The study will also determine if factors such as age, ethnicity,
acculturation, income, education, religion, social support and some breast
cancer prognostic factors on the use of different therapies.

B. Procedures

I will receive a letter explaining the study and will be asked to
participate in a 30 minutes telephone interview conducted by the language of
my choice.

C. Risk and Discomfort
No sensitive information will be solicited and no health risks are

involved.

D. Benefits

There is no direct benefit for my participation. However results from
this study will benefit breast cancer patients in general by providing
important data for the use and outcome of alternative therapies.

E. Cost
There will be no cost to me for my participation.

F. Confidentiality

My research records will be handled as confidential as possible. A1l
records will be coded and kept in locked files so that only study
investigators have access to them. No individual identification will be used
in any reports or publications. Representatives from the U.S. Army Medical
Research And Material Command can review my research records as part of their
responsibility to protect human subjects in research.

G. Consent for Participation is Voluntary

I Have the right to decline to participate or to withdraw at any point
in this study without any jeopardy. If I wish to participate, I should sign
below and I have been provided a copy of this consent form to keep. I am
authorized all necessary medical care for injury or disease which is the
proximate result of my participation in this research. The U.S. Army requires
that UCSF provide such medical care when conducting research with private
citizens. Other than medical care that may be provided, I will not receive
any compensation for my participation in this research study; however, I
should understand that this is not a waiver or release of my legal rights.

PLEASE INITIAL AND DATE THIS PAGE OF THE CONSENT FORM TO INDICATE YOU HAVE
READ AND UNDERSTOOD. Subject , Date
Witness . Date




CHOICES OF BREAST CANCER THERAPIES IN FOUR ETHNIC GROUPS 9/94

Consent to Be a Research Subject (continued)

H. Questions

This study has been explained to me and my questions are answered. If I
have any other question about the study, I may call Dr. Lee at 476-0743. For
information about being a research subject, I may call the office of the
committee on Human Research at UCSF, 476-1814.

(Subject’s Signature) (Date)

(Subject’s printed name)

(Subject’s permanent address)

(Witness’s signature) (Date)

(Witness’s printed name)

H6442-09964-01




Contact Letter for Patient

August , 1995

Name
Address
City
Telephone

Dear Ms.

We would like your help with a research study being conducted by the University of California,
San Francisco. The purpose of this study is to increase our knowledge of which treatments and
therapies are used by women who have had breast cancer. Therefore, we are interviewing women
who were diagnosed in San Francisco with breast cancer during the time period January 1990
through December 1992. We obtained your name from the California Tumor Registry. Your
physician, , M.D,, has been contacted and agreed for us to approach you.

Your participation in this study would be greatly appreciated. It would consist of a single
telephone interview lasting about twenty minutes, concerning your choice of therapies, feelings
about health care, health status, ethnicity, education, and family and friend support. The
information you provide will be kept as confidential as much as possible, and your name will not
appear in any report or publication resulting from this study. Your participation is entirely
voluntary. The interview will take place at a time convenient for you, and you may refuse to
answer any question or stop the interview at any time.

We hope you will help us with this study, as each person's experience adds valuable information in
the effort to provide the most effective cancer therapies.

Within the next week, one of our experienced interviewers will call to see if you are willing to
participate in the study, and if so, to interview you then if the time is convenient, or to arrange
another time for the interview. Please feel free to ask her any questions, or you may call me
collect. Also, if you do not want to participate, please call me at (415) 476-0743 and we will
not contact you. If your current telephone number differs from the one listed above, we
would appreciate it if you would call our office to give us the number where you may be
reached.

You may talk with someone regarding you as a research subject at the Committee on Human
Research by calling (415) 476-1814. Thank you very much for your attention to this letter, We
look forward to speaking with you.

Sincerely,
Marion Lee, Ph.D.

Principal Investigator
Associate Professor of Epidemiology and Biostatistics
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Proxy Letter

August , 1995

Family of
Address
City
Telephone

Dear Family of

We would like your help with a research study being conducted by the University of California,
San Francisco. The purpose of this study is to increase our knowledge of which treatments and
therapies are used by women who have had breast cancer. Therefore, we are interviewing women
who were diagnosed in San Francisco with breast cancer during the time period January 1990
through December 1992. We obtained your name from the California Tumor Registry.

’s physician, , M. D, has been contacted and agreed for us to approach you.

Your participation in this study would be greatly appreciated. It would consist of a single
telephone interview lasting about twenty minutes, concerning your choice of therapies, feelings
about health care, health status, ethnicity, education, and family and friend support. The
information you provide will be kept as confidential as much as possible, and your name will not
appear in any report or publication resulting from this study. Your participation is entirely
voluntary. The interview will take place at a time convenient for you, and you may refuse to
answer any question or stop the interview at any time.

We hope you will help us with this study, as each person's experience adds valuable information in
the effort to provide the most effective cancer therapies.

Within the next week, one of our experienced interviewers will call to see if you are willing to
participate in the study, and if so, to interview you then if the time is convenient, or to arrange
another time for the interview. Please feel free to ask her any questions, or you may call me
collect. Also, if you do not want to participate, please call me at (415) 476-0743 and we will
not contact you. If your current telephone number differs from the one listed above, we
would appreciate it if you would call our office to give us the number where you may be
reached.

You may talk with someone regarding you as a research subject at the Committee on Human
Research by calling (415) 476-1814. Thank you very much for your attention to this letter, We
look forward to speaking with you.

Sincerely,
Marion Lee, Ph.D.

Principal Investigator
Associate Professor of Epidemiology and Biostatistics




dy kb

WA it 3l §1d.. Lyt Lt
XX sani 8 hn 6 A A YA dd. ot ey 494
HRAG AL 00 S G AR AL L A - S S, o, K]

49 B4 % B Wy 4L .

GAaL YH A, 4t 05 M4y RO
G U X S AN IO R X Tk G2 1
9% 6 & g AN S A IA, FAY L6

SAd bR IR Gl . ROASARAGL 1
W, 4R AIAA 5] R AEA G R AT
Kbty . ex s s 1. Rod 9 i e
4 45596 4 80 I Ak ad I B A kL aid f §sby

41y, KOH YA BGY g kgt
KIS AN -

ERO 2R G UL LR S L k7
BASnd bt . e i A MbA A O L 96 LG oy
48, AA) G 9119 9 Has. g e
GO, ] ot o ot KK, 04, ae fdidd
498 GGk wa v 19979, Gt L i o KRG H g

£t KO -l 98 H.

RIS AT & ATk, X 5 AR TR oA
{?9 A M\%MW WAIA A T T A . X
T A0 50 RO B 11 iR Ju L Kard ) 3%
G A KA

fL.gohas o) o 0t 5 LA A LY A9 AR A7 -

miyRatd. DWW AL LY Ry DA
HAEUR.

Sincerely,

Marion Lee, Ph.D.

Principal Investieator




Carta para contactar a la paciente

August , 1995
Name
Address
City
Telephone

Querida Sra./Srta. :

Nos gustaria que nos ayudara con un estudio de investigacion dirigido por la Universidad de
California, San Francisco. El propodsito de este estudio es aumentar nuestro conocimiento sobre
qué tratamientos y terapias son usados por mujeres quienes han tenido cancer en el seno. Por lo
tanto, estamos entrevistando mujeres a quienes les han diagnosticado cancer en el seno en San
Francisco durante el periodo de tiempo entre Enero de 1990 y Diciembre de 1992. Nosotros
obtuvimos su nombre en el California Tumor Registry. Su doctor, , M.D., ha sido
contactado y estuvo de acuerdo con que nosotros nos comunicaramos con Ud.

Su participacion en este estudio seria altamente agradecida. Esta consistiria de una sola
entrevista telefénica de una duracién de aproximadamente veinte minutos relacionada con su
preferencia sobre terapias, sus sentimientos acerca del cuidado de la salud, estado de la salud,
origen étnico, educacion y apoyo de la familia y los amigos. La informacién que nos proporcione
se mantendra tan confidencial como sea posible y su nombre no va a aparecer en ningun reporte
o publicacidn que resulte de este estudio. Su participacién es completamente voluntaria. La
entrevista tomara lugar a una hora que a Ud. le convenga y Ud. puede rehusarse a contestar
cualquier pregunta o parar la entrevista en cualquier momento.

Nosotros esperamos que nos ayude con este estudio, ya que la experiencia de cada persona
anade informacion valiosa en el esfuerzo de proporcionar las terapias mas efectiva para combatir
el cancer.

La proxima semana, una de nuestras experimentadas entrevistadoras la va a llamar para ver si
Ud. esta dispuesta a participar en el estudio y, si Ud. lo esta, la entrevistara en ese momento si la
hora es conveniente para Ud. , 0 acordaran en otra hora para la entrevista. Por favor no deje de
hacerle cualquier pregunta que tenga o también Ud. puede llamarme sin cargo alguno para Ud.
(collect). También, si usted né quiere participar, por favor llameme al (415) 476-0743 y no le
llamaremos. Si su nimero de teléfono es diferente del que aparece en la parte de arriba de
esta carta, le agradeceriamos que llamara a nuestra oficina para que nos dé el numero en el
que la podamos contactar.

Ud. puede hablar con alguien en relacion con su participacién como sujeto de investigacion, en el
Comité de Investigaciones Humanas llamando al (415) 476-1814. Muchas gracias por su
atencién a esta carta y esperamos hablar pronto con Ud.

Sinceramente,

Marion Lee, Ph.D.

Investigador Principal

Profesor Asociado de
Epidemiologia y Bioestadisticas
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INTERVIEWER’S TRAINING MANUAL
CHOICES OF BREAST CANCER TREATMENTS
IN FOUR ETHNIC GROUPS

OVERVIEW OF THE STUDY
Background

The San Francisco Bay Area is not only rich in ethnic and cultural
diversity but also is at the forefront of alternative medical practices.
Yet, reliable and comparable data on use and choices of cancer
therapies in the four ethnic populations have not been developed.
This study proposes to systematically determine the prevalence of
utilization of conventional and unconventional breast cancer
treatments through telephone interviews with approximately 400
breast cancer patients diagnosed between 1990 and 1992
representative of four ethnic groups (Whites, Blacks, Hispanics,
and Chinese-Americans) in San Francisco. Our long range goal is to
assess outcomes including cost, quality of life, recurrence and
survival among breast cancer patients in the four ethnic groups.

Objectives

1. To determine the types of conventional and unconventional
therapies used by women in the four different ethnic groups
in San Francisco who were diagnosed with breast cancer
between 1990 and 1992.

2. To determine the prevalence of use of conventional and
unconventional cancer therapies alone or in combinations.

3. To assess the frequency and length of use of various medical
care alternatives before and after cancer diagnosis
confirmation.




4. To determine the influences, if any, of ethnicity, nativity
(foreign born vs. US born), length in the US, acculturation,
family income, education, religion, social support, health
insurance status, first degree family history of breast cancer,
age at diagnosis, on the use of different therapies.

Number of interviews to be completed

We will conduct a population-based cross-sectional telephone
survey of White, Black Hispanic, and Chinese-American breast
cancer patients or their proxies. Approximately a total of 100
complete interviews from each ethnic group is expected.

Because of the limited number of subjects in the Black, Hispanic,
and Chinese groups, effort to increase participation is highly needed.

Projected time-line for data collection

We plan to begin interviewing from March 1, 1995 and
expect to complete the interviews by December, 1995.

Case Selection

Eligible women will include those who were (1) newly diagnosed
with primary breast cancer, either carcinoma-in-situ or invasive
between January 1990 and December 1992; (2) identified on the
tumor registry abstract form as non-Hispanic Whites, Hispanics,
Blacks or Chinese; (3) living in San Francisco at diagnosis. Cases
will be identified through the tumor registry of Northern California
Cancer Center which is part of the Surveillance, Epidemiology and
End Results (SEER) program.




ADMINISTRATION OF THE QUESTIONNAIRE
Reading and asking the questions

You should remain neutral and objective during the interviews. All
the questions should be read and asked exactly as worded, in order
to assure reliability, no matter who asks the questions. If the
questions are not asked identically to each respondent, the answers
to a given question would not be comparable, because each
respondent may interpret the question differently; therefore, there
should not be any paraphrasing or rewording of the questions.

All the questions should be read in a natural manner. It is always a
good idea to practice reading all the questions until they sound
natural to the respondents. Always follow the sequence of the
questions. Read the questions slowly. If the question is not
understood, repeat the question exactly as stated. Do not try to
rephrase the question in order to make it more understandable

to the respondent.

Instructions

All the instructions are CAPITALIZED; AND THEY ARE NOT TO BE
READ to the respondents.

All the response categories are not to be read unless specified in the
instructions.

Administrating the Questionnaire

INTRODUCTION

Request to speak with the designated respondent. If the person on
the phone is the designated respondent/when the designated
respondent comes to the phone, confirm her name, introduce

yourself ( READ THE TELEPHONE CONSENT SCRIPT) and proceed to
Q1. If the respondent is not available, call back some other time.
Refer all the research questions to Dr. Marion Lee at (415) 476-0743.



If a proxy is interviewed, use “she” or “her” instead of “you”
and “your”.

Use 9's to designate DK or Do Not Recall.

USE A PENSIL TO RECORD THE ANSWERS.

Q1 Confirm the eligibility of the respondent. If the respondent has
never been diagnosed with breast cancer, thank her and
terminate the interview.

Q2 Self-explanatory. Record the month and the year of the breast
cancer diagnosis.

Q3 Self-explanatory.

Q4/Q5S
Self-explanatory. READ ALL RESPONSE CATEGORIES.

Q6 READ ALL RESPONSE CATEGORIES. If the response is
"By yourself”, skip to Q7b. Otherwise, go to Q7a.

Q7a If the response is "No", skip to Q8. Otherwise, go to Q7b and
record verbatim.

Q7b Record what the respondent says.

Q7c Record either the number of days (if less than one month) or
the number of months (if one month or more).

Q8 Circle ONE response (YES/NO/DK) for EVERY question.

READ ALL RESPONSE CATEGORIES.
8f If the response is "Yes", record the name of the dietary
therapy.

Q9 If the response is "Yes", record the name of the treatment(s)

and/or therapy(ies).



Q10 - Q25

* Check the answers in Q8.

* Ask the question vertically (from top to bottom) for
all the treatments and/or therapies that the respondent
says “yes” to in Q8.

* Conventional treatments are listed on pages 4 to 7.
All other treatments/therapies are listed on pages 8 to 15
(use additional pages if there are more than 4 unconventional
treatments/therapies).

S 'R I v S ICl (} /Radiati
10a FOR SURGERY:

Ask question a through d.

If the response is "Yes", ask "How many” and record the
number of times receiving the particular surgery.

If the respondent has had more than one kind of the surgeries,
choose the most severe type of surgery and ask the rest of the
questions base on the most sever type of surgery.

The severity of the surgeries are in ascending order. In other
words, Radical mastectomy is more severe than Modified
radical mastectomy, MRM is more severe than Lumpectomy,
and Lumpectomy is more severe than Biopsy.

FOR RECONSTRUCTIVE SURGERY

If the response is "No", skip to the next treatment that the
respondent has had. Otherwise, ask "When" and record the
date of receiving reconstructive surgery.




10b

Q19a

Q19b

Q20a

Q20b

Q21

Q22

Q23

Q24b

DO NOT ASK THIS QUESTION FOR SURGERY AND
RECONSTRUCTIVE SURGERY.

FOR CHEMOTHERAPY AND RADIATION, record the number
days (if less than a month), the number of months (if less than
a year), or the number of years.

If the response is "No" or "Dk", skip to Q20a. Otherwise, go
to Q19b.

If the response in Q19a is "Yes", ask this question and record
verbatim.

If the response is "No" or "Dk", skip to Q21. Otherwise, go
to Q20b.

If the response in Q20a is "Yes", ask this question and record
verbatim.

Self-explanatory.

FOR SURGERY AND RECONSTRUCTIVE SURGERY, READ:
"How far in round trip distance and/or total time did you have
to travel to receive (treatment)?”

FOR CHEMOTHERAPY AND RADIATION, READ:

"How far in round trip distance and/or total time did you have
to travel EACH TIME to receive (treatment)?”

Record the number of miles and/or the number of minutes.

If the response is "Yes", skip Q24b and go to the next
treatment. Otherwise, ask Q24b.

Record the TOTAL amount of payment that the subject is
responsible for and go to the next treatment.

6



Other treatments/therapies

Record the name of each treatment/therapy which the
respondent has had before asking the questions.

Q11 Self-explanatory. Record verbatim.

Q12 If the response is "By others”, ask the respondent to specify
the person who provided the treatment.

Q13 ALLOW MULTIPLE ANSWERS.
Ask the respondent to specify the source(s) if the response(s)
is/are "Health professional” and/or "Other".

Q14 Self-explanatory. If the response is "No", skip to Ql6a.
Otherwise, go to QI5.

Q15/Q16a/Q16b
Self-explanatory.

Q17 If the response is "Yes", skip to Q 19. Otherwise , go to Q18.

Q18 If the response does not fit into the 7 response categories,
record the reason for stop using the treatment next to.“Other”.

Q19 to Q23
SEE INSTRUCTIONS FOR Surgery/Reconstructive surgery/
Chemotherapy/Radiation.

Q24a Record the AVERAGE amount of payment for EACH VISIT.

Q24b Record the TOTAL amount of payment for the treatment.

Q25 Self-explanatory. After asking this question, go to the next
treatment until all “yes” from Q8 are covered.




Q26

Q27

Q28

Q29

Q30

Q31

Q32

Q33

Q34

Q35

Q36

Circle ONE response (YES/NO/DK) for EVERY question.
For Q26m, if the response is "Yes", record the name(s) of the
condition(s) or symptom(s). )

Self-explanatory.

If the response is “None”, put down “0” and skip to Q30.
Otherwise, go to Q29.

Self-explanatory. If the response is “Yes”, record the number
of sisters who had breast cancer.

If the response is “None”, put down “0” and skip to Q32.
Otherwise, go to Q31.

Self-explanatory. If the response is “Yes”, record the number
of daughters who had breast cancer.

Self-explanatory. If the response is “Yes”, specify whether it
was the paternal, maternal, or both grandmothers who had
breast cancer.

Self-explanatory.

Ask this question ONLY IF the response is “Yes” in Q27
and/or Q29 and/or Q31 and/or Q32 and/or Q33. Otherwise,
skip to Q35.

READ ALL RESPONSE CATEGORIES.

Circle ONE response (YES/NO/DK) for EVERY question. If there
respondent had participated in any other groups, record the
name(s) of the group(s).

Self-explanatory.




» Q37 READ ALL RESPONSE CATEGORIES.

Circle ONE response (Poor/Fair/Good/Very Good/Excellent) for
EVERY question.

Q38 Self-explanatory.
Q39 READ ALL RESPONSE CATEGORIES.
Circle ONE response (Started/Stopped/Continued to do/

Continued not to do) for EVERY question.

Q40 Record the age when respondent had her FIRST menstrual
period.

Q41 If the response is “No”, skip to Q43. Otherwise, go to Q42.

Q42 Record the age when respondent had her LAST menstrual
period.

Q43 Record the number of times that the respondent have
been pregnant.

Q44 If the respondent were born in U.S.A., skip to Q46.
Otherwise, go to Q45.

Q45/Q46/Q47a/Q47b
Self-explanatory.

Q47c If the response is “Other” or “Combination”, record the name(s)
of the religion(s).

Q47d If the respondent had private insurance or HMO, record the
name of the health care coverage/health insurance.




Q48 Self-explanatory.

Q49 READ: “During the last year 1994. how many people depended
on your total household income?”
Record the number of dependents, including respondent herself.

Q50 Last year = 1994. READ ALL RESPONSE CATEGORIES.

Q51 Record the names and the phone numbers of two close friends
or relatives of the respondents. '

Q52 Record verbatim.
Q53 DO NOT READ THIS QUESTION TO THE
RESPONDENT!

THANK THE RESPONDENT FOR HER TIME AND HER
PARTICIPATION AND END THE INTERVIEW.
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