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INTRODUCTION

This is an annual report regarding our intervention study that aims to improve the breast
screening behavior among single (windowed, divorced, separated or never-married) African-
American women ages 65 and older. This report covers the period from September 1, 1996 to

August 31, 1997.

It was the first year of the study. Therefore, tremendous efforts had to be made to
establish the study field, to make various preparations, to select study subjects and to initiate
interviews. The award notification from the Department of Grants and Contracts Administration,
Meharry Medical College, was received by the principal investigator on September 2, 1996.
Upon the receipt of the award notification, the principal investigator, Dr. Zhu, began a series of
preparations for the study, such as developing the educational brochures and quality control
related documents, polishing the questionnaire, working on the IRB and budget related issues
and hiring research team members. Due to the position-control and employment process and
procedures of Meharry and the selection process, the research specialist (research coordinator)
and the research assistants were able to be on board in February, April and May, 1997,
respectively. The Research Specialist, Ms. Sandra Hunter immediately began coordinating
procedures for the project and has done a wonderful job. She performed pre-interviews with
selected women to test the questionnaire and gain their feedback and comments. She also
handled miscellaneous affairs for the study, including ordering supplies, contacting study field
coordinator, recruiting lay health educators and study helpers, working on various forms and

documents needed for the study and helping with hiring research assistants. The research



assistants, Ms. Kathleen Payne-Wilks and Ms. Chanel Roland, joined in the preparation process.
They received training on the interview skills, knowledge of breast health and study quality
control. During the study, they have developed a very good cooperative relationship with lay
health educators and study helpers, overcome various difficulties, and done an outstanding job
with the in-person interviews. With great enthusiasm, the lay health educators of the study have
been very cooperative and done terrifically in the education of study subjects on the intervention

components.

According to the Statement of Work, pre-interviews would be completed at the end of
15" month of the project. Until August 31, the project had been going for 12 months, with the
interviewers on board in April and May. During the period, the project has progressed very well.
The research team has done a lot of preliminary work, 232 interviews, and 123 interventions.
However, since the pre-intervention interviews have not been completed and the data collected
are being entered into computer, we currently do not have the questionnaire-based results

available for this report. The following is the summary of the work done up to August 31.

BODY

1. Study Hypothesis

This study is based on the hypothesis that older single (widowed, divorced, separated or
never-married) African-American women have the highest risk of not utilizing breast screening,

because of their poorer social, familial, economic, and psychological/behavioral characteristics.




Therefore, they benefit most from an effective intervention program on screening for breast
cancer. This study aims to develop and evaluate an intervention program on breast screening

according to the characteristics of older single African-American women.

2. Study Design

This study uses a community-based intervention design. Study subjects are single
African-American women ages 65 and older living in eight public housing complexes in
Nashville, Tennessee. The complexes are stratified according to the proportion of older African-
Americans and randomly assigned to the intervention or control group (4 complexes in each
group). An intervention program increasing breast screening knowledge, psychological health
and support from significant others is performed for the intervention group. Interventions on
study women are delivered by lay health educators, using didactics, modeling and brochures.
Mailed educational materials are used for interventions on the significant others. Pre-
intervention, post-intervention and follow-up interviews are conducted to evaluate the effect of

the intervention program.
3. Methods and procedures implemented for the study
3.1. Identification of study subjects

Ms. Peaches Manning is the resident coordinator of the Metropolitan Development and

Housing Authority (MDHA) of Nashville. She also is the collaborator of the study. Before the




study, our research-team members had meetings with Mrs. Manning to discuss detailed
procedures to recruit study women. As the first step, we chose eight complexes with more
African-Americans aged 65 and older as study fields. Then, a list of addresses of all African-
American ages 65 and older was provided by MDHA. Door-to-door canvassing strategy is taken
to identify the eligible women and to recruit them for the study. The door-to-door canvassing is
conducted by a lay health educator or study helper (see below) identified from the complex and a

female research interviewer with African-American ethnicity.

With a letter from Mrs. Manning and a letter from the principal investigator (appendix 1),
the lay health educator (intervention sites) or study helper (control sites) and the research
interviewer visit each address to identify eligible women according to ethnicity, age, marital
status and history of breast cancer. If a woman is eligible, the lay health educator and the
interviewer further introduce the study and its procedures, mention monetary incentive and
obtain the woman’s consent to participate in the study. For an eligible woman who is willing to
participate and sign the consent form, an in-person interview is conducted immediately if she is
available at the visit or scheduled if she is not available then. If an individual at the address is
not home at the visit, subsequent visits will be made to identify the eligibility. The same efforts

will be made to complete an interview for a woman who is not home at a scheduled time.

Eight complexes chosen for the study were Hadley Towers, J.C. Napier Court, Tony
Sudekum Homes, Cheatham Place, Preston Taylor Homes, John Henry Hale Homes, Andrew
Jackson Court, and I W. Gernert. These housing complexes were randomly assigned to the

intervention or control group. There were six hundred and twenty-seven addresses, from the




complexes, identified as having residents aged 65 and older (including both males and females).
3.2. Identification of study helpers and lay health educators

Mrs. Manning has given us great help in providing the addresses of older residents and
the recruitment of lay health educators or study helpers. She identified from each complex a
woman eligible for being a lay health educator or study helper and made an initial contact with
the woman about the possibility for her to work for the study. After a woman was
recommended as a lay health educator or study helper, she had a meeting with our research team
members. We talked to the woman about the study project and work procedures, and
responsibilities and benefits as a lay health educator or study helper, and asked her willingness to
be such an person. An eligible woman who would work as a lay health educator or study helper
signed a contract with the principal investigator, and subsequently works among women in the

complex where she lives.

In the original design, we proposed recruiting African-American women aged 51-59 as a
lay health educator. Ms. Manning and Mrs. Hunter made great efforts to identify and recruit lay
health educators according to the criteria. However, based on a woman’s willingness and
availability, the criterion on age was not met in some housing complexes. As a result, four
African-American ladies aged 69, 68, 52 and 39, respectively, were recruited as lay health
educators. Our training sessions and interventions completed showed that these lay health
educators, despite their different ages, well understood the training materials, learned the

intervention skills and can execute the intervention well.




The original proposal did not include the use of study helpers for control group. We
added this component during the execution of the study. The reasons for doing so are twofold:
(1) safety considerations and (2) obtaining higher participation rate of eligible women. A study
helper from the control complex where she lives can serve as a familiar face when the
interviewer visits identified homes, reducing the possible distrust and increasing the

participation.

3.3. Test and revisions of the questionnaire

Ms. Hunter performed pre-interview test with five African-American women to gain
feedback concerning the questionnaire. These women represented the various backgrounds
including breast cancer patients, nurse, home wife, engineer and customer service representative.
All the participants agreed that the questions are suitable and the women would feel comfortable
with the questionnaire. However, they recommended changing the order of the questions for
further improvement. They suggested that the questionnaire begin with more soft questions (i.e.
background, social network) and put more direct questions (i.e. medical history) later. Based
upon the comments from the pre-interview test, revisions were made to the questionnaire

(appendix 2). This helped the subjects feel more at ease with the interview process.

3.4. Design, making and printing of brochures

As we mentioned before, the brochures for the study would be made based on
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appropriateness of ethnicity, old age, low income, and single marital status. We used words and
graphs that are relevant to African-Americans, and African-American role models in the
brochures. We used in printed materials large and clear typefaces and graphics reflecting lives of

older African-American women. We made effort to have the text brief, and easy to understand.

The printed educational materials were designed to be bright and luminous.

Ms. Tao, an artist who is interested in the study, helped us with superb artistic work for
the brochures on breast health and psychological adjustment. Ms. Lee and Ms. Gupton
volunteered to be models for the picture for the brochure for significant others, and they had
many pictures taken for the brochure. During the production of the brochures, we obtained great
support and help from enthusiastic people. Due to the invaluable support and help, it has made

it possible for us to develop high-quality brochures (appendix 3).

The high quality of the brochures was achieved also by our effort and procedures for the
goal. Dr. Zhu drafted the text of all brochures that was reviewed and commented by Ms. Hunter
with experience in making brochures. To further ensure the appropriateness, the drafted
brochures were also reviewed by other African-American health professionals and African-
American women. Improvement was made in terms of their comments. After the final version
was obtained, Ms. Hunter and Dr. Zhu diligently worked with the artist, the model women and
the producer on the design, format, production and copy of the brochures, trying to achieve the

high quality with very limited budget.

3.5. Training of lay health educators
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For interventions on study subjects, we will use didactic and modeling techniques to
teach study subjects on breast cancer knowledge, benefits of breast cancer screening,
psychological coping skills, increasing social activities and seeking social support. Brochures
addressing all intervention components are given to study women for their future use.

These intervention components are delivered by lay health educators.

To perform the intervention effectively, we provided four 3-hour training sessions for
training lay health educators. Session 1 involved the basic knowledge of breast cancer including
pathogenesis, natural history, and epidemiology of the disease, and knowledge of breast cancer
screening procedures and their benefits. Session 2 talked about barriers to the screening
procedures, and how to implement education by using didactic and modeling techniques.
Session 3 covered psychological characteristics of single women, psychological adjustment and
coping skills. Session 4 was about how to perform psychological education using didactic and
role-modeling skills and gave lay health educators an opportunity to practice the skills they have
learned and to perform interventions in a simulated situation. The first two hours of each session
were teaching, and the third hour was the time for questions and discussions. Important issues
were addressed, repeated, and summarized during the training. At the end of each session, a
short test was given to the session attendants to ensure that they have comprehended what had
been taught in the session. To make sure that every lay health educator learned the educational
skills and can perform education effectively, one (or two when necessary) individual session(s)
was held. In this session(s), our research-team member worked with the lay health educator to

imitate an intervention process until a satisfactory performance could be achieved.
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Dr. Louis Bernard (oncologist and surgeon), Dr. Lloyd Elam (psychiatrist) and Dr. Zhu
(epidemiologist) gave the lectures in their respective field. With the involvement of the research
team members, Drs. Bernard and Elam taught lay health educators intervention skills in
improving breast health/screening and coping with emotional problems, respectively. We
prepared a written script for the lay health educators to use as a guideline during the role playing

and teaching.

To maximize the attendance to the training sessions, we provided the identified lay health
educators with juice, lunch and transportation when needed, and paid them for their attendance.
During the sessions, an informal and relaxed atmosphere was created for the effective
interactions between the instructor and attendants. The attendants sat with the instructor around
a table to receive training, ask questions and practice the intervention skills they have learned,
except for during the lectures for which slides and transparencies are needed. The attendants
were asked about their experiences on breast screening and psychological adjustment, and were
encouraged to tell the positive experience when they conduct the interventions. Four lay health
educators received the training. All of them passed the test and can execute an intervention well.
All of the lay health educators were very satisfied with the content and implementation of our

training sessions.

3.6. Training of interviewers

Interviewers attended all sessions for the lay health educators. In addition, two 2-3 hour

13




sessions were provided on interviewing/recording/editing skills, introducing the questionnaire,
defining/clarifying questions and answers, and mimicking interview process. Other issues for a
good interview and communication with women, such as interviewer’s appearance, ways to
approach women, introduction remarks, ways to deal with difficult situations and so on, were
also addressed. An overview of interview procedures and a brief interview guideline were

provided as the guidance for interviews (appendix 4).

3.7. Study quality control

A. Training interviewers and lay health educators in study quality control: Interviewers
were trained to improve their performance in reducing under-reporting of information and item
non-response, avoiding inductive questioning and evading inferring from an incomplete or
inadequate reply. They were asked to examine a completed form immediately after an interview
for any errors, inconsistencies, unusual answers and missing values, and to make corrections or
compensations where possible. Lay health educators were trained on correctly using
intervention skills taught and fulfilling each intervention component needed. An operational

manual was developed as a guide of didactic and modeling interventions.

B. Monitoring and evaluating interview and intervention implementations: For the
fidelity of interviews and implementation of interventions, we asked interviewers and health
educators to record the process of an interview or an in-person education, using a cassette
recorder. Recording tapes were randomly reviewed for quality control purpose. To evaluate the

quality of the intervention execution, the interviewer observes the lay health educator’s
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performance during the intervention and completes an evaluation form at the end of the
intervention. This form contains date, time length of intervention execution, lay health
educator’s implementation, and subject’s interests, understanding and acceptance of each

intervention component (appendix 5).

C. Research administration: In addition to day-to-day communications on the research
activities, we established a weekly-meeting system. In the meeting, the progress of the past
week was summarized. All research members are asked to present and discuss any potential
problems and good experiences in keeping a good working relationship with lay health educators
or study helpers and in communications with study women. This is important for implementing
effective intervention and increasing the participation of eligible women. Mrs. Sandra Hunter,
research specialist, arranges all data collection activities and examines and maintains all data to
avoid or reduce any overlapping, missing or inaccuracy. In addition, a subject tracking system

was developed to integrate data from the different sources (appendix 6).

D. Reducing inter-interviewer variations: The complexes in intervention and control
groups were equally assigned to the two interviewers so that each interviewer can interview
approximately the same number of women for each group. It can reduce the effect of inter-
interviewer variations that may lead to a systematic bias when an interviewer is primarily

responsible for interviews in one group.
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4. Current status of study

4.1. Participation rate of eligible women: Up to August 31, five hundred and sixty
homes have been visited with 297 eligible women identified and 232 interviewed. Table 1 lists
the number of addresses, the number of eligible women, the number of refusals, the number of

interviews completed and the number of remaining homes for visit according to the complex.

One hundred and thirty-nine women in the control group (J.C. Napier Homes, Hadley
Park Towers, Tony Sudekum Homes, Andrew Jackson Courts) were identified as eligible and
78.4% of these women would participate in the study. The corresponding numbers were 157 and
78.3% for the intervention group (John Henry Hale, Cheatham Place, Preston Taylor Homes,
I.W. Gernert Homes). The participation rates were relatively high, compared with those in the
study in Atlanta (Blumenthal et al, 1995). In this study, only 38.5% of women identified from
the patient registration log of a medical center would participate. The participation rate was
47.7% for women identified from public housing projects, business establishments and churches.
We believe that our recruitment strategies including monetary incentives have been effective in
recruiting study subjects, and our interviewers, Mrs. Roland and Payne-Wilks, have done a great

job in recruiting and interviewing study women.
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Table 1. The numbers of addresses, eligible women, refusals, interviews completed and the

remaining homes for visit according to complex, as to August 31, 1997

Housing Complex  # of Current Current  Current Completed Remaining
Addresses Ineligible # Eligible # Refusal Interviews Addresse

Hadley Towers 96 51 45 7 38 0
J.C. Napier Court 64 22 41 13 28 1
Tony Sudekum 20 1 11 2 9 8
Homes

Cheatham Place 86 46 36 9 27 4
Preston Taylor 37 11 26 4 22 0
Homes

John Henry Hale 54 26 28 5 23 0
Homes

Andrew Jackson 136 43 42 8 34 51
Court

I.W. Gernert 136 63 67 16 51 6

Total 629 262 296 64 232 70




4.2. Interviews: Two hundred and thirty-two interviews have been conducted up to
August 31. To ensure that the interviews were satisfactory to study women (that is important for
them to accept post-intervention and follow-up interviews), we randomly called 9 women about
their feeling concerning the interview, after interviewers executed the first 20-30 interviews.
Except one woman who said “the interview was alright”, all other women enjoyed the interview

or thought that the interview was good or pretty good.

4.3. Intervention implementation: The interventions were delivered to 123 women in the
intervention group up to August 31, 1997. Based on the intervention evaluation forms, 97.5% of
interventions on breast health were very good and the rest of them (2.5%) were good. The
corresponding percentages were 98.4% and 1.6% for interventions on emotional adjustment.
About ninety-four percent of women were interested in the teaching on breast health and
emotional adjustment, respectively. Ninety-six percent of women seemed to understand the

intervention content.

4.4, Intervention on significant others: Once the interventions were completed, we
sent a packet containing a cover letter (appendix 7), educational brochure (appendix 8) and
support agreement to each of women’s significant others. Although most study subjects
identified three significant others as asked during the interview, some of them could identify
only one or two. One difficulty was that most subjects did not know the exact addresses of their
significant others. Therefore, extra efforts had to be made to find the correct addresses through

phone book or telephone calling.
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Two hundred and forty-one significant others of 123 women were sent a mail in August.
Up to August 31, twenty-eight significant others returned the completed support agreement to
show their willingness to help study women with getting breast screening and provide emotional

support. More responses from the significant others are coming.

4. Recommendations in relation to the statement of work

According to the statement of work, pre-intervention interviews would be completed at
the end of the fifth month of the project. The current progress is consistent with that in the
statement of work, with 232 women interviewed at the end of 1" year. However, we estimate
that only 280-300 women from the eight housing complexes would be included in the study
when the pre-intervention interviews are completed, which is less than that we expected (400).
Therefore, we are considering recruiting more women in the study. We will choose two
additional complexes with relatively more eligible African-American women from the remaining
housing areas. An additional 50-70 interviews may be obtained from these two housing

complexes.

CONCLUSIONS

As of August 31, 1997, the project staff has finished work designated in the statement of
work. The research team members have worked diligently on developing project-related
documents, identifying and recruiting study subjects, interviewing with study women,

establishing and managing computer files, and implementing quality control procedures. Ms.
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Manning, the resident coordinator of the Metropolitan Development and Housing Authority
(MDHA) of Nashville, has provided us great helps in identifying eligible women, lay health
educators and study helpers. The lay health educators of the study have done well in the delivery

of the interventions on breast screening behavior and emotional adjustment.

As a result of the collective efforts, we currently have recruited and completed interviews
with 232 single African-American women aged 65 and older. The interventions on breast
screening and emotional adjustment have been delivered to 123 women in the intervention
group. As one of the intervention components, we have sent to 241 significant others of the
women in the intervention group a packet containing an educational brochure and the support

agreement to. More interviews and interventions are being conducted for the study.

Because the number of participants may be lower than expected, we plan to add two other
housing complexes to the study. As long as interviews at pre-intervention are completed, data
will be analyzed. We expect that data from the interviews will provide more information on the
barriers to breast screening and psychological status among older single African-American

women.
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MEHARRY MEDICAL GOLLEGE

SCHOOL OF MEDICINE
1005 D. 8. TODD, JR.,, BOULEVARD
NASHVILLE, TENNESSEE 37208

GIs) 327-6572

DEPARTMENT OF
FAMILY AND PREVENTIVE
MEDICINE

Dear Madam:

We are writing to ask for your participation in an important study on preventive health care and
related factors among African-American women. This study will contribute to the improvement
of African-American women’s health status. The Metropolitan Development and Housing
Agency has given us approval to contact you for this study.

The study will consist of a 25-30 minute in-person interview once a year for the next three years.
If you agree to participate in the study, you will be paid $25.00 for each completed interview.

To participate, please sign the enclosed consent forms and keep one copy for your file and return
the other copy to the research assistant.

Your participation in this study is completely voluntary. Whether or not you choose to
participate will have no effect on any future health care from any institution or any rights as a
resident in the Public Housing Development to which you are entitled. All information collected
will be kept strictly confidential as required by law. Your name will not appear on any reports, it
will be used only for the purpose of payment.

We hope you are willing to take part in this study, because the validity of this study will be
strengthened if all persons we contact do participate. If you have any questions, please call Ms.
Hunter at (615) 327-6890, between 7:30 a.m. and 4:30 p.m., Monday through Friday. Thank you
very much for your time and consideration.

Sincerely,

Kangmin Zhu, M.D., Ph.D.
Principal Investigator
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MEHARRY MEDICAL GOLLEGE

SCHOOL OF MEDICINE
100S D. B. TODD, JR.,, BOULEVARD
NASHVILLE, TENNESSEE 37208

©i5) 327-6572

DEPARTMENT OF
FAMILY AND PREVENTIVE
MEDICINE

Dear Madam:

We are writing to ask for your participation in an important study on preventive health care and
related factors among African-American women. This study will contribute to the improvement
of African-American women’s health status. The Metropolitan Development and Housing
Agency has given us approval to contact you for this study.

The study will consist of a 25-30 minute in-person interview once a year for the next three years.
If you agree to participate in the study, you will be paid $25.00 for each completed interview. In
addition, a lady from your neighborhood will deliver and explain some brief brochures that are
beneficial to your health, following the first interview. We will pay you an additional $15.00 for
your acceptance of the education. To participate, please sign the enclosed consent forms and
keep one copy for your file and return the other copy to the research assistant.

Your participation in this study is completely voluntary. Whether or not you choose to
participate will have no effect on any future health care from any institution or any rights as a
resident in the Public Housing Development to which you are entitled. All information collected
will be kept strictly confidential as required by law. Your name will not appear on any reports, it
will be used only for the purpose of payment.

We hope you are willing to take part in this study, because the validity of this study will be
strengthened if all persons we contact do participate. If you have any questions, please call Ms.
Hunter at (615) 327-6890, between 7:30 a.m. and 4:30 p.m., Monday through Friday. Thank you
very much for your time and consideration.

Sincerely,

(gl

Kangmin Zhu, M.D., Ph.D.
Principal Investigator
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Metropolitan Development and Housing Agency
701 SOUTH SIXTH STREET # NASHVILLE, TENNESSEE % TELEPHONE (615) 252-8400
MAILING ADDRESS: PO. BOX 846 NASHVILLE, TENNESSEE 37202
TELEPHONE DEVICE FOR THE DEAF (615) 252-8599

May 23, 1997

Dear Resident:

The Metropolitan Development and Housing Agency is in collaboration with Meharry
Medical College for an important survey on the health of single African-American
women ages 65 and older. I am writing to ask for your help for this survey.

For that reason, two ladies will visit your home to ask for your participation. If you agree
to participate, a lady will ask you some health-related questions once a year during the
next three years. Each interview will take about 30 minutes and you will be paid $25 for
each interview completed.

Your participation in this study is voluntary. All information received will be kept
strictly confidential as required by law. We hope you will participate in this survey
aimed at improving African-American Women’s Health.

Your support for this important research study on African-American Women’s Health is
very important and will be appreciated. If you have any questions concerning this letter,
please contact Ms. Hunter at 327-6890 or me at 252-3698. pu—

X
o

Sincey ly, /

7& /V/))/',)}Llé

Peaches Mann;;;gf“'":::wm-w —
Resident Association Coordinator

PM:lst

C:/lst/peaches/AAW-health.doc
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Metropolitan Development and Housing Agency
701 SOUTH SIXTH STREET & NASHVILLE, TENNESSEE % TELEPHONE (615) 252-8400
MAILING ADDRESS: PO. BOX 846 NASHVILLE, TENNESSEE 37202
TELEPHONE DEVICE FOR THE DEAF (615) 252-8599

May 23, 1997

Dear Resident:

The Metropolitan Development and Housing Agency is in collaboration with Meharry
Medical College for an important survey on the health of single African-American
women ages 65 and older. I am writing to ask for your help for this survey.

For that reason, two ladies will visit your home to ask for your participation. If you agree
to participate, a lady will ask you some health-related questions once a year during the
next three years. Each interview will take about 30 minutes and you will be paid $25 for
each interview completed. In addition, a lady will teach you some knowledge on
women’s health for an addltlonal 30 minutes after the first interview. An extra $15 will
be paid to you.

Your participation in this study is voluntary. All information received will be kept
strictly confidential as required by law. We hope you will participate in this survey
aimed at improving African-American Women’s Health.

Your support for this important research study on African-American Women’s Health is
very important and will be appreciated. If you have any questions concerning this letter,
‘please contact Ms. Hunter at 327-6890 or me at 252-3698.

Res1dent Association Coordmator

PM:lIst

C:/Ist/peaches/AAW-health.doc
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Study ID - -
PHR# —_—
Interviewer ID -
/ /

Date of Interview (month/day/year)
Time Interview Begin am./p.m.
Time Interview Ended : a.m./p.m.
Reference Date

(month!year)

WOMEN’S HEALTH STUDY

1S-1-1)

Meharry Medical College
Family & Preventive Medicine
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AT THE DOOR:

Hello, my name is (YOUR NAME). I am from Meharry Medical College. I am here to
speak with (NAME OF RESPONDENT).

IDENTIFY ELIGIBILITY,
INTRODUCE THE STUDY AND THE RESPONDENT’S RIGHTS,

OBTAIN THE CONSENT, AND
ARRANGE PRIVATE SETTING FOR INTERVIEW.

TO BEGIN THE INTERVIEW;

Ms. (NAME OF RESPONDENT), I would like to begin asking you questions related to
the study. I would like to repeat that your information will be kept completely confidential as
required by law, and you also may refuse to answer any questions.

SECTION A: BACKGROUND INFORMATION

First, I would like to ask some questions about your background.

Al. What is your date of birth? / /

A2 Have you ever been married or lived as married?

No . 0
Yes o 1
A3 What was your marital status in the past year?
Married........................... 1
Separated..................... 2
Divorced....................... 3
Widowed........................... 4
Never married.................. . 5
A4. How many years have you been in this marital status?
<2years.......................... 1
2-4years ... 2
5-9years ... 3
>=10years ... 4
(DONOT READ) » Notsure ... 9
A5 Have you ever been employed”
No 0




A6. What was the occupation that you worked in the longest?

(occupation) ____(code)
A7. What is the highest level of school that you completed?
Noschool ... 0
Elementary school.........................._ 1
Middle school ... 2
Highschool ... 3
Vocational or technical training school ... ... .. 4
Some college or junior college ... .. ... 5
College ... 6
Graduate or professional school ... .. 7
Other (specifyy 8
(DONOTREAD) — Refused ... ... ... 9
SECTION B: SOCIAL NETWORK AND SOCIAL ACTIVIT IES
BI. How many living children do you have? ____ (children)
None..... . 00
B2. How many living grandchildren do you have? ____(children)
' None ... 00
B3. Are there any children or grandchildren living in your household?
No 0
Yes .o 1
(DONOTREAD) -» N/A ... 9
B4. How frequently do you see any of your children or grandchildren?
Lessthanonceavyear ... .. .. . 1
About 1-2 times ayear ... . . 2
About 3-4 timesayear ... . 3
About 5-6 times ayear ... ... 4
About 7-11 times ayear....... . .. 5
About everymonth ... . 6
About once every other week ... ... 7
About once a week or more ... ... 8
(DONOTREAD) — Notsure ... 9
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B5. How often do you call any of your children or grandchildren?

Less than once 6 months .. ... 1
About once 2-6 months ... 2
Abouteverymonth ... . 3
About once every other week ... . 4
Aboutonceaweek...... ... S
More than once a week....... ... .. 6
(DO NOT READ) — Not sure ............ SRT RS 9

B6. If you had financial difficulty, would any of your children or grandchildren give money
to you? (READ LIST)

. Definitely ... 1
Probably ... 2
Maybe ... 3
Probablynot ... ... 4
Definitelynot ... 5
(DONOT READ) - Donotknow ... .. 9
B7. If you were feeling ill one day, would any of your children or grandchildren be willing
to take you to the hospital or help cook dinner? (READ LIST)
Definitely ... .. 1
Probably ... 2
Maybe ... 3
Probablynot ... .. .. 4
Definitelynot ... .. 5
(DO NOT READ) — Donotknow ... 9
B8. How many relatives can you talk to about private matters or can call for
help? ____ (relatives)
B9. How often do you see any of these close relatives?
Lessthanonceayear.. .. ... .. 1
About once 7-12 months ... ... 2
About once 4-6 months ... ... 3
About once 2-3 months ... ... 4
About once every month ... . 5
About once every other week ... 6
About once a week or more ... ... 7
(DONOT READ) — Notsure ... 9



B10. How often do you call any of these close relatives?

Less than once 6 months ... . 1
About once 4-6 months ... ... 2
About once 2-3 months ... 3
About everymonth ... .. 4
About once every other week ... .. S
About onceaweek ... ... 6
More thanonce aweek ... 7
(DONOTREAD) — Notsure ... 9
B11. If you had financial difficulty, would any of these close relatives give money to you?
(READ LIST)
Definitely ... 1
Probably ... 2
Maybe ... 3
Probablynot ... 4
Definitelynot ... 5
(DONOT READ) - Donotknow ... 9

BI2. If you were feeling ill one day, would any of these relatives be willing to take you to
the hospital or help cook dinner? (READ LIST)

Definitely ... 1
Probably ... 2
Maybe ... 3
Probablynot ... ... 4
Definitelynot ... 5
(DONOTREAD) - Donotknow ... . 9

B13. How many friends can you talk to about private matters or can call for
help? ____(friends)

B14. How frequently do you see any of these close friends”

Less thanonceayear ... ... . . 1
About once 7-12 months ... 2
About once 4-6 months ... .3
About once 2-3 months ... 4
About once every month ... . 5
About once every other week ... 6
About once a week or more ... 7
(DONOTREAD) — Notsure ... 9
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B15. How often do you call any of these close friends”

Less than once 6 months ... ... . ]
About once 4-6 months ... ... 2
About once 2-3 months ... ... 3
About everymonth ...
About once every other week ...
About onceaweek .. ...
More thanonce a week ... .

(DONOTREAD) — Notsure ... 9

B16. If you had financial difficulty, would any of these close friends give you money?
(READ LIST)

Definitely ... 1
Probably ... 2
Maybe ... 3
Probablynot ... 4
Definitelynot ... 5

(DONOT READ) - Donotknow ... .9

B17. If you were feeling ill, would any of your close friends be willing to take you to
the hospital or help cook dinner? (READ LIST)

Definitely ... 1
Probably ... 2
Maybe ... 3
Probablynot ... .. 4
Definitelynot ... 5
(DONOTREAD) —» Donotknow ... ... . 9
B18. How often did you go shopping in the past year?
Less than once amonth ... ... 1
About onceamonth ... ... 2
About once every other week .. ... 3
Onceaweek ... .. 4
2-3timesaweek ... ... ... 5
More than 3 times a week ... ... 6

(DONOT READ) — Notsure ... 9




B19. How often did you attend social activities such as party, community meeting, or other
community activities in the past year?

None ... 0
Less than once ayear ... .. 1
About 1-2 timesayear ... .. . 2
About 3-6 times ayear ... .. 3
Aboutonceamonth ... ... ... . 4
About 1-3 times amonth ... . 5
Once a week ormore ... ... 6
(DONOTREAD) —» Notsure ... 9

B20. Would you provide the names, addresses, and phone numbers of three family members or
relatives or close friends living in Nashville or surrounding areas who are most significant in
your life and would give help to you?

Name Sex  Relationship Address Phone number

1.

2.

SECTION C: MEDICAL HISTORY AND MEDICAL CARE
Now, I would like to ask you some questions about your medical history and medical care.

C1. Have you ever had lumps or changes in your breasts that were not cancerous (malignant)?

No (gotoC4) ... 0

Yes .o 1

(DONOT READ) -» Donotknow ... ... . 9

C2 How old were you when they were first diagnosed by a doctor? ___ (age)
Do not remember ... ... .. 99

C3  What was the diagnosis? (SPECIFY) __ (code)
(DO NOT READ) - Donotknow ... 99
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C4.

Cs.

Cé6.

C7.

C8.

Co.

A breast physical examination is when the breast is felt for lumps by a doctor or other health
professionals. Have you ever had a breast physical examination?

No (gotoC7) ... 0
YeS o 1
(DO NOT READ) — Do not know ... . . 9

How many breast physical examinations were performed by a doctor on you in the
past year?

____(examinations)
None ... 00
When did you have your last breast physical examination?
Inthepastyear ... ... . . 0
Oneyearago ... ]
Twoyearsago ... 2
3-4yearsago ... 3
5 ormore years ago ... 4
(DONOT READ) —» Donotknow ... 9
Have you ever heard of a2 mammogram?
No 0
Yes 1
(DONOTREAD) —» Notsure ... 9

A mammogram is an X-ray of the breasts taken by a machine that presses against the breast
while the picture is taken. Have you ever had a mammogram?

No (goto Cl1)....................... 0
Yes oo 1
(DONOT READ) - Donotknow ... 9

How many mammograms were performed by a doctor on you in the past year?

__ __ (examinations) -
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C10. When did you have your last mammogram?

Inthepastyear ... ... .. . 0
Oneyearago ... 1
Twoyearsago ... .. 2
3-4yearsago ... 3
5 ormore yearsago ... 4
(DO NOT READ) - Donotknow ... ... . 9
C11. Do you examine your breasts for lumps or other changes?
No (gotoC13) ... 0
YeS .o 1
(DO NOT READ) — Donotknow ... ... 9
C12. About how often do you examine your breasts for'lumps?
Yearlyorless ... 1
About twice a year ... .. 2
About 3-5 timesayear ... . 3
Every 2months ... ... 4
Monthly ... 5
More often than monthly, less often than weekly ... 6
Weekly or moreoften ...~ 7
Other (SPECFY) 8
(DONOTREAD) » Donotknow ... ...~~~ """ 9
C13. Do you have any type of medical insurance”
No (gotoC15) ... SISO 0
YeS 1
(DONOTREAD) » Donotknow ... . ... .. . 9
C14. What type of insurance do you have? (READ LIST)
TennCare ... 1
Medicare ... ... 2
Commercial insurance like Blue Cross ... .. 3
Health maintenance organization or
prepaid group practice like Health America . 4
Other (SPECIFYy 5
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C1s.

Cle.

C17.

C18.

Cl19.

C20.

Is there a particular doctor’s office, clinic, health center or other place that you usually go
to if you are sick or need advice about your health?

No (gotoC17) ... 0

Yes ]

(DO NOT READ) —» Donotknow ... .. ... 9
How far is your home from this medical facility? — _ (miles)

Is there a transportation tool available when you need go to see a doctor?

No ... JRURUPRRRTI 0
Yes oo 1
(DO NOT READ) — Donotknow ... 9

No (gotoC21) ... 0
Yes .o 1
(DONOTREAD) - Donotknow ... ... 9

What kind of doctor is he/she? (READ LIST)

A medical doctor (family doctor, internal

medicine, etc.) ... 1
A gynecologist ... 2
A specialist (SPECIFY) 3
Other (SPECIFY) _ 4
(DONOTREAD) -» Donotknow ... .. 9

No 0
Yes .o 1
(DONOT READ) - Donotknow ... .. . 9
Did you see a doctor on a regular basis”?
No 0
Yes .o 1
(DONOTREAD) - Notsure ... ... ... . 9
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C22. Have any doctors you visited ever advised you to have a mammogram?

NO cvicrreerrerrreserrericssre e ssansneens 0
YES couvierrennrerereresnesinrnsraessnnssesnens 1
(DO NOT READ) — D0 not Know ......ceeuereecnncnncninnn. 9

NONE .eevveernrereeisrreeeserasesesssssrasssarssssanssssassssssessasess 0
Less than Once a Year ........coceiverencennnsnnnsnsnnnens |
One t0 tWO tiIMeS @ YEAT ..c..cpevimirerresmnesseneessacsanas 2
Three to five times @ Year ......cccvveeeerersnnscsiiinnnenas 3
One to two times a month ......cocoeemnininnnninnns 4
More than once @ month .......ccocveeeuiriiieieencnicncnns 5
(DO NOT READ) —> D0 N0t KNOW ..covvmrimnrineisenccmninsimnisssiisssnseens 9

C24. Did you have any medical problem or disability that impeded your visiting a doctor in the

past year?
NO covercreerreeeerseressrresaesaesssnasnsees 0
YES cevrerreeererneneersenssessseenienssseeesesas 1
(DO NOT READ) — D0 00t KNOW w.ocevrinniaciiensiiensnnanes 9

SECTION D: FAMILY HISTORY

D1. I would like to ask history of breast cancer among your family members,
relatives or close friends. Were (or was) any of your (READ EACH TYPE OF
RELATIVES OR CLOSE FRIENDS SEPARATELY) diagnosed with breast cancer by a

doctor?
Yes No N/A Do not know
1. Sisters 1 0 3 9
2. Daughters 1 0 3 9
3. Mother 1 0 3 9
4. Other relatives (SPECIFY)
1 0 3 9
5. Close friends 1 0 3 9
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SECTION E: KNOWLEDGE, ATTITUDES AND BELIEFS

El. I'am going to list some concerns women have reported about getting a mammogram.
For each one, please tell me how concerned you are about this. To begin, does (READ
EACH CONCERN) make you extremely concerned, somewhat concerned, a little concerned,
or not at all concerned about getting a mammogram?

Extremely Somewhat A little Not at all Do not
Concerned Concerned Concerned Concerned Know

1. the cost of a
mammogram |} 2 3 4 9

NS

worry about
the radiation 1

(8]
W
N
O

3. the discomfort
of the machine
pressing your
breast 1

3]
w
H
O

4. fear of finding
cancer 1 _ 2 3. 4 9

E2. Would any of the concerns I have mentioned stop you from having a mammogram?

No 0
Yes o 1
(DO NOT READ) - Donotknow ... ... . 9

E3. Would any other concerns stop you from having a mammogram?

No 0
Yes (SPECIFY) o
(DO NOT READ) - Donotknow ... 9

E4. Would you say that getting a mammogram in the next year is (READ CHOICES)

Verylikely ... 1
Somewhat likely ... ... 2
Notverylikely ... 3
Not likely atall ... . . SOOI 4
(DO NOT READ) » Donotknow ... ... . ... 9
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ES. How useful do you think mammograms are for early detection of breast cancer?

Would you say ... (READ LIST)

Not very useful
(DO NOT READ) — Do not know

E6. For the next few statements, please tell me if you “strongly agree, agree, disagree or
strongly disagree.” (READ STATEMENTS BELOW)

o

[}

E7. Who do you think is more likel
age doesn’t make any differen

. A women doesn’t need

to have a mammogram
unless she gets a
breast problem

. A woman can have

breast cancer without
having any symptoms

. Breast cancer can be cured

if caught early enough

. Looking for breast

cancer makes
women worry

. Getting treated for

breast cancer is often
worse than the disease

- Having an operation for

cancer can expose it to
the air and cause it to
spread

(DO NOT READ) — Do not know

Strongly
Agree

1

Agree

o

(8]

(8]

2

Women younger than 65
Women older than 65

Disagree

3

Age does not make any difference........ ... ..

...................................... 1
...................................... 2
......................................... 3
............................................ 9
Strongly Do not

Disagree Know

4 9

4 9

4 9

4 9

4 9
4 9 .

Y to get breast cancer - women under 65, women over 65, or



E8. Out of 100 women, how many do you think will get breast cancer at some time during their

lives? Would you say (READ CHOICES)

<lm100..................... 1
1-5in 100 ... 2
69100 ... ... 3
10-19in 100 ...................... . 4
200rmorein100 ... . 5
(DO NOT READ) — Donotknow ... ... ... 9

E9. Compared to most women, what do you think the chanc

es are that you personally will get

breast cancer some day? Do you think it is ... (READ CHOICES)

" Higher than most women ... ... 1

The same as most women ... 2

Lower than most women ... .. 3

(DONOT READ) - Donotknow ... 9

E10. Sometimes women worry about getting breast cancer.

How about you? Would you say

that you worry about getting breast cancer (READ CHOICES)

Alot 1

Somewhat ... ... 2

Alittle ... 3

Notmuchatall ... 4

(DONOT READ) - Donotknow ... ... 9

E11. Where do you usually get information on health knowledge and health care? (READ
CHOICES)

Radioor TV ... ... 1

Newspaper ... 2

Magazine ... 3

Doctor ... 4

Family members ... . 5

Friends or neighbors ... .. 6

Organization meeting ... .. . 7

Other (SPECIFY) 8

Nosources ... ... 0

(DONOT READ) - Donotknow ... ... . 9
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E12. Have you heard anything about breast examination through radio or television,
or from family members, relatives or friends in the past year?

No 0
Y€S .o 1
(DONOT READ) — Notsure ... 9

E13. Have you attended an organization meeting or received educational materials on breast
cancer in the past year?

NO o 0
YeS oo 1
(DONOT READ) - Notsure ... 9

E14. Did any of these things you heard or got make it more likely that you would get a breast

examination?
No . 0
Yes oo 1
(DONOT READ) - Donotknow ... 9

SECTION F: PERSONAL FEELINGS AND HEALTH

F1. The following is a list of symptoms and complaints that people may sometimes have. If you
had any of the symptoms or complaints in the past year, please tell me how many days it
lasted during the most severe episode. During the past year, were you bothered by ..

(READ EACH SYMPTOM AND ITS ANSWER CHOICES)

No Yes, lasting  Yes, lasting  Yes, lasting Do not
less than one one to two more than know

week weeks two weeks

1. Sad, blue, or “down

in the dumps” 0 1 2 3 9
2. Poor appetite 0 1 2 3 9
3. Significant weight loss

or weight gain 0 1 2 3 9
4. Severe trouble falling

asleep 0 1 2 3 9
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10.

11

16.

17,

19.

Sleeping too much

Loss of energy

. Easily fatigued

Feeling tired
Loss of your interest or
pleasure in your usual

activities

Feeling guilty or down
on yourself

Feeling worthless

. Feeling lonely

. Irrational fear of

physical illness

. Poor concentration

. Slowing of thinking

0

0

Trouble making decisions 0

Being unable to sit still
and having to keep
moving

- Feeling slowed down

physically and having
trouble moving

Thoughts of ending your

life

0

Yes, lasting
less than one
week

Yes, lasting  Yes, lasting Do not

one to two
weeks

2

2

o

(38

to

t9

o

more than

two weeks

3

3

know
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SECTION G: OTHER

G1. What was your household income before taxes in the past year? (READ LIST)

Less than $5,000 ...
$5,000 t0 $9,999 ........... SRR USSR
$10,000t0 814,999 ... ..
$15,000t0 $19,999 ...
$20,000t0 $24,999 ...
$25,0000rmore ...

(DONOT READ) — Refused ............c.ccocoooeoio

G2. How many people living in your household were supported

by that income during the past year? ____(persons)

G3 What is your religious preference”

Latter Day Saints.........................
Other (specify)

G4 How often did you go to church, temple, or other religious services in the past year?

Everyweek ...
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AT THE END OF THE INTERVIEW

Thank you very much for your participating in this study. We appreciate you for
your time and your help. As you may know, we will be mailing you a check of $25
for this interview.

FOR WOMEN IN INTERVENTION GROUP, SAY: According to our study
plan, we will teach you some knowledge about women’s health. We will pay you
an additional $15 for your time for the acceptance of the knowledge. IF LAY
HEALTH EDUCATOR GOES WITH INTERVIEWER, ASK if we can teach you
now? IF LAY HEALTH EDUCATOR IS NOT WITH INTERVIEWER, SAY,
would you please let me know when you will be available for the acceptance of
knowledge in the next few days? TAKE DOWN THE TIME SHE WILL BE
AVAILABLE: '

Time: _ : _ (am/p.m.) Date: / / (day/month/year).

FOR WOMEN IN CONTROL GROUP, SAY: According to our study plan, we
will have another 30-40 minute interview with you next year. Again, we will pay
you for that interview.

We look forward to seeing you again for the study. Please let me know if you have
any questions.

IF RESPONDENT SAYS “YES," ANSWER THE QUESTION.
IF RESPONDENT SAYS “NO," SAY “Good-bye."
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SECTION H: INTERVIEW REMARKS

H1. Respondent’s overall cooperation was:

Verygood ... ... 1
Good ... 2
Fair 3
Poor ... 4

Veryreliable ...~~~ ]
Generally reliable ... 2
Questionable ... 3
Unsatisfactory ... 4

H3. The main reason for unsatisfactory or questionable quality of this interview was that the

respondent:
Was physicallyill ... .. 1
Had poor hearing orspeech ...~ 2
Did not understand or speak Englishwell ... 3
Was insufficiently knowledgeable ... .. 4
Was confused or distracted by frequent interruptions ... ... 5
Was inhibited by others around her ... 6
Was bored or uninterested ... .. RSRSSUUUTR 7
Was upset ordepressed ... ... . 8
Was embarrassed by the subject matter ... ... 9
Was emotional unstable ...~ 10
Was hostile or uncooperative ... ... 11
Other (SPECIFY) 12
H4._ The interview was conducted with the respondent while she was

Alone .. 1
With others present and listening

(SPECIFY) 2
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GUIDELINES ON THE PERSONAL INTERVIEW

Purposes Of Improving Interview Skills

1)
2)
3)

Increasing the response rate
Obtaining accurate information
Obtaining complete data and reducing missing items

Issues For A Good Interview .

1)

2)

3)

4)

Psychological Preparations
Perform an interview as if you have no knowledge of study group
Perform an interview as if you have no knowledge of study aims

Do not expect whether an interview will be difficult or not

Interview Time

Tell a study subject time length for an interview to ensure
sufficient time '

Convenient for study subjects

Make an appointment if necessary

Appearance

Clothes
Manner
Language

‘Maherry badge

Introduction

Introduction remarks as presented in the questionnaire
Letter from the P.1. and Housing coordinator

A little chat (weather, room, furniture,...) to create an easy
conversational environment
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5)

6)

7)

8)

Interview Place

. Quiet and comfortable to study women

. Separated from lay health educator or study helper
o Sit face-to-face

Asking Questions

. State the purpose to use a recorder (quality control) (Say
~ “Our college asked me to record...”)

o Read a question as it is in the questionnaire

o In the order presented in the questionnaire

o Ask all questions needed (skip when indicated)

o Read all linking or transitional statements

Read slowly and clearly

Repeat a question, when necessary, in full

Use non-directive probing

No inductive questioning and directive probing

Provide question-by-question feedback

Recording Answers

o Record only what has been said by study women

o Record it correctly
. Write a note when an answer is not clear
Editing
o Check all answers immediately after an interview (missing,
unclear,...)
. Go back immediately to make up
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INTERVIEWER’S EVALUATION OF LAY HEALTH EDUCATOR’S IMPLEMENTATION

Interviewer Lay Health Educator Subject ID#

. The time spent for teaching on breast health was about (minutes)
. The time spent for teaching on emotional adjustment was about (minutes)

. The lay health educator’s overall teaching and role-play on breast health was:

Very g00d ... 1
GOOA .ot 2
Fail oo e 3
PO . 4

Very g00d ....ooiiii i 1
GOOA - 2
Fair oo e 3
POOT .o e e 4

Y S oo 1
N O oo 0
NOE SUTE vttt ettt e e ee et anes 2

Y S o oo 1
NO o e 0
NOE SUTE ..ot et e e et aias 2

Y B oo e 1
N O o 0
NOt SULE - oot e e e e e 2
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MEHARRY MEDICAL GOLLEGE

SCHOOL OF MEDICINE
1I00S D. B. TODD, JR.,, BOULEVARD
NASHVILLE, TENNESSEE 37208

©15) 327-6572

DEPARTMENT OF
FAMILY AND PREVENTIVE
 MEDICINE

Dear Ms.

We are conducting a scientific study to increase breast screening among African-
American women aged 65 and older. Ms. is one of the participants
in our investigation. We are writing to you for your assistance in helping her get a breast
examination.

Breast cancer is the most common cancer and the leading cause of cancer among A frican-
American women. African-American women die from breast cancer more often than any
other ethnic groups. However, many women would survive breast cancer if it was
discovered early through regular breast examination and treated right away.

Studies have shown that support from one’s family and social network may be vital for
some older women to get a breast screening. In our investigation, Ms.
identified you as one of her significant others. Because you are special to her, your help
will be very important for her getting a breast examination. There are a number of ways
you can help her. You can advise her to get a breast examination by a physician or
mammogram, drive her to a breast examination site, or provide emotional support. We
have enclosed a brochure that provides you with detailed information on how you can
help your loved one in improving her breast health.

If you could provide suggested help to Ms. , please sign the attached
form and return it to us using the enclosed stamped envelope. Ms. will
benefit from what you will do for her. She, we, and society will appreciate your help.

Sincerely, j\fﬂ\

Kangmin Zhu, M.D., Ph.D.
Principal Investigator
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