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INTRODUCTION:

The purpose of this study is to design and test an intervention to assist Korean American
women who have been identified with a potential breast abnormality through the Breast
Cancer Early Detection Program (BCEDP) and who have missed their first follow-up
appointment (at-risk women). The intervention takes place in the form of peer navigation
which includes reminder phone calls or home visits by a trained peer counselor to explain
the importance of follow-up procedures, emotional support, help with transportation to
follow-up appointments, translations, organizing care for children or grandchildren
during medical appointments, and other assistance to overcome barriers to follow-up
identified during the initial phase of the study.

As reported previously, phase I of the study informed us that a peer navigator
intervention may greatly facilitate adherence to follow-up of breast abnormalities by
Korean American at-risk women. We have therefore designed an intervention that
utilizes a peer navigator model and are testing this intervention. Since our last report, we
have hired and trained our peer navigator, pilot tested our study materials, and are
currently conducting a randomized controlled trial to assess the effectiveness of our
intervention. We have thus far recruited 72 subjects into our protocol. We have also
collected extensive process measures including number and type of intervention activities
requested and delivered in order to estimate the feasibility for institutionalizing
intervention activities.

BODY:

Following activities as listed in the Statement of Work have been completed:

Task 1: Setup and Formative Research

Tasks a-d and f have been completed and have been addressed in our previous reports.

e. Hire and train 3 mature, English-Korean bilingual Korean American peer
counselors

After receipt of the DOD Human Subject approval in August 2005, we hired and trained
3 mature, English-Korean bilingual bicultural Korean American peer counselors. They
received training on research ethics, the study protocol, interviewing techniques, and
clinic policies and procedures pertaining to BCEDP. During the initial months (August —
October) one navigator was assigned to each of the three clinics. However, we realized
that the workload per navigator was often less than 20% per given week. As a result, two
of the navigators left our study to find work with longer hours. Also during this time,
KHEIR (Korean Health Education, Information, and Research Center) withdrew from



participation. Due to financial constraints, KHEIR was experiencing an agency-wide
restructuring which resulting in staffing problems unrelated to this study. Although both
partners had agreed on the scope of work and on the budget, the study became a burden
to KHEIR. Thus, we decided to have the remaining navigator cover both of the
remaining clinics. This navigator has since been averaging 12 — 20 hours of work per
week.

g. Pretest intervention in 6-10 Korean American women, revise and finalize

During the month of August, we pretested the intervention in 8 Korean American women.
We paid special attention to the order and flow of the questionnaire and the content of the
intervention. Survey questionnaire and the content of the intervention did not require
changes but we modified the log forms that are used by the navigators to keep track of
their activities and subject’s needs and activities.

h. Establish randomization procedure

We are using a random number table to randomly assign subjects into control or
intervention arm. Each women who is identified by the BCEDP case manager through
BCEDP records is given a random number (odd = intervention arm, even=control arm).
Per BCEDP protocol, BCEDP case managers are obligated to track and follow-up women,
including those requiring follow-up procedures. The subjects include all women who
become eligible during the recruitment phase and who agree to participate.

Task 2: Enrolling Subjects into Randomized Trial

a. lIdentify eligible subjects during the 2 year recruitment, randomize into the study
and administer verbal informed consent to intervention subjects (choice of
English or Korean).

Since August 2005, based on the BCEDP clinic logs at the two clinics, we have identified
81 eligible subjects. We were successful in contacting all but one of these subjects and
enrolling 72 of them into our study. Two subjects could not be contacted neither through
phone nor through mail. Eight subjects refused participation. Thirty-seven of the
enrolled subjects were assigned to the intervention arm and 35 were assigned to the
control arm.

Task 3: Conducting Intervention

a. Conduct telephone needs assessment and counseling for each newly enrolled
intervention subject (N=86). Contact each intervention subject at least once
every other week until completion of diagnostic follow-up/treatment. Offer
intervention components as appropriate. Document all contacts, responses to
needs assessment questions, intervention requests and activities.



Each woman in the intervention arm has been contacted through telephone or in-person
by our peer navigator for needs assessment using our Initial Assessment and Intervention
Survey Questionnaire. Once the initial assessment has been made, our peer navigator
follows up with each patient to address their identified need (i.e. reminder call prior to
appointment, provide transportation, provide translation, fill out paper work at the
hospital, provide emotional support, answer questions, etc.). In order to keep track of
how much time and how much effort are given to each woman, we are logging all of
these activities.

b. Conduct alternative protocol for intervention subjects who cannot be reached by
telephone.

All but one of the subjects has been contacted through telephone. Initial contacts are
made through telephone using the numbers given to us by the clinic. Clinics gave us one
or two telephone numbers for each woman. If we weren’t successful with given numbers
(i.e. disconnected or no longer residing at such location), we contacted the clinic for
accuracy of numbers, any other alternate numbers, and addresses. This process has thus
far been successful and we have been able to reach all but one patient through telephone.
For this woman, we sent an inquiry through mail but the letter was returned undeliverable
by the post office.

¢. After completion of the follow-up survey, provide intervention to women in the
control group who did not complete follow-up procedures.

Many of the women in the control arm eventually complete their follow-up of
abnormalities. We are keeping track of how long it took for them to complete their
follow-up to assess whether our intervention could shorten this length of time. For those
that did not complete their follow-up, we will offer the identical intervention after we
complete the 6 month follow-up survey questionnaire. Of the 19 women in the control
arm who have completed the six month follow-up survey to date, 16 have completed their
follow-up of abnormalities based on self-report.

Task 4: Collecting Data

a. Collect and compile log sheets from contacts with intervention subjects (process
measures) into a data base (months 7-35)

As mentioned above, we are collecting and compiling log sheets. A database has been
created and we are currently entering this information.

b. Develop (draft, translate, back translate, pretest, revise) follow-up survey based
on the Adherence Model (months 3-12)

A follow-up survey questionnaire, based on the Adherence Model, has been developed
and pretested. This survey questionnaire has been already reviewed and approved by



both the UCLA and DOD Institutional Review Boards. We have attached a copy to this
report.

c. Hire and train interviewer(s) to conduct follow-up survey (months 12-13)

Our peer navigator, who received training in survey procedure and IRB protocols has
been conducting follow-up survey through telephone interviews until recently. We felt
that this may be sufficient since we will be double checking with medical record review
to confirm follow-up. However, thus far, only about a third of the women have agreed to
sign medical record release forms. Therefore, in order to minimize bias, a study staff
other than our peer navigator (i.e. Dr. Jo) will conduct the follow-up surveys from now
on to reduce social desirability bias.

d. Conduct post-intervention survey with all subjects (N=160) 6 months after
referral for diagnostic follow-up. Administer verbal consent prior to conducting
survey to subjects in the control group (months 13-40)

We are currently conducting post-intervention survey with subjects in both intervention
and control arms. Thus far, we have completed 30 interviews (19 control, 11

intervention).

e. Conduct chart reviews for all subjects (N=160) 6 months after referral for
diagnostic follow-up (months 13-40)

We have not started this task at this time.

Task 5: Data Management and Analysis
Tasks a and b have been addressed in our previous report.

c. Set up data entry programs and enter information from intervention log sheets,
needs assessments, intervention requests and activities (process measures)

As mentioned in Task 4 a, we have created a database using Microsoft Excel for the
intervention log sheets, needs assessments, intervention requests and activities, and peer
navigator activities Data from Microsoft Excel is easily transferable to statistical
softwares such as SPSS and STATA.

d. Set up data entry program and enter information from 6 month follow-up
survey

We have also created a database using Microsoft Excel for the follow-up survey and are
entering information at regular intervals. We are entering data at least twice a month.



e. Set up data entry program and enter information from chart reviews

We have not completed this task at this time. Once we begin chart reviews, we will set up
data entry program and begin entering this information.

f. Data management and cleaning will be ongoing

Data management and cleaning is ongoing. Additionally, all written data and information
storage devices are kept secure in locked filing cabinet. We are also using log-in and
password protected computers in order to ensure confidentiality of study subjects.

g. Data analysis, preparation of annual reports and manuscripts.
At this time, we have only prepared the annual reports required by the DOD.
KEY RESEARCH ACCOMPLISHMENTS:

The previous phase (Exploratory Phase) informed us that that a peer navigator
intervention may greatly facilitate adherence to follow-up of breast abnormalities by
Korean American at-risk women. Thus we have designed an intervention that utilizes a
peer navigator model in the previous phase. Since our last report, we have pilot tested
this intervention and our study materials and are currently testing this intervention in a
randomized controlled trial. Thus far, we have identified 81 eligible women, enrolled 72
of them into our study, and have conducted 6 month follow-up interviews with 30 women.

REPORTABLE OUTCOMES:

At this time, 30 women have completed follow-up interviews, 19 women in the control
group and 11 women in the intervention group. Based on self-reports, 16 of the 19
women in the control group and all 11 women in the intervention group have completed
all follow-up diagnostics. The peer navigator has assisted women in the intervention
group in the following ways: among the 11 women in the intervention group, 6 have
received help at the hospital with filling out forms and translations, another 5 have
received phone calls only. None of the 11 women has requested or received
transportation. The peer navigator has contacted women between 2 and 6 times (mean 3.7,
mode 4). Our impression to date is that the peer navigator intervention is well accepted
and appreciated by the women. One woman who was very reluctant to adhere to follow-
up recommendation by her physician also showed reluctance to receiving our peer
navigator’s help initially but after having completed her follow-up, she was very thankful
and glad for the navigator’s persistence. Several of the women assigned to the
intervention arm expressed how glad and relieved they were to have a real live person
help them accompany them and translate and help fill out forms at a facility that is often
intimidating to them. We also have the impression that this intervention is accepted and
appreciated by the clinics as well. Koryo Health Foundation, who screens women for



cervical cancer, also asked whether we could do the same for women who need follow-up
of abnormal screening pap smears.

The types of assistance that at-risk women seek that we are able to provide have thus far
been: rescheduling follow-up appointments, calling to remind them of their appointment,
providing directions, providing translation, answering questions about breast cancer and
follow-up process, and providing emotional support.

CONCLUSION:

Since our last report, we have designed an intervention that utilizes a peer navigator
model and we have started to test this intervention in a randomized trial. We have thus far
recruited 72 subjects into our protocol. We have also collected extensive process
measures including number and type of intervention activities requested and delivered in
order to estimate the feasibility for institutionalizing intervention activities. Thus far, we
can see that this peer navigator intervention is well accepted and appreciated by the
women and the participating clinics.

Due to the fact that it took us a little over 2 years to obtain Human Subject approval from
the DOD (3/2003 to 6/2005), we are about 2 years behind our timeline. Funding of this
study started 9/2003 for activities not involving human subjects. However, phase II of the
study only started in 8/2005. Although this is our third annual report, the deliverables are
those that were planned for the 2" Annual Report, since we are only 1 year into phase II
of our study. We have projected a 2 year recruitment period for phase II of the study.
After the first year of recruiting for phase I, we have recruited 64 subjects, slightly less
than half of the 160 subjects that we need for the study. This is due to the fact that one of
our study sites, KHEIR, dropped out. We have planned to reassess the situation together
with the KHEIR leadership at the end of summer to see if they can rejoin the study at that
time. We are also looking into the possibility of adding another clinic that is serving
Korean American women to speed up recruitment.

REFERENCES:
N/A

APPENDICES:
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2. 6-month follow-up survey questionnaire



APPENDIX 1
Statement of Work (Revised)

Task 1: Setup and Formative Research (Months 01-06)

a. Develop discussion guides for semi-structured interviews (English and Korean, using standard
translation procedures including back translations)

b. Identify women who received a referral for follow-up procedures in the past 12 months from
BCEDP logs. Conduct telephone interviews (N=20) with these women (Angela Jo, Kim Young)

c. Identify 5 health care professionals through participating sites and conduct semi-structured
interviews (Maxwell, Jo, Young)

d. Draft intervention components (strategies, scripts, materials) and assessment forms (intervention

activity logs, needs assessment questions) - all materials in English and Korean language

e. Hire and train 3 mature, English-Korean bilingual Korean American peer counselors

f. Establish procedures to identify women who missed follow-up appointments on a daily basis

g. Pretest intervention in 6-10 KA women, revise and finalize

h. Establish randomization procedure

Task 2: Enroll subjects into randomized trial (Months 07-30)

a. Identify eligible subjects (N=253 during the 2 year recruitment), randomize into the study and
administer verbal informed consent to intervention subjects (choice of English or Korean).

Task 3: Conduct Intervention (Months 07-33)

a. Conduct telephone needs assessment and counseling for each newly enrolled intervention
subject (N=86). Contact each intervention subject at least once every other week until
completion of diagnostic follow-up/treatment. Offer intervention components as appropriate.

b. Document all contacts, responses to needs assessment questions, intervention requests and
activities.

c. Conduct alternative protocol for intervention subjects who cannot be reached by telephone.

d. After completion of the follow-up survey, provide intervention to women in the control group
who did not complete follow-up procedures.

Task 4: Data Collection (Months 3-40)

a. Collect and compile log sheets from contacts with intervention subjects (process measures) into
a data base (months 7-35)

b. Develop (draft, translate, back translate, pretest, revise) follow-up survey based on the
Adherence Model (months 3-12)

C. Hire and train interviewer(s) to conduct follow-up survey (months 12-13)

d. Conduct post-intervention survey with all subjects (N=160) 6 months after referral for diagnostic

follow-up. Administer verbal consent prior to conducting survey to subjects in the control group
(months 13-40)

e. Conduct chart reviews for all subjects (N=160) 6 months after referral for diagnostic follow-up
(months 13-40)

Task S: Data Management and Analysis (Months 1-42)
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APPENDIX 1

Transcribe and translate into English audiotapes from semi-structured interviews.

Analyze qualitative and quantitative data from Task 1.

For qualitative data analysis, summarize transcripts from semi-structured interviews, including
key points and notable quotes (in English and Korean language) using standard
procedures (Krueger 1994); compare and consolidate summaries prepared independently
by two Korean speaking investigators (Drs. Jo and Kim); sort findings by the domains of
the Adherence Model.

For quantitative analysis, tabulate findings from semi-structured interviews, including specific
needs expressed, services requested and barriers and concerns voiced about follow-up
procedures. Tabulate findings from chart reviews by adherence status.

Set up data entry programs and enter information from intervention log sheets, needs

assessments, intervention requests and activities (process measures)

Set up data entry program and enter information from 6 month follow-up survey

Set up data entry program and enter information from chart reviews

Data management and cleaning will be ongoing

Data analysis, preparation of annual reports and manuscripts.

Deliverables

—

1** Annual Report

Summary of findings from semi-structured interviews and chart reviews

Intervention protocol, including questions for needs assessment, scripts for barrier counseling,
fact sheets to answer frequently asked questions, and intervention strategies (English and
Korean)

Training curriculum and materials for KA peer counselors (English and Korean)

Process measures: number of women enrolled; frequency with which intervention strategies are
requested, offered, and implemented

Preliminary results of ongoing individual needs assessment

2"" Annual Report
Finalized chart review form and follow-up survey (English and Korean)
Updates on process measures and needs assessment

3" Annual Report
Preliminary results of 6 month follow-up assessments (chart reviews, surveys)
Updates on process measures and needs assessment

Final Report

Final study protocol including all materials developed for training peer counselors and for
delivering the individualized intervention (English and Korean)

Final report on process and outcome measures

Summary of findings for distribution to BCEDP sites (English and Korean)



ADHERENCE TO FOLLOW-UP OF BREAST ABNORMALITIES
IN LOW-INCOME KOREAN AMERICAN WOMEN:

A RANDOMIZED CONTROLLED TRIAL

P.1.: Annette E. Maxwell

Case ID No.:

Interview Date (mo/day/yr): |__| _[/|_| [ | | Interviewer:

Address:

Telephone Number(s):
EXPLAIN THE STUDY, ADMINISTER INFORMED CONSENT, ANSWER QUESTIONS

TELEPHONE SURVEY

QUESTIONS ON THE FOLLOW-UP EXAM
First, I would like to ask you a few questions about the follow-up exam that was recommended to you when you
had a mammogram at (clinic site) about 6 months ago.

1. Our records show that the doctor or nurse has recommended that you get a follow-up breast exam. Can
you tell me what exam was recommended to you?

9. DK
10. RF

If patient does not know what her follow-up exam is, inform her of her follow-up exam based on the
BCEDP records.

2. Have you completed this follow-up exam?
1. YES
2. NO (Go to Question No. 6)
9. DK (Go to Question No. 6)
10. RF (Go to Question No. 6)

3. When did you complete this exam? (mo/day/yr) |__| /|| V|
9. DK
10. RF

4. Where did you have it done?
9. DK
10. RF

5. What was the result? (Check all that apply)

. CYST (FLUID-FILLED LUMP)

. FIBROADENOMA (BENIGN MASS, NO CANCER)
. MICROCALCIFICATIONS

.HAVE TO COME BACK FOR ANOTHER TEST

. CANCER

. OTHER (SPECIFY)
DK

0. RF




6. Do you know what a(n) (specify recommended exam) 1s?
1. YES (Go to Question No. 7)
2. NO (Read appropriate definition in the box below after Question No.7)
10. RF

7. Can you explain to me what a(n) (specify recommended exam) is?

If answer is somewhat correct, say: That’s right. Then read appropriate definition in the box below
based on the patient’s recommended follow-up exam.

DEFINITIONS:

¢ A Diagnostic Mammogram is given if there are unusual breast changes such as lumps. Diagnostic
mammography takes longer than screening mammography because more x-rays are usually taken of
each breast.

¢ An Ultrasound is a painless method for producing images of the breast on a computer screen.

e Cyst Aspiration: In this procedure, the doctor will use a small needle to extract the liquid contents of
the lump in a woman’s breast. The patient is injected with a local anesthesia and should not feel the
procedure at all. Most women feel fine after the procedure and return to their normal routine right away.

¢ Needle Breast Biopsy: In this procedure the doctor will obtain a sample of the abnormal tissue from a
woman’s breast by inserting a small biopsy needle and removing a tiny amount of tissue. The patient is
injected with a local anesthesia and should not feel the procedure at all. Most women feel fine after the
procedure and return to their normal routine right away.

e Surgical Biopsy: This is also called open biopsy, which is the most accurate method of confirming
whether a breast change is cancerous. During this procedure, the doctor removes all or part of a lump for
examination under a microscope. The surgery may leave a small scar but should have little effect on the
shape of the breast. Most surgical biopsies are performed in the hospital on an outpatient basis.

If answer to Question No. 2 is YES, then Go To Question No. 8 and Skip Question No. 9.
Otherwise, Go To Question No. 9.

8. What is (are) the reason(s) why you had your follow-up exam?
(Probe. Do not read. Check all that apply.)
1. DOCTOR/NURSE RECOMMENDED IT
2. IKNOW IT’S GOOD FOR ME
3. I WANT TO KNOW IF I HAVE CANCER
4.1 WANT TO BE TREATED EARLY IF I HAVE CANCER
5. OTHER REASON, SPECIFY:

9. DK
10. RF
(Go to Question No.10)




9. What is (are) the reason(s) why you did not get your follow-up exam?
(Probe. Do not read. Check all that apply.)
1.IDON’T NEED THE EXAM

.I’'M TOO BUSY TO TAKE THE EXAM

. I’'M EMBARRASSED TO TAKE THE EXAM

.I'M WORRIED ABOUT THE PAIN

. I’'M WORRIED ABOUT FINDING CANCER

. OTHER REASON, SPECIFY:

.DK

0. RF

— O N L W

10. How well do you understand why your doctor or nurse recommended that you get a follow-up exam?
Would you say ...
1. Very well
2. Pretty well
3. Not well at all
9. DK
10. RF

11. How important is it for you to get your follow-up exam? Would you say ...
1. Very important
2. Somewhat important
3. Not important
9. DK
10. RF

BARRIERS TO ADHERENCE
12. How embarrassed would you be when getting your follow-up exam? Would you say —
1. Very embarrassed
2. Somewhat embarrassed
3. Not embarrassed
4. IF MD/TECHNICIAN MALE — EMBARASSED, IF FEMALE — NOT
9. DK
10. RF

13. How uncomfortable is it for you to get your follow-up exam? Would you say —
1. VERY UNCOMFORTABLE
2. SOMEWHAT UNCOMFORTABLE
3. NOT UNCOMFORTABLE
4. DK
5.RF

14. How worried are you about the pain from your follow-up exam? Would you say ...
1. Very worried
2. Somewhat worried
3. Not worried at all
9. DK
10. RF



15. How difficult would it be for you to get to the clinic for your follow-up exam?
1. Very difficult
2. Somewhat difficult
3. Not difficult
9. DK
10. RF

16. How concerned are you about the cost of your follow-up exam?
1. Very concerned
2. Somewhat concerned
3. Not concerned at all
9. DK
10. RF

Next, I would like to ask you about some things that Korean women are concerned about when they have to
have a follow-up exam. What do you think are the reasons why some Korean women do not get a follow-up

exam?
Would it be because:
STRONGLY STRONGLY
AGREE  AGREE DISAGREE DISAGREE DK/NS RF
17. the exam is painful? 1 2 3 4 9 10
18. it’s inconvenient to take the exam? 1 2 3 4 9 10
19. they are embarrassed to take the exam? 1 2 3 4 9 10
20. they are worried about finding cancer? 1 2 3 4 9 10
21. they think it is not necessary if they
have no symptoms? 1 2 3 4 9 10
22. they are worried about the cost
of the exam? 1 2 3 4 9 10
23. they sometimes forget about their
appointments? 1 2 3 4 9 10
24. they have no time to do the test? 1 2 3 4 9 10
25. they lack social support? 1 2 3 4 9 10
26. it’s difficult to schedule the exam? 1 2 3 4 9 10
27. the waiting time in the facility
for the exam is too long? 1 2 3 4 9 10
28. of language barriers? 1 2 3 4 9 10

BELIEF IN THE EFFICACY OF THE FOLLOW-UP EXAM
The next questions are about the follow-up exam that your doctor recommended to you.

29. Do you believe that this follow-up exam can find the cancer if it is there?
1. YES
2.NO
9. DK
10. RF



30. Do you think that the benefits of getting this follow-up exam are greater than any inconvenience?
1. YES
2.NO
9. DK
10. RF

SOCIAL SUPPORT VARIABLES
31. How supportive would your family and friends be in getting your follow-up exam? Would you say..
1. Very supportive
2. Somewhat supportive
3. Not supportive
9. DK
10. RF

32. Do you feel a need to have someone help you decide whether to get this follow-up exam or not, or do
you feel you could make this decision alone?
1. NEEDED HELP
2. COULD MAKE THE DECISION ALONE
9. DK
10. RF

33. Would you agree or disagree with the following statement: “With regards to getting my follow-up exam,
I want to do what my friends think I should do.”?
1. AGREE
2. DISAGREE
9. DK
10. RF

34. Would you agree or disagree with the following statement: “Getting the recommended follow-up exam
gives peace of mind”.—
1. STRONGLY AGREE
2. AGREE
3. DISAGREE
4. STRONGLY DISAGREE
9. DK
10. RF

35. Most women who are recommended a follow-up exam do not have cancer, although a small percentage
do. How worried were you that your follow-up exam may show that you have cancer? Would you say ...
1. Very worried
2. Somewhat worried
3. Not worried at all (Skip Question No. 37 if not worried and not nervous in next question)
9. DK
10. RF



36. Would you say you were very nervous, somewhat nervous, or not nervous that you may get breast
cancer?
1. VERY NERVOUS
2. SOMEWHAT NERVOUS
3. NOT NERVOUS (Skip Question No. 37 if not nervous and not worried in previous question)
9. DK
10. RF

37. How did your worry or nervousness affect your decision in getting a follow-up exam? Would you say it
1. made you get the follow-up exam
2. made you avoid the follow-up exam
3. did not affect your decision to get a follow-up exam
9. DK
10. RF

QUALITY OF LIFE CONCERNS
38. How much do you think breast cancer follow-up tests interfere with your family life?
1. Very much
2. Quite a bit
3. A little
4. Not at all
9. DK
10. RF

39. How much do you think breast cancer follow-up tests affect harmony among you and your family
members?
1. Having follow-up tests improves the harmony
2. Having follow-up tests is bad for the harmony
3. Having follow-up tests does not affect the harmony
9. DK
10. RF

40. How much do you think breast cancer follow-up tests interfere with your social activities?
1. Very much
2. Quite a bit
3. Alittle
4. Not at all
9. DK
10. RF

41. How much do you think breast cancer follow-up tests cause you financial difficulties?
1. Very much
2. Quite a bit
3. Alittle
4. Not at all
9. DK
10. RF



When you think of having quality of life, which of the following items are most important?

VERY SOMEWHAT NOT

IMPT IMPT IMPT DK RF

42. Being healthy without illness 1 2 3 9 10
43. Being able to live without stress 1 2 3 9 10
44. Having family members that are successful 1 2 3 9 10
45. Having satisfactory family relationships 1 2 3 9 10
46. Being successful in work 1 2 3 9 10
47. Living an honorable life 1 2 3 9 10
48. Leading a religious life 1 2 3 9 10
49. Not having financial difficulties 1 2 3 9 10
50. Having a good social network/relationships 1 2 3 9 10
51. Being able to engage in activities you like to do 1 2 3 9 10
52. What else does it mean for you to have quality of life? (specify)
53. How much do you think breast cancer follow-up tests improve your quality of life?

1. Very much

2. Quite a bit

3. Alittle

4. Not at all

9. DK

10. RF
54. How much would you rate your overall quality of life right now?

1 2 3 4 5 6 7 8 9 10 11 12

Very Excellent DK RF

poor

55. How much would you rate your overall quality of life at the time when you were waiting for the result of
your follow-up test?

1 2 3 4 5 6 7 8 9 10 11 12
Very Excellent DK RF
poor

GENERAL HEALTH

The following questions are about your physical health and daily activities.
56. In general, would you say your health is —
1. Excellent
2. Very Good
3. Good
4. Fair
5. Poor
9. DK
10. RF



MEDICAL HISTORY
Has your doctor ever told you that you have —

57. Heart problems 2.NO
58. Stroke 2.NO
59. Hypertension (high blood pressure) 2.NO
60. Diabetes (blood sugar problems) 2.NO
61. Cancer 2.NO
62. Any other health problem? 2.NO

. YES, specify:

. YES
. YES
. YES
. YES
. YES, specify:

63. Do you have a family history of cancer 2.NO

COMMUNICATION WITH HEALTH CARE PROVIDER
The next questions are about your health care provider.

. YES, specify:

64. How comfortable are you discussing your health care with your physician?

1. VERY COMFORTABLE

2. SOMEWHAT COMFORTABLE
3. NOT COMFORTABLE AT ALL
9. DK

10. RF

65. When your doctor recommended that you get a follow-up exam, how worried were you about your

health in the future?
1. Very much worried
2. Quite a bit worried
3. A little worried
4. Not at all worried
9. DK
10. RF

I have only a few more questions now and then we will be done. These questions are for general statistical

purposes only.

HEALTH CARE INFORMATION
66. Do you have health insurance?
1. YES
2. NO (Go to Question No. 69)
9. DK (Go to Question No. 69)
10. RF (Go to Question No. 69)

67. What kind of health insurance do you have (CIRCLE ALL THAT APPLY)?

1. PRIVATE INSURANCE (e.g. Prudential)
2. HMO (e.g. Kaiser, CIGNA, Maxicare, Healthnet)



3. MEDI-CAL
4. MEDICARE
5. OTHER, specify:

9. DK
10. RF

DEMOGRAPHIC INFORMATION
68. When is your birthday (mm/day/yr)? || V| | V| | |

69. What is your marital status?
1. NEVER BEEN MARRIED
2. MARRIED
3. LIVING WITH A PARTNER
4. DIVORCED
5. WIDOWED
6. SEPARATED
10. RF

70. Which of the following best describes your annual household income from all sources?
1. <$10,000 per year
2. $10,000 — less than $20,000 per year
3. $20,000 — less than $30,000 per year
4. $30,000 — less than $50,000 per year
5. More than $50,000 per year
9. DK
10. RF

71. What is the highest level of education that you completed?

. LESS THAN 8™ GRADE

. 8™ GRADE TO 11" GRADE

. HIGH SCHOOL GRADUATE

. POST HIGH SCHOOL, TRADE OR TECHNICAL SCHOOL
.1 TO 3 YEARS OF COLLEGE

. COLLEGE GRADUATE

. SOME GRADUATE WORK OR GRADUATE DEGREE

. DK

0. RF

— O IO\ N BN WDN

72. In what country were you born?

73. How long have you been living in the U.S.? months years

ACCULTURATION
74. What language do you usually use with most of your friends?
1. Only English
2. Mostly English
3. Korean and English
4. Mostly Korean
5. Only Korean
9. DK
10. RF




75. When you read newspapers or magazines, are they:
1. Only in English
2. Mostly in English
3. About half in English and half in Korean
4. Mostly in Korean
5. Only in Korean
9. DK
10. RF

76. When you watch television, do you watch programs that are:
1. Only in English
2. Mostly in English
3. About half in English and half in Korean
4. Mostly in Korean
5. Only in Korean
9. DK
10. RF

77. Do you consider yourself —
1. More Korean
2. More American
3. An equal blend of both
9. DK
10. RF
This concludes the survey.
IF WOMAN DID NOT COMPLETE FOLLOW-UP EXAM: ENCOURAGE HER TO COMPLETE EXAM.
OFFER TO RESCHEDULE EXAM AND CALL HER BACK WITH HER NEW APPOINTMENT.

OFFER TO REFER HER TO PEER NAVIGATOR. EXPLAIN THAT THE PEER NAVIGATOR CAN HELP
WITH TRANSPORTATION TO THE CLINIC, TRANSLATION, ETC.

As a way to thank you for your time and contribution to this research, we would like to send you $20.

VERIFY MAILING ADDRESS ON PAGE 1

Thanks again and remember to continue to get mammograms every year.

Good bye

10



ADHERENCE TO FOLLOW-TP OF BREAST ABNORMAILITIES
IN LOW-INCOME KOREAN AMERILCAN WOMEN:

A RANDOMIZED CONTROLLED TRIATL

F.1.: Annette E, Maxwell

Case [D No.:
Interview Date (mofdayfyr): |__[__[|_| V| _|_| Interviewer:

Address:

Telephone Number(s):
EXPLAIN THE STUDY, ADMINISTER INFORMED CONSENT, ANSWER QUESTIONS

TELEPHONE SURVEY

QUESTIONS ON THE FOLLOW-UP EXAM
%4 6 MY A (clinic site))ell A 4t X F AHmammogram) S # & B A shd &7 FZ Al =)

2712 A= sy
1718l 2R AHE L I FANA 27} AAE Wolnm AF AR ofH

HAAE A ek o A= B2 A AEU 7

9.DK

10, RF

If patient does not know what her follow-up exam ts, inform her of her follow-up exam based on the
BCEDP records.

2. o] BAAAE sHA A g
14
2.0t 8 (Ga:a‘é Question No. 6}
9. DK {Go 10 Ovestion No. 6)
10. RF fGo to Chiestion No. )

3. HAHE PR A A AALGUIA? (moidayryry || | W ||
8. DK
10.RF

4. AT LA BegEb

9. DK
10. R¥

5. A3= o w #E 1 7}? (Check all that apply)
1. ZHEAZ 752 &)
2, FIBROADENOMA, (BENIGN MASS, XO CANCER)
3. MICROCALCIFICATIONS
4, 032 AAE R Y3 HloE 2ol A
5. %
6. 7| EH{SPECIFY}
9. DK
10.RF




6. (spectfy recommended exam) Foi¢i2] el iz
1. ol (Go to Question No. 7} _
2. oYW & (Read appropriate definiiion in the box below after Question No.7}
10.RF

7. (specify recommended exam) = F U R A A HET T AgH7N?

If answer is somewhat correct, say: S T Then read appropriate definition in the box below based
on the patient's recommended follow-up exam.

i

A4

o X B2 W27 4 8¢t X 8 o] E A (Diagnostic Mammogram) < 5§30 2 olu F 22
o] 4 AE7t A& o AAFUT 2ge Jelr] A% g x Ao FAle &7 ZAL EA Y
S-v}ot X 2 o] 2 AV (screening mammogram) B T 2. W Al 7o} A8 H YT ZZ 2] ATMEEE
T XdolE 89517 2T

o220 AN Ulirasound) & 549 442 AR FHA BE o A S HLE 550
SEVTh

oB- X & FHAHCyst Aspiration ): &AM 2L & ARE 3 fddl S 25 € FETHA
it} ojuf A R E o 8 FA7 A9 2 =7 A REUG A RE2 FAF
e Y YEE sotd o dsYth

o AL HFE R o) 4T -9 =7 FAHNeedle Breast Biopsy): 2] At A X3 AL 22 2 &
o] 4o fbe o] 2 JEE FEHUY old A R eHE H A AHEE E
7] £ HEREY HS FA E S Z QA4 AZ L g eyt

vrd% B4 23] d ASurgical Biopsy): T& & £§ AP A= 718Z 2 Alopen
biopsy) &1 % B $0¢ E4 25 /1 A 88 A ¢ ¢ A= PG gAte

Ar|F & S5 TREAPA T ¥ G AAEdRHA At ¢ H FHe AF0l g2
slEUTh AT 7S BYL A9 ¥EA REUth 78 ST RAFAMNE FE FEL0]
ohd A ZdA taw g o= o] FF

If answer ta Question No. 2 is YES, then Go To OQuestion No. 8 and Skip Question No. 3.
Mherwise, Go To Guestion No. 9,

8, Falo] &7t FALE U2 o] H(E)2 Feldynty
(Probe. Do not read. Check all that apply.)
1. 8 Ak7EEAN7T 23 417 DOCTOR/NURSE RECOMMENDED IT
LETIHALE B plo] 2 F2 ¢ Yo IKNOW IT'S GOOD FOR ME
coke] Q=) ot AT WANT TO KNOW IF 1 HAVE CANCER
code] 9o F7)o A2ukn At I WANT TO BE TREATED EARLY IF I HAVE CANCER
. 7] B} OTHER REASON, SPECIFY:

Wb W R

9. DK
10. RF
(Go to Question No. 1t




9.

10

11.

271 AALE R @ o f(EYE FA LAY

(Probe. Do not read. Check all that apply. )

1, = AARE 8982 9th 1 DON'T NEED THE EXAM

2. 145 vhak H AL & A Zke] 1T I'M TOO BUSY TO TAKE THE EXAM
3. A} vk A o] FFAYET I'M EMBARRASSED TO TAKE THE EXAM

4, 1120 44 Eh.I'M WORRIED ABQUT THE PAIN

5, 2t& A sk 278 A €0 I'M WORRIED ABOUT FINDING CANCER
6. 7]E} OTHER REASON, SPECIFY:

9 DK
10. RF

oAt} TEE AL} &7 AALE Lo eT B o §2 dvhu & olslEln (gl
Lot 3

2.0 AHE

3. Zols|Eg

9. DK

16. RF

Z7IFAAE EF Aol BilddlA oA R F o HU A
1. o5 Fa.Er}

2. & F a3

3. a7 gt

9. DK

10. RF

BARRIERS TO ADHEREN:

12,

13.

14,

F71 AAS L W s FAE PR LY

Lol syt

2. L BEAHY

3. FHAEA gl

4, gJAh} FAA L G A gAY o 2lebd #ad
9, DK

10. RF

27 AAE BE e o= AE B4 A
1. * $- EH st

2. 0= F= EHE0

3. 89sHA Wt

4, DK

5.RF

F7+ AL 9] Tl o= AR A FHYY 7R
1o g

2.01= A= AA At}

3. 48 A=A =

$.DK

10. RF



15. %7 BARE 27] #8ll B he Aol o= A= AP &R

Lol ol ok
1ﬁhﬂ£ﬂ§ﬂ
3. 0] ®A| gt
9, DK
10. RF

16. 7} FAL v £0] of = X AA Y0
1, of§ A"
299=F3Ax HHFHEH
.38 AAHA gETh
9. DK
10. RF

chgont ¢l gl #71 GAHE e Aol Yl AR RG] B ARREE ARSI

e F YN B S S0] 27} FAE B @ o4 Tooln Azt

A 748

4 29 To@s Fo|#gs DKNS RF
17. AAH7F 2B 2 7] WiEel?
18. FAL 2 Ao BH ;A2 1 2 3 4 9 10
159. AL BtEThE Al e] B38| 2 3 4 9 10
20, 92 dHE A 7 AR A2 1 2 3 4 g 10
21. o} H ZA4bo] gied FAbe AL | 2 3 4 9 10

Egasittn AT 7

22, A4} ] Eo] A= M? 1 2 3 4 9 10
23, A FEF U H AT 1 2 3 4 9 10
24. AAL g Al de] floi A 1 2 3 4 9 10
25. FHALEE9] 27t REE A7 1 2 3 4 9 10
26. AX AL 2F 7] gEAAN 1 2 3 4 9 10
27, W@l A 7|l AlZte] AoiM? 1 2 3 4 9 10
28, o AW o Fof7 1 2 3 4 9 10

BELIEF IN THE EEFICACY OF THE FOLILOW-UP EXAM
ohE AEEL A7 FAA ST F7T FAb B AE Y

29, ek ote] 9iTiE o] AAZF 2 LAY = glotn I e AU}
1. o
2.0l
9. DK
10. RF



30.

F7 AR B A9 o] o] FILHAIE 7] gEd 4rle ofd EXgRt v At
A 28t 7Y

1. 4

2. 848

9. DK

10. RF

SOCIAL SUPPORT VARIARLES

3l

32,

27+ AALE B b OlF 7HBeL} AT E L of = A E Y2 A (supportive) U7} 2.7
1. 99 F§xH et}

2. = AT PRI o}

3. Z=F o]z gt

9. DK

10. RF

7 AAE TR A R DA o U FEIMY Bl Badittn =AYt ol
24 2T F AT =744

- L ESe] 8

33.

34,

2. &4 2HE ¢ A
9. DK
10, RF

g Ao FAFAAFUA R AR ©& 2 ZA Yo o] AFE] o5
AZbE ot s ne M APEn o

1. &gl

2. 5934 g

9. DK

10. RF

& oA B AAGS AN e Z25 AXE o vl o] Bk
1. 38 E o g}
2. F8do
3. B 8tA] et

4 @Ee BA8A g

35.

92.DK
10. RF

7} AAME AR S HEEY A4 SL ool fle A2 BREF Y F7 A AT G0l
o WHE Aekn gohu FAEFHSU A

1. oi- F33

2 =A% AR, |

3. WE JA SR T} (Skin Question No. 37 if not worried and not nevvous in next guestion)

8 DK

140. RF



36 AL E 2T YE AT ZE0T o) = AT Beknervous) B4 & U 71
L % &R
2.0=AE gy . _ .
3. BA37) @S (Skip Question No. 37 if nol nervous and ot worried in previous question)
9.DK
10. RF

37. &7 FA) AT Aol Eote] FA 2= AL A g o9 A &L uEeUs o
Ao}t Eeglol..
1. 371 A A $iok
2. 37 AALE H3lEE Y
3, @A d&g mAA grot
9, DK
10. RF

QUALITY OF LIFE CONCERNS
38, frHESE 27 AAZE A Y 7S AR ol A= SaE A dEU A
1. 9§ 2o
2. 9 ®ol
3, &3
4, 25 B HR G
9. DK
10. RF

39, FF B} BAE BALS 715 Aol 9] & Bhamony)ol o) = HE A& w1 R 2&U
1 %7 AL wed 287 A8
2. 27} FAbE R AL 284 374 9
3. z5e] 9 gE vAA B
0.DK
10, RF

4&%%%iﬁ§4ﬂ%ﬂﬂﬂﬂ%%ﬂﬁh%i%ﬂ%ﬁﬂiﬁﬁﬂﬂﬂﬂ?
1. o} ®o

2, ¥ ©el

3, =3

4 A A=A g

9. DK

10. RF

41, 3G 7 A Y Al e A x e AFE o2& & He=E st Uzl
1, o}F §el
2. 5] §ol
3. ¢zt
4. FH oL L £A gl
9. DK
10. RF



9] d(quality of lifeya A% W, 5 F o™ AHe] 71 Z 2747

> = AE 2a#x
e =8 e

7

41%%3#4&%ﬂﬂ

43 2EH2gol A £ = A

44, A FT 7tE TAAL L = 7

45 7tE T TH L FA & L A
46. el A 4 F 8 A

47 AL e Al A

48 T YU YdA1& Bufj= A

49 A AH A S0 fle A

50 F2AHA M ES /BAIFE R A
51 Fotets B85 e @ 4 ele A
52. Aute]) & o Zle] 49 del o v gl AP (specify)

HHH.—.—.—..HL_-H._LH{H“-
=

Lo O S U S S S I
W Lo L b o L L L2

WD MDD MDA W W W W

10
10
10
10
10
10
10
10
10
10

53, 9AE 1Y £7F AT g9 A& olx A= ANt Ayt
1. o} g0
2. §ol
3. 3t
4. 33 AL gen
9. DK
10. RF

54, @A) Ao g g AL #5202 HAEA QS A
1 2 3 4 5 6 7 8 g 10 11
R 48 DK
R

55. %7t FA 22 71T o) 49 P& o= ARE FrlRA A
1 2 3 4 5 6 7 8 9 10 i1
-+ +rE DK
s

GENERAL HEALTH
g AEEL 949 AAH 2733 138159 59 ST AEYUL
56. 7] vhe] B4 = -
1. $-<F&ct
2. of % 3ot
3.%0%
4, A sttt
5. Ljue v}
9. DK,
10. RF



MEDICAL HISTORY
A FA 7 FAUE -F o] ST BF Fo| 3l

57. A3 A 2.0olda 1,4
58, HEF 2,018 1.9
59, 239t 208 1.4
60. Fx 2, 9l 8 i.4
61. 2 2,0l 8 L o, specify
62. TF& A 722 B A7 2.9hd8 1 o, spexify:

03,

7HE Fo] & R A Ul 2. 0pU s

£
g
L)
o
e

COMMUNICATION WITH HEALTH CARE PROVIDER

52 A7 el 2 e(health care providen)of g A E <]}

64,

63.

drhit Herat A SR e M7 Aalof o &) =9 5141 7)o
Lot "ekatot

2. 01 AT ks

3. M3 molala] gt

3. DK

1{. RF

QJA]E ;:ﬁ HAAS Hodn AR HE o), e A7 e el AR &Y
11 sl [w]

2. §ol

3. ¢zt

4. A3 FH 2 ey

9. DK

10. R¥

olAl dubA Q] A 4L AT WAL AT Felglguic
HEALTH CARE INEQRMATION

66.

67.

A7 2dol gl

Lo o
2. ¢} & (Go to 'Qu'e_.fr':'on.}ﬁ&’@?:;jﬁ?)
9. DK (Go to Question No. 65)

10. RF (Go to Question No..69)

Fel 22 Y A7 LY & oJH AYUAACRCLE ALL THAT APPLY)?
1 78] 28, ZF=¢4)

2. HMO (e.g. Kaiser, CIGNA, Maxicare, Healthnet)

3. 9] ZMEDI-CAL)

4. v} o} #| | (MEDICARE)

5. 71 €}, specify:

9.DK
10. RF



DEMOGRAPHIC INFORMATION
68. A3 E Y o] A YA mmidayryr)_* 1

69, 2L FHFHA?
1. AEF A gick
2. 2E ¥
3. FAS
4 o] ZHT}

5. APE AT
6. B2 F oI
10. RF

70, A3 P 25 L drtY Uz

1.1 ©tg e o3}

2.1 727k o] 3

3.2 k3 b g ol &

4 37hsubgd o] &

5. 59 = ol

9, DK

10, RF

71. #HF g & Flgd e
1.8 8 o1&}
2.8-11 3

72. o= gl A H o g E U 7R
7305 AF L EEdYA?_ months

ACCULTURATION
74 APES AT O F2 ALREE dole FAYUR
LG

L F2 g0

ol g g

R g

L@t

9. DK

10. RF

2

W s b



75, AR} FAE §& W FE AH ek Aol Toielrar

1. Gejst

2. &2 o

3. @hatofe} Ao dink
TR T
 EaEr oI

.DK

10.RF

-

2 LA

76. TV E A|AT o Ald el o

1. ofwl

CFE g

3, §h=ol 9 o] dink
4, T2 P

5. g=oint
9. DK

10. RF

b

ol = 2AYY A

77. FAL FA AN DA ddgae

1. §=¢lo] 7Pghet
2, ol =ele Fhav
3, gyt
9. DK
10. RF

o)A 2= ZAME TH RS YT

IF WOMAN DID NOT COMPLETE FOLLOW.-UP EXAM: ENCOURAGE HER TO COMPLETE EXAM.

OFFER TO RESCHEDULE EXAM AND CALL HER BACK WITH HER NEW APPOINTMENT.

OFFER TC REFER HER TC PEER NAVIGATCR. EXPLAIN THAT THE PEER NAVIGATOR CAN HELP
WITH TRANSPORTATION TO THE CLINIC, TRANSLATION, ETC,

A ] 2 E ZAbY EAE 208 S B e ASU),

YERIFY MAILING ADDRESS ONPAGE 1

o] 4l A= P, bt

b 3 Zp Al 8.

UL X A AN E ASTg L
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