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APPENDIX 1

Original grant proposal summary (1997)

A Study of the Sociocultural Factors Affecting Tuberculosis Prevention
and Treatment in Immigrant and Aboriginal Populations in Alberta

PRINCIPLE INVESTIGATOR: NANCY GIBSON, PH.D.         DURATION OF STUDY: 3 YEARS

Summary: This is an investigation of the sociocultural factors that influence tuberculosis diagnosis and treatment in
two high-risk populations in Alberta: the foreign born and the Aboriginal. The proposed study is founded upon
collaborative principles with a community-based design that will achieve academic research goals while contributing
to the research capability of participating groups. It builds on the foundation of an initial chart review and an interview
survey of health professionals conducted in 1998-97 in collaboration with the Capital Health Authority TB Clinic and
the Department of Family Medicine. The literature review and the results of the above study indicate those sociocultural
factors among high-risk groups at the TB Clinic, as well as among non-attendees, merit further investigation.

Relevance: Given that the World Health Organization has declared TB to be a global epidemic despite the biomedical
capability of prevention and treatment, it is reasonable to suspect that sociocultural and epidemiological factors as
well as pathological factors play an important role in perpetuating this disease. Variability in health behaviour and
healthcare utilization among ethnic communities is a poorly understood phenomenon and one that is highly relevant
to current government policy directed toward shifting healthcare responsibility to communities.

Aims and Objectives: To identify sociocultural indicators that establish standards of cultural appropriateness for TB
prevention and treatment programs, increase effectiveness of prevention, prophylaxis and treatment in high-risk
populations, and can be used to design and evaluate TB programs.

Theoretical Framework: The starting point for this study is the Health Belief Model (HESM), which has been adapted
by various scholars to explain and predict health-related behaviour. The innovative element in the proposed project is
the application of this model to community-driven research methods to identify sociocultural indicators. The HRM
will be tested in eight cultural / linguistic sub-groups in Alberta (six Asian and two Aboriginal) with high susceptibility
to TB. Based on the findings, the HBM will be adapted to produce an alternative set of culture-specific and cross-
cultural indicators that can be used to improve the effectiveness of TB research, program design and evaluation.

Rationale: Many previous studies have failed to elicit the information that will improve adherence to treatment regimens
and service delivery in high-risk populations. Cultural barriers such as language, power differential and political
factors often mitigate against collection of rich data from which culturally appropriate programs may be designed. The
literature indicates that community-based and -directed research can be more effective in collecting and interpreting
such data, and in ensuring sustainable follow-up projects.

Study Design: Sixteen community associates will be trained to conduct ethnographic interviews within their own
cultural-linguistic groups. The initial group of interviewees will be selected from the patient population at the TB
Clinic, including those who adhered to the prescribed regimen, and those who did not. Additional participation will
be recruited in conjunction with the Aboriginal TB Committee of Alberta, the M4Us Nation of Alberta and immigrant
settlement agencies. Interview data will be subjected to contextual analysis and electronic qualitative data analysis.
The findings will be measured against the HBM to produce an alternative framework inclusive of sociocultural factors.

Expected Outcomes: A model for culturally appropriate tuberculosis treatment and service design that includes (a) a
set of sociocultural indicators to guide systematic planning and evaluation and (b) a tested collaborative community-
based research design.
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APPENDIX 2

Project personnel
The Community Advisory Committee (CAC)

Yvonne Chiu Multicultural Health Brokers Cooperative
Surinder Dhaliwal Multicultural Health Brokers Cooperative
Virginia Cawagas University of Alberta
Terese Szlamp-Fryga Norquest College, Edmonton
Sonia Bitar Changing Together: A Centre for Immigrant Women
Laurie Dokis Hinton Health Unit
Jordan Head Treaty 7 Health
Kay Half First Nations and Inuit Health Branch

The Community Research Associates (CAs)

Irene Beaverbones Margaret Biernacki Thelma Chua
Mildred Dacog Nha Le Diep Darshanpal Gill
Ravi Gill Marie Janvier Deepak Kainth
Phu Van Le Ray-Mei Liu Lam Thi Phan
Denise Potts Monica Red Crow Jodi Tse
Heather Warrior Jackie Whitford Marion Xie

The Academic Research Team

Nancy Gibson, Chair, Department of Human Ecology, University of Alberta
Andrew Cave, Associate Professor, Family Medicine, University of Alberta
Diane Doering, Manager, The Regional Public Health Tuberculosis Clinic in Edmonton

Research Staff

Project Manager – administration of project (full-time) Coleen Kato
Project Coordinator – data manager/writer (full-time) Hélène O’Connor, Paul Harms, Insaf Hag-Mousa
Aboriginal Coordinator (part-time, advisory capacity) Jeanette Sinclair, Susan Hulme
Immigrant Coordinator (part-time, advisory capacity) Lucenia Marquez Ortiz
Technical Support and Data Management Arif Alibhai, Errol Billing

Medical / Public Health Sciences Students on Elective Rotation

Chandra Magill Usha Maharaj Kate Hibbard
Parminder Thiara Donna Neufeld

Summer Students

Alex Hull Rhonda Breitkreuz (Research Assistant)
Carey Kinjerski Clifford Cardinal (Research Assistant)

Pieter de Vos (Research Assistant)

Project Mentors

Ann Macaulay, Department of Family Medicine, McGill University
Milton Freeman, Department of Anthropology, University of Alberta
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APPENDIX 3

Community research
associates recruitment

Community Associates needed for a Community-based TB Research Project

The Community-based TB Research Project of the Department of Human Ecology, University of Alberta, is looking
for individuals who are interested in working as Community Associates (CAs) in immigrant communities in
Edmonton. The CAs will work with the TB Research Project team in providing understanding of their own culture
and how research in their community should be conducted in a sensitive and responsive way.

Community Associates (CAs) will be asked to help in:

• contacting participants in the research;

• developing interview guidelines in a culturally sensitive way;

• conducting interviews and facilitating focus group discussions;

• interpreting research findings;

• sharing research results in the community; and

• assisting the community in benefiting from the research.

A Community Associate will be someone who:

• enjoys working with people;

• is interested and concerned about issues in their cultural community;

• is willing to learn and work as part of a team;

• enjoys the trust and confidence of their community;

• participates in social and cultural activities in their community;

• is an active member or participant in community / cultural groups, organizations or networks in their
community; and

• can speak, read and write in English and one other language, i.e. Chinese, Vietnamese, Tagalog,
Polish, and any East Indian language.

The estimated period of paid involvement is 75 hours over 12 months starting June 21, 1999, with a possibility of
further work. Training in community research will be provided and no medical knowledge is required. There is no
risk of becoming infected with TB through involvement in this research.

see Draft Letter of Agreement, next page
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Community research associate recruitment page two

Draft Letter of Agreement

April 22, 1999

Thank you for agreeing to become a Community Associate with the Research Program: Cultural Factors Influencing
Prevention and Screening of Tuberculosis in Immigrant and Aboriginal Populations. Below you will find the terms and
conditions of this research relationship. If you find this letter satisfactory, please sign both copies, and return one to
the research office, retaining the other for your files.

Community Associates will attend the training programs set out below, recognising that there may be scheduling
changes in response to the availability of trainers and other personnel.

An initial five days of training will include:

• an overview of the project;

• research interviewing skills;

• review of ethical principles;

• development of question guidelines for community interviews;

• practice sessions; and

• related informational issues.

Research expectations include:

• completion of 16 interviews in your home community, each taking one to two hours, supervised by the
Aboriginal Project Coordinator, and in conjunction with the research team and advisory committee, by
April 1, 2000;

• a further training session for one to two days on analysing interview data and conducting focus group
sessions;

• approximately five days (self-scheduled) analysing data from two interviews; and

• facilitation of a focus group in your community to test the results of the research.

You will receive an honorarium for your services:

• $250 upon completion of the initial training session;

• upon completion of the first 8 interviews (Phase 1);

• upon completion of the last 8 interviews (Phase 2); and

• upon completion of the focus group session.

You will participate in planning a strategy for circulating the results of this research. Your contribution will be
acknowledged in any print material.

This project will be conducted in keeping with the principles attached to this letter. If you have any questions at
any time, please contact the research office at (780) 492-1827.

Your participation in this project is greatly appreciated. We hope to learn about how families and communities
think about TB, how they cope, and their perceptions of the screening and treatment process, in order to make
improvements in the way TB is addressed in our communities.

I agree to participate as a Community Associate in this research project.

(Signature)
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APPENDIX 4

Sample interview guidelines
To: XXX

From: Coleen Kato, Administrative Assistant, Community-based TB Research Project

Re: Interview Packages

Please see enclosed the following information:

• Script for Initial Phone Call – the initial telephone call to the participant will be made by you. Enclosed
is the script the nurse from the TB Clinic and the research team developed together.

• Interview Guide – revised edition with labels for each participant to be interviewed. The purple copy
is for taped interviews. The white copy is for interviews conducted over the telephone.

• Consent Forms – two copies for participant’s signature (leave one copy with them). If needed, please
translate the body of the consent form onto the back of the consent form that the participant signs.
You must get the participant to sign the English version.

• Fact Sheet – questions the participant may ask about the study (leave a copy with them).

• Tapes.

• Thank you note and honoraria from the research team (for the participants). A receipt is enclosed with
the envelope. Please sign on behalf of the participant and include it back with the returned package.

If you are interested in translating the tape, please translate word-for-word from the original tape onto other tape
recorder and tape in English. Once completed, please submit the tapes of the interviews to our office; include the
written notes and the interview guide for each participant with the signed consent forms and all receipts. Please call
Coleen at (870) 492-1827 and courier service will be arranged.

If you have any questions or concerns, please contact either Lucenia or Coleen at (870) 492-1827.

Thank you. And good luck with the interviews!

Telephone Call

Hello, this is <first name> <second name> and I am calling you about our study on TB. You may remember the telephone
call from the public health nurse at the clinic asking you to participate?

What language would you prefer to speak in?

I would like to make arrangements for a meeting with you to ask a few questions about your experience with TB. This
meeting will take about one hour. I can meet you in your home or at Changing Together (for immigrants in Edmonton). Or
is there some place else that would be more convenient and/or comfortable for you? (Set time and place.)

Thank you. Your participation in this study is very important. We are hoping to discover ways to do a better job of preventing
and treating tuberculosis. I look forward to meeting with you.

* If you would like another CA to attend with you for the first interview, get permission from the participant first.

Confirmation

Telephone the participant to confirm time and location one day prior to the interview.
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Beginning of the Interview

Establish a comfort level. As you can see, I will be taping our talk today. The reason for this is to make sure that I have an
accurate record of our conversation. The tapes will be transcribed into English, and your identity will be kept confidential. The
tapes will be stored in a locked cabinet within the University of Alberta.

As you may recall, we are hoping that the research will help us do a better job of treating and eventually preventing tuberculosis.

When we do a research project like this one, we always ask the participant to sign a release form so that the information from
the interview can be used in the study. Here is a copy of the release form and an information sheet that you can keep that
explains the reasons for the study.

Thank you. This release form will be filed in the research office within the University of Alberta.

• Do you have any questions about this before we begin?

• Now for the record, my name is...

• We are in (name the place, date and time)…

• First I would like to talk about your own background. ...Proceed to the Interview Guide.

Interview guide: active participants

Information sought Question

A. Background profile of interviewee

• Birthplace

• Geographical history

• Reasons for leaving

1. How long have you lived here in (city/community)?

2. Why did you choose to live here?

3. How do you feel about living here?

4. What other places have you lived in?

Cultural identity/ethnic identity

Comfort in English and other languages

5. What nation/cultural group do you belong to?

6. What is your first language?

7. What other languages do you speak?

8. Do you understand English?

9. Do you read and write in English?

Marital status and family composition

Sequence/pattern of movement

10. Who else lives in your house?

11. Who else stays with you throughout the year?

12. Are there other places that you live as well?

B. History of illness

Time of initial diagnosis

Emotional reaction

First signs and symptoms
the participant noticed

How the participants were affected
before they were diagnosed

1. How long have you had TB?

2. How did you find out? (Who told you, and where?)

3. How did you feel when you first knew you had TB?

4. How has having TB affected your life?

5. How have you been able to deal with it?

6. Where in your body is the TB?

7. How do you think you got TB?

8. What changes did you notice in your body?

9. When did you first notice the changes?



T A R G E T I N G  T B    A collaborative study • January 2002 •  Appendices68

C. Treatment

History of illness and treatment

• More than one treatment?

• More than one clinic?

• More than one kind of healer?

1. When did you first seek advice or help?

2. What kind of treatment have you been receiving?

3. Did you get help from traditional healers?
If yes, ask questions 4 & 5.

4. How did this help you?

5. Did you tell your doctor or nurse about your traditional medicines?

6. When did you first get medical help?

7. How long have you been receiving your current treatment?

Personal experience with
medicine and treatments

Experiences after the participants
began to feel better

Transportation/nutrition and other

8. Please tell me about your experience with TB medicines.

9. Have you had any problems with taking the pills?

10. Have you been able to follow the advice that was given to you?

11. Do you have any suggestions about this?

12. Do you have any problems getting the care you need for your TB?

1. Who else did you tell that you had TB?

2. How did they act when you told them?

3. How has this affected your family?

4. What other members of your family have had TB?

5. When? Where were they treated? By whom?

6. Do you know anyone else who has had TB (please expand on this.)

E. Service

Nurses, Aboriginal liaison workers, doctors,

acupuncture, traditional healers, etc.

Strengths, weaknesses and problems
(please note: names are not necessary)

D. Effects of TB

Perceptions of tuberculosis
in the family and community

1. What people helped you with your TB?

2. Please tell me about your experience at the health centre/unit?

3. Are you comfortable with the staff/service at the health centre/unit?
Please explain.

4. Do you have any suggestions for change?

F. Prevention

Level of knowledge/belief system

Implications for improving
prevention programs

1. How do you think people get TB?

2. Did you get the information you needed when you were told you had TB?

3. What do people need to know about TB?

4. What other information do you think would be useful?

5. What are the best ways for people to learn about TB?

G. Closing questions and comments 1. Do you have any questions that you would like to ask me?

2. Do you have any comments or suggestions about this study?

3. Is there anyone else that you would like me to talk to about this study?

4. Would you like me to call you in a day or two in case you have some
further thoughts or suggestions?

Thank you very much for helping us with this study. As time goes by

 the research project will let you know what we have learned from this study.
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APPENDIX 5

Sample newsletter

Fall 2000 Update

Some news to be proud of

The data for the part of the project that involves

First Nations people have been collected, and

the final report about it just needs to be checked

over by the CAC and the CAs.

Did you know that a couple of members of

our project have enjoyed their community

research experience so well that they started

another project of their own?

Community-Based TB Project

A Little News About Ourselves

Some things to look forward to

We should have a pretty good idea by the middle

of March what some results of the part of the

project that involves immigrants will be.

Focus groups for CAs and CAC members will

be held March 30 to April 1. We’ll talk about the

overall project, and also about our results and what

we should do with them, and who we should tell.

Attending the focus groups will give everyone

another chance to have a say about the project.

Some statistics

The number of people who have given us interviews .........................................
........................... 111

Thanks to all of those people.

The number of interviews completed since mid-November .........................................
.................... 27

CAs have been doing a great job.

Interviews completed with people who had active TB .........................................
............................ 47

Interviews completed with people taking TB prophylaxis .........................................
....................... 39

Interviews conducted with people who refused prophylaxis .........................................
.................... 9

Interviews done with people who have had some experience with TB, or who know

someone who had TB, or who had it themselves long ago .........................................
...................... 16

Most CAs are still working on their refused and history interviews.

The number of CAs who have finished all their interviews .........................................
....................... 4

The number of CAs with only a few interviews left to go.........................................
.......................... 6

Total number of CAs who are completing the project .........................................
............................. 15

The whole project is really coming together now.
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Here is a Short Summary of the Results and Recommendationsfrom the Part of the Study that Involved First Nations PeopleThe research results from each of the First Nations communities that participated in the project were
very similar. TB healthcare in each of them must be similar, too.CAs asked interviewees how they thought people get TB. Most people said they thought TB is
contagious, but many people spoke as if they were not very confident about that. If people are not sure
how they might get TB, it would be useful to spend some time teaching them about TB. Maybe some
people answered that question with an uncertain tone because they felt uncomfortable telling a CHR
about healthcare when it was already the CHR’s business to know about healthcare. Sometimes it was
hard to know exactly what the research results meant.Most people felt badly when they found out they had TB, or had tested Mantoux positive, but some
people said they weren’t very bothered, and nobody was really shocked or overwhelmed by the news.
Several people worried what others would think about them having TB. Some people with active TB felt
like they got poor social treatment from their neighbours because they had TB, but hardly anyone who
took prophylaxis said they felt that way.

It is better, and probably easier, to prevent TB than to cure people who have it. In order to be able to
prevent TB effectively, people have to know a few important things about it. Almost everyone said they
got enough information about TB and TB treatments when they needed it. On the other hand, nearly
everyone who gave an interview for the project believed that people in their community generally did
not know much about TB. The most common answers people gave when CAs asked them to suggest
some good ways to learn about TB involved discussion. People said that, rather than read a pamphlet
about TB, they would like to sit down for a while and talk to someone who knew a lot about it. The
information about TB that interviewees suggested was most important for people to know was how
people get it, and that the TB pills really can help cure TB. Maybe the project should recommend to
FNIH that CHRs get more time to conduct informal health education.People who gave interviews for this project generally had a good opinion of TB healthcare staff, and
especially of the nurses who helped them. People said healthcare staff were at their best when they were
helpful and informative. Even though they were glad they took the TB drugs and they were glad to be
healthy, most people didn’t really like the TB drugs. Half the people who took TB prophylaxis (4 of 8)
reported having no problem with the TB medication, and only a quarter of the people who had active
TB (2 of 8) said the pills caused them no problem. Only six people made special mention that DOT was
a nuisance to them. People who had spent time in TB sanatoriums when they were younger had bad
things to say about those places.

There were few differences between the comments made by men and women who gave interviews
for the project. The same is true about people of different ages. Even though people who gave interviews
were quite diverse, it seems like it would usually be difficult to make predictions about their attitudes
regarding TB and healthcare based just on their age or gender.

Sample newsletter page two



Sociocultural factors affecting tuberculosis treatment and prevention in Aboriginal and immigrant populations in Alberta 71

APPENDIX 6

Sample posters
The following posters were generated during the project.

• Female Involvement in PAR

• Cultural Differences in Adherence to Preventive Tuberculosis Therapy in Alberta, Canada

• The Cost of TB: A Cost-Benefit Analysis of a Tuberculosis Control Program within Alberta’s
Aboriginal Population

• Developing the Foundational Principles for a Community-based TB Research Project

• The Ethics of Recruiting and Selecting Community Research Associates in a Participatory Research
Project

• Training of Community Associates

• Tuberculosis: A Multi-Method Collaborative Approach to its Treatment

• Cultural factors in Attendance for Adherence at an Urban Tuberculosis Clinic – A Retrospective View

• Cultural Factors in TB Prevention and Treatment: A Multi-method Collaborative Study

• Complementary Strategies for Coping with Tuberculosis in Immigrant and Aboriginal
Populations in Edmonton

• Cultural Differences in Adherence Rates for Tuberculosis Prophylaxis in Alberta

Study findings were presented over the course of the project as discussion papers or posters at a number of
venues, ranging from academic conferences to community centres and health centres. The project was
presented at international conferences in the USA, UK, Spain and India.
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APPENDIX 7

Papers in progress

Cave, A.J. and N. Gibson and J. Sinclair and L. Melenka and P. Harms. Sociocultural Factors Influencing TB
Prevention in First Nations People in Alberta.

Cave A., Melenka L., Doering D., Colman I., O’Connor H., Gibson N., Alibhai A. Cultural Differences in Adherence
Rates for Tuberculosis Prophylaxis Treatment in Alberta.

Gibson, Nancy. A Framework for Integrating Diversity in Community-based Research.

Gibson, Nancy. Translating and Transcribing Interview Data: challenges and strategies.

Hibbard, Kate and Lucenia Marquez-Ortiz and Nancy Gibson and Diana Doering and Andrew Cave. The
Experiences of Community Research Associates in the Community-Based Tuberculosis Research Project.

This paper explores the CAs perceptions of their involvement with the project.

Ibrahim, Insaf. Community Health Education for TB: A strategy/possibility for change.

Results/outcomes of a study investigating the sociocultural factors influencing TB prevention and treatment in immigrant
populations in Alberta, Canada.

Ibrahim, Insaf. Literature Review on the Sociocultural Factors Affecting Tuberculosis Prevention and Treatment in
Immigrant Populations.

Marquez-Ortiz, Lucenia. Towards Authentic Participatory Research in Health: A review of the literature.

The appeal of participatory research in health and healthcare practice stems from a critical awareness of the problems in
the healthcare system that are rooted in systemic inequalities relating to class, age, gender, race and status.

Marquez-Ortiz, Lucenia. Understanding Decision-Making in TB Preventive Therapy: A cultural approach.

An account of the specific phase of the Study on Sociocultural Factors Affecting TB Treatment and Prevention in
Aboriginal and Immigrant Populations in Alberta involving a small number of research participants from immigrant
communities in Edmonton who opted out of preventive therapy for TB.
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APPENDIX 8

CAC evaluation questionnaire

An Exercise in Evaluation

PART 1

To be filled out anonymously. DO NOT write your name.

This part is to be filled out by all Community Advisory Committee (CAC) members. Please answer the following questions and
return this questionnaire in the self-addressed envelope included before May 17, 2000.

Please read all the questions and the options carefully, and select the option which most closely reflects your thoughts or feelings.

At the end of the questionnaire we will ask you to estimate the time it took you to complete the questionnaire, so please make a
note of the time now as you begin.

1. Are you employed? Yes �       No �

If Yes: Full-time �       Part-time �       Self-employed �

2. Have you ever been involved in a community-based research project prior to the TB project?   Yes �       No �

3a. When you were asked to join the CAC, how much of your time did you expect to dedicate to it?

3b. Are you dedicating more or less time to this project than you expected?       More �       Less �

4. Overall, do you feel that the expectations made of you by the project are appropriate/realistic?  Yes �      No �

Please comment:

5a. How productive are our CAC meetings?

Not at all �            Somewhat productive �            Very productive �            Don’t know �

5b. Do you think that meetings need to be (more/less/the same) frequent?

More frequent �            Less frequent �            No change �

5c. How can we improve these meetings?
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6. Your expertise and input into the research project are essential to its success.

How do you feel about how your expertise, skills, and contacts have been utilized?

Under-utilized � Somewhat over-utilized �

Somewhat under-utilized �           Over-utilized �

Used adequately � Taken advantage of �

Comments:

7a. In your view, your overall participation in the research project has been:

Non-existent � Fairly substantial �

Very minor � Substantial �

Minor � Extensive �

7b. Would you like your participation in the final year of the project to be:

More � Less � No change �

Comments:

8a. By circling a number, please rank how you feel about your participation in the following steps of the research process:

(1 = not enough participation;  4 = satisfied with the level of your participation;  7 = too much participation)

Development of research question/issue 1 2 3 4 5 6 7

Development of Foundational Principles 1 2 3 4 5 6 7

Adoption of research approach and methods 1 2 3 4 5 6 7

Defining the research objectives and agenda 1 2 3 4 5 6 7

Recruitment/selection of Community Associates 1 2 3 4 5 6 7

Development of interview guides 1 2 3 4 5 6 7

Training of CAs 1 2 3 4 5 6 7

Support for CAs 1 2 3 4 5 6 7

Data collection 1 2 3 4 5 6 7

Dissemination of information (conferences, posters, etc.) 1 2 3 4 5 6 7

Data analysis (still in very early stages) 1 2 3 4 5 6 7

Overcoming challenges/troubleshooting 1 2 3 4 5 6 7

Recruitment/selection of new team members or partners 1 2 3 4 5 6 7

Funding sources 1 2 3 4 5 6 7

8b. Are there other aspects of the project you would like to comment on, with regards to your participation?

8c. Please describe some of the challenges/barriers to your participation in the project.
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9a. From your perspective, how would you describe your contact with the Community Associates (those from
your cultural group)?

Very little contact � A fair amount of contact �

Some contact � A lot of contact �

9b. Is this level of contact:    Not enough �     Adequate � Too much �

Comments:

10a. How would you describe the communication between the different partners involved within the project
(i.e. administrative research team members/communities/CAC/CAs).

Very poor � Needs improvement � Good �

Poor � Satisfactory � Excellent � Don’t know �

10b. Comments:

11a. Overall, how would you describe the relationship between the participating communities and the research team?

Very poor � Needs improvement � Good �

Poor � Satisfactory � Excellent � Don’t know �

11b. Do you have any suggestions on how these relationships can be enhanced?

12a. Please evaluate the overall administration of this research project by ranking the following:

(1 = very poor; 2 = poor; 3 = somewhat poor; 4 = satisfactory; 5 = fair; 6 = good; 7 = excellent; 8 = Don’t know)

Communication 1 2 3 4 5 6 7 8

Group dynamic 1 2 3 4 5 6 7 8

Teamwork 1 2 3 4 5 6 7 8

Motivation 1 2 3 4 5 6 7 8

Commitment 1 2 3 4 5 6 7 8

Setting and achieving goals 1 2 3 4 5 6 7 8

Overcoming challenges 1 2 3 4 5 6 7 8

Leadership 1 2 3 4 5 6 7 8

12b. Comments:
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13a. Rank how you feel the project has performed for the following aspects:

(1 = very poor; 2 = poor; 3 = somewhat poor; 4 = satisfactory; 5 = fair; 6 = good; 7 = excellent; 8 = Don’t know)

Relevance of research question/issue 1 2 3 4 5 6 7 8

Foundational Principles / Guiding principles 1 2 3 4 5 6 7 8

Recruitment/selection of CAs 1 2 3 4 5 6 7 8

Dissemination of information and promotion
of the project (conferences, posters, etc.) 1 2 3 4 5 6 7 8

Developing interview guides 1 2 3 4 5 6 7 8

Training of CAs 1 2 3 4 5 6 7 8

Support for CAs 1 2 3 4 5 6 7 8

Data collection 1 2 3 4 5 6 7 8

Administration 1 2 3 4 5 6 7 8

Data analysis 1 2 3 4 5 6 7 8

Funding sources 1 2 3 4 5 6 7 8

Evaluation 1 2 3 4 5 6 7 8

Overcoming challenges / trouble shooting 1 2 3 4 5 6 7 8

13b. Please elaborate on how we can improve, as well as what you feel the project has been doing well.

14a. One of the challenges of doing research is to stay ‘on course’ and not lose focus. Rank how you feel the project
is doing when it comes to staying focused for the following:

(1 = completely off course, and going in the wrong direction – i.e. the titanic heading for an iceberg!;
2 = off course, but can fix it;  3 = off course, but in a good way;  4 = somewhat on course;  5 = on course
and everything is fine;  6 = don’t know)

The research question 1 2 3 4 5 6

The Foundational Principles 1 2 3 4 5 6

The principles of participatory research 1 2 3 4 5 6

Responsiveness to the community 1 2 3 4 5 6

Transfer/sharing of skills and knowledge 1 2 3 4 5 6

Breaking down barriers (between communities and institutions) 1 2 3 4 5 6

Overall objectives 1 2 3 4 5 6

14b. Comments:

15a. Is being a CAC member what you expected it would be?         Yes � No �

15b. How does this role differ from your expectation? Better � Worse �

Comments:
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16a. Meeting all the different goals of the partners involved is very important to this research. Please rank how well
you feel the project is meeting these goals.

(1 = not at all;  2 = not very well;  3 = have met some;  4 = are working to meeting goals;  5 = have met goals
well;  6 = don’t know)

Your personal goals as a CAC member 1 2 3 4 5 6
Your professional goals 1 2 3 4 5 6

The goals of the organization you represent 1 2 3 4 5 6

The goals of the cultural group you represent 1 2 3 4 5 6

16b. Please give examples of how the project is serving these goals as well as suggestions as to how the project can
better serve these goals.

Estimated time it took you to complete the questionnaire

THANK YOU VERY MUCH!!!

PART 2

Please review these questions carefully. We will be discussing these questions together during the CAC meeting on
May 24, 2000.

If you are NOT attending the meeting, please take the time to answer these questions and send us your responses,
separately from Part 1 of the questionnaire since we want to keep Part 1 responses anonymous.

Name

1. Please state your own personal objectives for becoming involved in the project as a CAC member.

2. How do you feel about the role of the CAC in this research project?

3. Where do you think the overall ownership of this project lies?

4. What, do you feel, have been the major problems / challenges encountered by this research project?

5. What are some of the challenges that you anticipate / foresee that we should address in the final year of the project?

6. What do you feel we should have done differently?

7. What are our major successes so far?

8. What will be our major successes in the future?

9. What do you feel is the most important contribution that a CAC member could make to a community-based
project such as the TB research project?

10. What kind of insights have you acquired, as a result of your participation in this project, that you feel you can
bring back to your community?

11. Are there other areas that you feel should be covered in the evaluation?

Thank you very much!
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APPENDIX 9

CA evaluation questionnaire

Community Associate Questionnaire

Date of interview

Time at start Time at end

Location

Name of CA

Name of interviewer(s)

Others present

Background Information

1. Were you born in Canada? Yes �  No �

2. If ‘No’, for how many years have you been living in Canada?     _______  Years

3. What cultural group do you identify with?    _______________________

4. Is English your first language? Yes �  No �

Do you read and write English?

Other languages spoken / written?

5. What level of education you have completed?

secondary/high school � university �  college/technical training �

Other (please specify the field of study):

6. Are you currently a student? Where? In what?

7. Are you currently employed (not including work as CA)? Where? As what?

Full-time  � Part-time � Self-employed �

8. Can you tell me a bit about your daily life?

– family?

– type of work?

– activities?

– community involvement?
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9. Before working as a CA, did you have any research experience?      Yes �    No �

Please specify:

(if no)

10. Before working as a CA, did you have any interests in doing research? Yes � No �

Comments:

Becoming a CA

11. Before hearing about this research project, did you think TB was a health issue within your community?

Yes � No �

Comments:

12. How did you find out about the opening for a Community Associate (CA) for this research project?

13. Why did you want to become a CA?

14. What did you hope to gain from your experience as a CA?

15. How were you selected to be a CA? Please explain:

16. Do you feel the training provided for you at the University of Alberta prepared you adequately for your duties
as a CA? Please explain:

17. Looking back, now that you have completed your interviews, please suggest how the training sessions can be
improved:
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Conducting the interviews

18. Were you able to complete all your interviews?      Yes �          No �

19. Let’s talk about some of the problems you may have encountered. Here are some of the challenges you might
have encountered while doing the interviews. Please tell us how they relate to you.

�   Lack of patients/participants:

�   Lack of willing participants (refusals):

�   Lack of time:

�   Difficulties with interview guide:

�   Nervousness or anxiety:

�   One-word answers (participants not responsive):

�   Language barriers:

�   Lack of support:

�   Difficulties with the recording equipment:

�   Perception of research project within community:

�   Others:

20. Please describe the resources and strategies you used to help you overcome some of these challenges.

21. How did members of the research team (at the University of Alberta) help you during the interviewing
process? What else could they do?

22. How could the Community Advisory Committee (CAC) members have helped you during the interviewing
process?

23. Was your CAC member easy to get in touch with when you needed them? Were they responsive to your
needs?

24. Did you get help or support from other people (i.e. friends, family or co-workers) who are not formally
involved with this research project? Who?

25. Are you satisfied with the information obtained in your interviews?

26. What part of the interview process did you most enjoy?
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The CA Experience

27. How did your experience as a CA meet your expectations?

Personally / Professionally / Other:

28. Do you feel the compensation/honoraria you received for your training and your work as a CA was adequate?
Please comment.

29. How has your experience as a CA made a difference in your life?

30. What have you learned and what will you take away from your experience as a CA?

How do you think you will be able to apply the skills and experience you’ve gained as a CA to other aspects of
your life?

31.  How will your skills and experience as a CA benefit your career?

32. Are you interested in continuing to work in research? What opportunities are there for you to pursue in your
community?

33. How do you feel your work as a CA has done something to improve life in your community as far as: (please
comment on the following aspects)

�   Helping to improve services offered to TB patients from your community.

�   Helping to understand and reduce TB in your community.

�   Reducing the stigma associated with TB (improving the perception of TB) within your community.

�   Improving the general health status of your community.

�   Empowering people within your community to initiate future research projects.

34. Do you feel the research project has had any negative consequences? What are they?

35. What was the most rewarding part of being a CA?

36. What was the least rewarding / hardest part of being a CA?

Your Community

37. Do you feel the TB research project was and is responsive to the needs of your community?

38. Who do you think will benefit the most from this research?

39. What do you hope to see come out of this research?

40. What, do you feel, are the biggest health issues in your community (including and other than TB)?

41.  How do you feel these health issues should be addressed?

42. With your experience as a researcher, how can research help address these health issues within your community?

43. Based on your experience with this project, do you think community-based research is an effective way of
understanding and improving health issues?

44. What actions / steps can you recommend that would reduce TB in your community?

45. What actions / steps can you recommend that would improve the general/overall health of your community?

46. Would you be interested in being involved in a similar project again?
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APPENDIX 10

Publications related to the project
Books and Chapters in Books

Gibson N., Gibson G., Macaulay A.C. 2001. Community-based research: Negotiating agendas and evaluating
outcomes. In Morse J., Swanson J., Kuzel A.J. [Eds.], The Nature of Qualitative Evidence. Thousand Oaks: Sage:
161-182.

Refereed Journal Articles and Conference Proceedings

Macaulay A.C., Commanda L., Freeman W.L., Gibson N., McCabe M.L., Robbins C.R., Twohig P.L. Responsible
research with communities: Participatory research in primary care. British Medical Journal. September, 1999;
319: 774-778.

Gibson N., Gibson G. Articulating the agendas: Negotiating a collaborative model for public health research. The
Canadian Circumpolar Institute, Edmonton AB. In Wall D., Ed. Securing Northern Futures: Developing
research partnerships. Occasional Publication (45). Edmonton: The Canadian Circumpolar Institute, 1999;
109-114.

Refereed Conference Presentations

Submitted

Cave A.J., Gibson N., Sinclair J., Harms P., for the Community Tuberculosis Project. Beliefs around Tuberculosis in
First Nations Communities in Rural Alberta. NAPCRG 2001 – 29th Annual Meeting. Halifax, Nova Scotia.
October 13-16, 2001.

Also submitted to CFPC Family Medicine Forum 2001. Vancouver, BC. October 25-27, 2001.

Presented

Gibson, N. TB Here and There: Alberta, Canada and Sierra Leone. Social Aspects & the Peoples’ Participation in
Tuberculosis Cure & Prevention. The UK TB Network Association. London, England, Imperial College. March
23, 2001. (Invited keynote address)

Marquez L., Sinclair J., Cave A., Doering D., Gibson N., the Community Advisory Committee. The ethics and
process of selecting community research associates in a participatory research project. Qualitative Health
Research 2000 Conference, Banff, AB. April 6-8, 2000.

Marquez L., Gibson N., Cave A., Doering D., the Community Advisory Committee. Developing the foundation
principles for a community-based TB research project. Qualitative Health Research 2000 Conference, Banff,
AB. April 6-8, 2000.
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Kinjerski C., Marquez L., Sinclair J., Gibson N., Cave A., Melenka L., Doering D., Community Associates. Training
and Participation of Community Research Associates in a Community-based TB Research Project. Qualitative
Health Research 2000 Conference, Banff, AB. April 6-8, 2000.

O’Connor H., Gibson N., Community Associates. The challenges and strategies of participatory action research:
experience from a community-based TB research project.

Presented at:

• Canadian Indigenous/Native Studies Association Annual Meeting and Conference, Edmonton, AB.
May 28-31, 2000.

• Canadian Anthropological Society 27th Congress, Calgary, AB. May 4-7, 2000.

• Qualitative Health Research 2000 Conference, Banff, AB. April 6-8, 2000.

O’Connor H., Gibson N., Community Associates. The challenges and strategies of participatory action research:
experience from a community-based TB research project. Global and Local Histories: Applied Anthropology
Across the Centuries. The Society for Applied Anthropology 2000 Annual Meeting, San Francisco, CA. March
21-26, 2000.

Gibson N. Qualitative research on/in/about with communities. International Institute for Qualitative Methodology
Conference, Edmonton AB. February 18-20, 1999.

Macaulay A., Gibson N. The ethics of community-based research. International Institute for Qualitative
Methodology Conference, Edmonton AB. February 18-20, 1999.

Gibson N., Turnbull M. A framework for addressing diversity in Aboriginal research communities. Proceedings of the
Sustainable Forest Management Conference, Edmonton, AB. February 14-18, 1999.

Gibson N., Gibson G. Negotiating a collaborative model for public health. Canadian Conference on Multicultural
Health, Regina SK. May 7-9, 1998.

Doering D., Cave A.J., Gibson N., Magill C. Cultural factors in prophylaxis at an urban TB clinic. Canadian
Conference on Multicultural Health, Regina SK. May 7-9, 1998.

Cave A.J., Gibson N., Doering D., Magill C., Chiu Y. Cultural factors in TB prevention and treatment. Canadian
Conference on Multicultural Health, Regina SK. May 7-9, 1998.

Reports and Background Papers

1999 Responsible research with communities: Participatory research in primary care. A policy statement for the North
American primary care research group.
[WebPages] http://views.vcu.edu/views/fap/naprcrg98/exec.html

Cave, A.J. and P. Harms. 2001. Cultural issues in the presentation and management of tuberculosis in First Nations
communities. Report to the FNIHB, Health Canada.
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Refereed Posters/Oral Presentations

Melenka L., O’Connor H., Gibson N. The Cost of TB: A cost benefit analysis of a Tuberculosis control program
within Alberta’s Aboriginal population. IUATLD (North America) Conference, Vancouver, BC. February 24-26,
2000.

Cave A., Melenka L., Doering D., Colman I., O’Connor H., Gibson N., Alibhai A. Cultural Differences in Adherence
Rates for Tuberculosis Prophylaxis Treatment in Alberta.

Presented at:

• The Canadian/American Thoracic Society 2000 Conference, Toronto, ON. May 5-10, 2000.
• IUATLD (North America) Conference, Vancouver, BC. February 24-26, 2000.

Marquez L., Sinclair J., Cave A., Doering D., Gibson N., the Community Advisory Committee. The ethics of
recruiting and selecting community research associates in a participatory research project.

Presented at:

• 11th Annual Canadian Bioethics Society Conference, Edmonton, AB. October 28-31, 1999.

• Research Revelation-2000, University of Alberta, Edmonton, AB. February 5, 2000.

Marquez L., Gibson N., Cave A., Doering D., the Community Advisory Committee. Developing the foundation
principles for a community-based TB research project.

Presented at:

• Margaret Scott Research Day, Walter C. Mackenzie Hall, University of Alberta. March 7, 2000.

• 11th Annual Canadian Bioethics Society Conference, Edmonton, AB. October 28-31, 1999.

• Research Revelation-2000, University of Alberta, Edmonton, AB. February 5, 2000.

Kinjerski C., Marquez L., Sinclair J., Gibson N., Cave A., Melenka L., Doering D., Community Associates. Training
of Community Associates – A study of the sociocultural factors affecting tuberculosis treatment and prevention
in immigrant and Aboriginal populations in Alberta.

Presented at:

• Thirty-second Annual Students’ Research Day, Edmonton, AB. October 2, 1999.

• Research Revelation-2000, University of Alberta, Edmonton, AB. February 5, 2000.

Thiara P., Gibson N., Cave A., Marquez L., Sinclair J., Melenka L., Doering D., Community Associates. Female
involvement in participatory action research. Thirty-second Annual Students’ Research Day, Edmonton, AB.
October 2, 1999.

Gibson N., Hull A., Neufeld D., Cave A.J. Complementary strategies for coping with tuberculosis in immigrant and
Aboriginal populations in Edmonton.

Presented at:

• 1999 Tuberculosis Conference, Edmonton, AB. March 17-18, 1999

• Research Revelation ’99, University of Alberta. February 6, 1999

• Tuberculosis, Progress Through Partnerships Conference, Toronto ON. November 16-17, 1998.
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Cardinal C., Cave A.J., Gibson N. Semantic problems in cross-cultural communication between Aboriginal patients
and their physicians.

Presented at:

• Research Revelation ‘99, University of Alberta. February 6, 1999.

• North American Primary Care Research Group Conference, Montreal PQ. November 4-7, 1998.

Cave A.J., Gibson N., Kinjerski K., Melenka L., Alibhai A., Doering D. Cultural differences in adherence rates for
tuberculosis prophylaxis in Alberta.

Presented at:

• 1999 Tuberculosis Conference, Edmonton, AB. March 17-18, 1999

• Research Revelation ’99, University of Alberta, Edmonton, AB. February 6, 1999.

• North American Primary Care Research Group Conference, Montreal PQ. November 4-7, 1998.

Gibson N., Cave A.J., Doering D., Magill C., Chiu Y. Cultural factors in TB prevention and treatment.

Presented at:

• Margaret Scott Research Day, Walter C. Mackenzie Hall, University of Alberta. March 7, 2000

• Research Revelation-2000, University of Alberta, Edmonton, AB. February 5, 2000

• Research Revelation ’99, University of Alberta, Edmonton, AB. February 6, 1999.

• Tuberculosis, Progress Through Partnerships Conference, Toronto ON. November 16-17, 1998.

• North American Primary Care Research Group Conference, Montreal PQ. November 4-7, 1998.

Neufeld D., Hull A., Gibson N., Cave A.J. Strategies for tuberculosis treatment: complementary approaches.
Progress Through Partnerships Conference, Toronto ON. November 16-17, 1998.

Cave A.J., Doering D., Gibson N., Magill C. Cultural factors in the attendance and adherence at an urban
tuberculosis clinic – a retrospective view.

Presented at:

• Canadian Council on Multicultural Health Meeting and Conference, Regina SK. May 8, 1998.

• Scientific Assembly, Alberta Chapter, College of Family Physicians of Canada, Banff AB. March 6, 1998.

• International Union Against Tuberculosis and Lung Disease, North American Region Conference,
Vancouver BC. February 26-28, 1998.

• Research Revelations ’98 University of Alberta, Edmonton AB. February 7, 1998.

• College of Family Physicians of Canada Conference, Halifax NS. October 23-26, 1997.

• Alberta Lung Association Respiratory Disease Symposium, Banff AB. October 17-19, 1997.
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APPENDIX 11

TB information sheets
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TB information sheet – Spanish
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TB information sheet – Tagalog (Philippines)
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TB information sheet – Punjabi
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TB information sheet – Chinese page 1 of 2



Sociocultural factors affecting tuberculosis treatment and prevention in Aboriginal and immigrant populations in Alberta 91



T A R G E T I N G  T B    A collaborative study • January 2002 •  Appendices92

TB information sheet – Vietnamese page 1 of 2
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TB information sheet – Arabic page 1 of 2
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