






 2 

  

 

Main Objectives 
 
The purpose of this request is to solicit contributing writers for the First Nations Regional 
Longitudinal Health Survey (RHS) Phase 2 - National Report to be composed of 40 chapters on the 
First Nations adult, child and youth living on reserve and in First Nation communities.  It is envisioned 
that this Request for Writers will tap into the wealth of skilled and knowledgeable First Nations and 
non-First Nations health workers, researchers, consultants, non-governmental organizations (NGOs), 
First Nations community-based organizations and others to help produce a strong national report. 
 
The specific tasks required for the Request for Writers (RFW) are: 
 

1. To prepare a preliminary analysis plan of chapter content including background research on 
topic(s). 

2. To work with the First Nations Information Governance Committee (FNIGC) and the RHS 
national team in an iterative writing process. 

3. To create a final version of the chapter, adhering to formatting guidelines while incorporating 
input from a peer reviewer process. 

 
 
 

1. Project Title, Rational, and RHS Background information 
 

1.1 Project Title 

 
Request for Writers (RFW) for the First Nations Regional Longitudinal Health Survey (RHS) Phase 2 -
National Report. 
 

1.2 Project Rational 

 
The RHS Phase 2 was a collective effort of the participating First Nation communities and citizens, the 
ten regional First Nations organizations, the RHS national team and the First Nations Information 
Governance Committee.  From the collective dataset of all the regions, a national report will be 
produced covering the major thematic areas from the adult, youth, and child questionnaires.   The 
report shall be guided by the RHS Cultural Framework and will respect the First Nations Principles of 
OCAP: Ownership, Control, Access and Possession.   

The goal of the RHS Phase 2 National report is to encourage analysis and interpretation of the Phase 
2 data in a culturally and scientifically validated manner; and to facilitate the sharing and dissemination 
of the study results to many interested parties.  This will ultimately contribute to improvements in 
First Nations health, through increased awareness, improved evidence-based decision-making, 
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planning and policy development at all levels. The RHS will offer opportunities for First Nations health 
professionals, governments across Canada to access important and relevant health information and 
analysis, as a means of supporting their work in improving the health and well-being of First Nation 
communities.  

1.3 RHS Background Information 

 
The First Nations Regional Longitudinal Health Survey (RHS) is the only national health survey 
implemented by First Nations for First Nations. The main objectives of the RHS are to provide 
scientifically and culturally validated information, while enhancing First Nations capacity and control 
over research.  It is conducted across the ten regions in Canada, surveying participants in over two 
hundred and fifty First Nation communities.   
 
The Assembly of First Nations, Chiefs Committee on Health mandated that a nation-wide First 
Nations health survey be implemented every four years, creating the First Nations Regional 
Longitudinal Health Survey (RHS). The RHS was launched as a pilot survey in 1997 and became the 
first stepping-stone in First Nations control over research. The RHS has played a pivotal role in the 
growing awareness of the importance of information and the inherent right for First Nations to 
exercise self-determination in the area of research.   Self-governance over information is captured by 
the First Nations Principles of OCAP originally developed and promoted by the RHS process.  OCAP 
describes First Nation Ownership, Control, Access, and Possession of their own information, and 
over research processes and products that involve First Nation communities.   
 

The RHS is overseen by the First Nations Information Governance Committee (FNIGC) and is 
coordinated by ten First Nations regional organizations and a national team.  RHS is currently being 
hosted by the Assembly of First Nations.  For the complete list of the RHS Regional Coordinators, 
FNIGC members, and the RHS National Team and related RHS information including questionnaires 
and the methodology report, please visit our website at www.rhs-ers.ca. 
 

1.4 Project Objectives 

 
The specific tasks required for the RFW are: 
 

1. To prepare a preliminary analysis plan of chapter content including background research on 
topic(s). 
2. To work with the First Nations Information Governance Committee (FNIGC) and the RHS 
national team in an iterative writing process. 
3. To create a final version of the chapter, adhering to formatting guidelines while incorporating 
input from a peer reviewer process. 
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2. Scope of Work 
 

2.1 Overview of RFW 

 
This RFW is a call for proposal from qualified individuals to be contributing writers for a completed 
chapter(s), for incorporation into the larger RHS Phase 2 National Report.  The report will be guided 
by the cultural framework (see Section 2.3) and organized by child (0-11 years), youth (12-17 years) 
and adult (18+ years) with thematic chapters outlined in Appendix A.   
 
There will be a maximum of 40 contracts awarded, corresponding to the 40 chapters; applicants are 
welcome to apply for more than one chapter. Each successful candidate will be required to complete 
a draft and final chapter from the list provided in Appendix A.  For each chapter drafted, the 
successful candidate will also be required to review and provide comments on two draft chapters 
prepared by other writers.  A maximum fee of $7000.00 CAD is available per chapter.  
 
Final review of all chapters will be conducted by a national First Nations panel of experts, the RHS 
national team, and the FNIGC.  The writer’s contribution will be duly acknowledged in the final RHS 
national report.  
 

2.2 Writing Requirements  

 
Successful applications will be required to prepare chapter(s) from the list outlined in Appendix A.  
The applicant will indicate which theme(s) are of interest and will be notified by the RHS national 
team of the required Chapter relating to the contract.   The chapter(s) will focus on the statistical 
output generated from the RHS Phase 2 datasets and will be written in keeping with the formatting 
guidelines and chapter structure outlined in Appendix B. 

2.3 Statistical Output and Data Access 

 
Statistical outputs will be provided to writers as needed, within reasonable limits1.  Writers will have 
access to mock datasets, data dictionaries, and other support materials to run test analyses.  If 
additional mechanisms for data access are created, the writers will be notified in due course.  
 
Mechanisms to access regional data are not part with this RFW and the results shall be restricted to 
the RHS national level data.  
 

Furthermore, in keeping with the RHS Code of Research Ethics, all material is subject to the approval 
of FNIGC before publication and writers must recognize FNIGC as authors in any future publications.   
 
Chapter writers will be required to sign a RHS Confidentiality Agreement prior to receiving any 
statistical outputs.  

                                                 
1 Number of tables, output and/or revisions of syntax shall be capped as per the discretion of the RHS national team due 
to volume of output to be created during report writing period within restricted timelines.  
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2.4 Cultural Framework 

 
The development and interpretation of the RHS Phase 2 results should be guided by the RHS Cultural 
Framework, encompasses a holistic approach to health.  Key background documents on the cultural 
will be provided to the writers.  
 
Figure1. RHS Cultural Framework 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

2.5 Products and Expectations 

 

The successful candidate/writer will be expected to: 

• Work with the FNIGC and the RHS national team, in an iterative process, to identify all 
information, support and data analyses (statistical tables etc.) required. 

• Participate in an online meeting to discuss details on the contract, data access procedure, RHS 
cultural framework etc. 

• Carry out background research on the selected topic (including relevant research and 
comparable survey results from other populations or periods) to help provide context to the 
survey findings. 

• Ensure that chapter drafts are consistent with the chapter writing guidelines, including 
required content, document type (Microsoft Word), number of words, chart, table and text 
formatting, treatment of missing values, language level, referencing etc. 

• Prepare a first draft of the chapter(s) on the topics selected for review by selected members 
made up of FNIGC and the RHS national team etc. 
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• Prepare a revised, second and final draft chapter, incorporating input received from the peer 
review process (maximum of 2 drafts). 

• Recognize the FNIGC as authors of the national report in keeping with the RHS Code of 
Research Ethics. Recognize and appropriately reference/cite the contributions of the FNIGC in 
the national reports. 

• Respect the FNIGC authority to reject all or part of any chapter that they deem inappropriate 
and inconsistent with the RHS Code of Research Ethics. 

• Provide peer review input and recommendations for two (2) chapters for each chapter that is 
awarded to writers. 

• The selected writers will be obliged to submit both required invoices upon signing of contracts 
dated no later than March 31, 2010. 

• In conjunction with the contract, chapter writing guidelines and Non-Disclosure and 
Confidentiality Agreement, the Statement of Work is a primary contractual document that 
identifies the work to be performed, and will provide the basis for payment.  

2.6 Timelines 

 
The successful candidate/writer must meet the following deliverables and respective timelines: 
 

1. Preliminary analysis plan of Chapter(s):  March 31, 2010. 
 
2. Request for statistical output through discussion with the RHS national team or using 

the RHS Special Tabulations Request Form:  June 1, 2010. 
 

3.  First Draft of Chapter(s):  June 30, 2010. 
 

4. Provide peer review comments on Chapter(s):  August 31, 2010 
 

5.  Final Draft of Chapter (s):  September 30, 2010. 
 

2.7 Payment Schedule 

 
A maximum of $7000.00 CAD shall be rewarded per chapter.  Sixty percent of the amount of the 
contract (a maximum of $4,200 CAD) shall be awarded upon signing of the contract.  The balance of 
the remainder (maximum of $2,800 CAD) shall be issued upon final approval of submitted chapter.  
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3. Application Procedures 
 

3.1 Statement of Work/Schedule 

A statement of work must be submitted with the proposal. The following elements are required: 

A. A brief summary of your understanding of the objectives and requirements of this RFW.  

B. A detailed statement describing the timeline, budget and tasks you will undertake to deliver the 
product specified in sections 2.1, 2.3 and 2.5.  

C. A preliminary list of survey questions for which analyses will be required (for each of the chapters 
identified from Appendix D).  

D. A description of any First Nations interpretation/input processes proposed, if appropriate. 

3.2 Professional Experience, Qualifications and References 

In order to assess the qualifications of applicants, the following documents must be submitted with all 
proposals:   

A. A completed applicant identification form (Appendix C).  

B. A statement describing the qualifications and previous experience of the applicant(s). The statement 
should clearly identify:  

I. The nature and amount of experience of the applicant(s) in carrying out and completing work 
similar to that described in above sections; and 

II. The level of knowledge and expertise of the applicant(s) relating to First Nations health research, 
health information, epidemiology, First Nations interpretation and First Nations cultural 
frameworks. 

C. Curricula vitae and contact information of each person to be involved with the work. If more than one 
person is involved, identify the person who will manage the overall effort and serve as lead contact in 
respect of Section 3.8. 

D. The names of three (3) references able to comment on the lead contact’s ability to complete the type 
of work described in sections 2.1, 2.3 and 2.5. 

E. If the applicant is an incorporated entity, a statement of the name and laws under which the entity was 
legally incorporated. 

3.3 Proposal Price/Cost 

The price/cost submission proposal component must contain a detailed breakdown of costs of the total quoted 
price. Various items in the price proposal may be subject to Goods and Services Tax (GST) and custom duties, 
and this charge must be included in the cost estimates where applicable.  Proposals exceeding $7,000 per 
chapter will not be considered. 

3.4 Proposal Submission 

You are invited to submit a proposal by mail or email directly to the attention of the representative whose 
contact information is shown on the front cover page no later than March 8, 2010 5:00 pm EST. An electronic 
copy of the proposal is required. Your proposal price must remain firm for a period of sixty (60) days from the 
closing date. No payment will be made for costs incurred in the preparation and submission of a proposal in 
response to this RFW. 
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3.5 Limitations 

The FNIGC and the RHS National team reserve the right to: 

• reject any or all proposals received in response to this RFW; 

• enter into negotiations with one or more applicants on any aspects of their proposals; 

• accept any proposal in whole or in part; 

• cancel and/or re-issue this requirement at any time; 

• award one or more contracts; and 

• verify any, or all, information provided by the applicant with respect to this requirement. 

3.6 Inquiries 

All inquiries (in writing only) and other communications related to this RFW, throughout the solicitation 
period and until the contract award, MUST be directed ONLY to the representative shown on the front 
cover page of this RFW package. 

3.7 Proposal Assessment Method 

All proposals received by the closing date (section 3.8) and meeting the submission requirements will be 
reviewed and ranked by a RHS Technical Evaluation Panel.  

3.8 Application Contents and Mailing Information 

 
The application must arrive at the RHS national office in Ottawa on or before end of day March 8, 
2010.   
 
 It must include the following items: 
 

• The name of the institution and  writer on letterhead stationary; 

• Completed application including the Chapter selection checklist; 

• Brief outline of level of knowledge and expertise relating to proposed chapter theme; 

• Three references; 

• Phone, fax, email, and address; 

• An attached copy of the full curriculum vitae of the principal writer. 
 
The application should be no more than 1000 words long.  For further enquiries and application 
submissions please contact:  
 
Jane Gray,  
RHS National Project Manager 
jgray@rhs-ers.ca 
Home Office: 418-845-1492 
 
A decision will be emailed to applicants no later than March 22, 2010 after an expert review with a 
follow-up letter mailed to the institution. 
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Appendix A: Thematic Areas of Chapters 
 
The multi-chapter RHS Phase 2 – National Report will be summarizing the information gathered from 
the three questionnaires: Adult, Youth and Child.  Applicants will indicate which thematic areas are of 
interest with their application  
 
(Note: each survey was optimized for its respective age group; therefore, the comprehensiveness of 
the topic areas may vary across the modules) 
 

• Demographics and Migration 

• Education (Adult, Parental, and Youth) 

• Household Structure 

• Employment and Income 

• Language and Culture 

• Housing Conditions 

• Disability 

• Chronic Medical Conditions 

• General Health Status and Health Utility Index (HUI) 

• Diabetes 

• Injuries 

• Barriers Accessing Health Services 

• Dental Care Access 

• Physical Activity 

• Nutrition and Food Security 

• Non-traditional Use of Tobacco 

• Alcohol and Drug Use 

• Sexual Health 

• Health Care Access 

• Residential Schools 

• Mental and Social Wellbeing 

• Community Wellbeing 
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Appendix B: Chapter Format and Structure 
The following outlines the basic structure that each chapter writer is required to follow. 

Chapter Structure   

Page format:  1 inch borders   Font: 12 pt   Spacing: Single  

Word processing Software: Microsoft® Word  

Referencing Software: EndNote® (if applicable)  

Sections Elements Notes 

Executive Summary 
Quick review of results, discussion and 
conclusions 250-350 words 

Key Findings Main points of interest from chapter Bullets in a box on front page 

Introduction Main topics/theme of interest  

 Background on topic  
Methods 
 
 

Quick overview of methods - sample, 
questionnaire content, weights, age 
standardization, etc.   

Results 
 
 
 
 
 
 

Statistics: frequency tables, descriptive 
statistics and cross tabulations 
 
Main findings to be reported in tables and 
graphs. 
 
 

Report as percentages, 
include CI when necessary.  
First table should be basic 
descriptive of the elements in 
chapter.  Age group / gender 
breakdown also included 
when applicable. 

 

Charts and Graphs  
 
 
 

Summarize main points,  
clear titles,  label statistics in 
graph, 'n', note universe 
 

 Comparison to RHS Phase 1  Where applicable 

 Comparison to other Canadian results Where applicable 
Discussion and 
Interpretation Interpretation of results  

Conclusions Conclusions based on Discussion  

 

Recommendations of next steps, policy 
change, future research and any 
recommended changes to the RHS 
questionnaire.  

References Standard APA formatting.  

Appendix Extra tables  
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Appendix C: Application Form 
Identification of lead contact for proposal: 
First Name Last Name 

  

Position/Title Department/Unit Organization/Institution  

   

Street address City, Province Postal Code 

   

Telephone number Fax number Email address 

   

Role in the project (e.g. author, coordinator) 
 

Identification of other writer or contributors: 
 

First Name Last Name 
  

Position/Title Department/Unit Organization/Institution  
   

Role in the project (e.g. co-author, diabetes expert, cultural interpretation expert) 
 

 

First Name Last Name 
  

Position/Title Department/Unit Organization/Institution  
   

Role in the project (e.g. co-author, diabetes expert, cultural interpretation expert) 
   

*Add additional sheets if necessary to identify contributors. 
 
Proposal submission checklist (for your reference): 

Proposal coversheet and checklist (Appendix C) � 

Chapter selection checklist (Appendix D) � 

Statement of Work (See Section 3.1) � 

Information about Professional Experience and Qualifications (See Section 3.2) � 

Price Proposal (See Section 3.3) � 
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Appendix D. Checklist of Chapters to Write and Review 
Instructions:  Identify each area you wish to write or review with an ‘X’. Select as many topic areas as you wish, 
based on your interest and expertise. Use ‘XX’ to indicate ‘preferred’ areas. Those selected will be asked to review 2 
chapters for each chapter they are contracted to write, so please mark about twice as many in the “review” column. 
 

 

 
If selected, what is the maximum number of chapters you are willing to write 
(within the identified time frames): 
 

      _______________ (number) 

 

 

 

 

 

 

 THEMATIC AREAS Chapter Sections Chapter Write Review 
REASON Demographics and Migration 1   
Social and Economic Income and Employment 2   
  Education and Language 3   
  Housing 4   

  Access to Services 5   
ACTION Physical Activity 6   
Health Behaviors and Lifestyle Nutrition and Food Security 7   
  Substance Use and Abuse 8   
  Sexual Health 9   
  Gambling 10   
  Personal Safety 11   

VISION Health Conditions 12   
 Diabetes 13   
  Health Status (Self-reported health, HUI) 14   
  Oral Health 15   
  Injury and Disability 16   
  Preventive Care 17   
RELATIONSHIPS Community Wellness 18   

Personal Wellness 19   

A
D
U
L
T
 

 
  Traditional Culture 20   
REASON Household Environment 21   
 Education and Language 22   
ACTION Physical Activity and Nutrition 23   
 Substance Use and Abuse 24   
  Sexual Health 25   

  After-school Activities 26   
VISION Health Conditions and Health Status 27   
 Oral Health 28   
  Injury 29   
  HC Utilization and Preventive care 30   
RELATIONSHIPS Community Wellness and Traditional Culture 31   

Y
O
U
T
H
 

 Personal Wellness 32   

REASON Household Environment 33   
 Education and Language 34   
ACTION Physical Activity and Nutrition 35   
VISION Health Conditions and Health Status  36   
 Oral Health 37   
  Injury 38   

  Prenatal Health 39   

C
H
IL
D
 

RELATIONSHIPS Mental and Social Wellbeing 40   
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Appendix E:   RHS Code of Research Ethics 
 

First Nations Regional 
Longitudinal Health Survey 
(RHS) 

 

Code of Research Ethics 
Revised February 22, 2007 

Revised January 27, 2005 

Originally adopted July 25, 1997 

 

 
Introduction 

 

In 1996, the Assembly of First Nations Chiefs Committee on Health mandated that a First 

Nations health survey be implemented every four years across Canada, this resulted in the 

creation of the First Nations and Inuit Regional Longitudinal Health Survey (RHS)
2
 a 

stepping stone in First Nations exerting control over research process. This mandate came as a 

result of the activities that began in 1994, when Statistics Canada began three major national 

longitudinal surveys however, the national sampling frame for these three longitudinal 

surveys specifically excluded First Nations people living on-reserve, and Inuit communities.   

 

Following a national consultative process in 1995 with First Nation, Inuit and Aboriginal 

communities and organizations, it was finally determined that in order to proceed collectively, 

the process must include a collaboration of distinct regional surveys with national core 

content. This decision began a First Nations and Inuit controlled process of research, 

identification of health status and health planning and a new partnership with Medical 

Services Branch and national First Nations and Inuit organizations. 

 

From November 1995 to January 1996, the Indian and Inuit Health Programs Unit of the 

Medical Services Branch coordinated, with the assistance of the Assembly of First Nations, a 

National Steering Committee comprised of the First Nations and Inuit organizations from 

each participating region. The National Steering Committee members at the time were: 

 

• Phil Hall, B.C. First Nations Health Summit 

• Richard Saunders, Alberta Indian Health Care Commission 

• Ceal Tournier, Federation of Saskatchewan Indian Nations Health and Social 

Development Commission 

• Audrey Leader, Assembly of Manitoba Chiefs 

• Cathryn George, Association of Iroquois and Allied Indians, Ontario 

• Gary Cole and Jane Gray, First Nations of Quebec and Labrador Health and Social 

Services Commission 

• Wendy Paul and Darren Graham, Union of New Brunswick Indians 

• Sharon Rudderham, Union of Nova Scotia Indians 

• Iris Allen, Labrador Inuit Health Committee 

• Allen Deleary, Assembly of First Nations, Ex-officio 

• Nichole Simond, Medical Services Branch, Ex-officio  

                                                 
2 The initial RHS included the Inuit of Labrador and was titled the First Nations and Inuit Regional Longitudinal 

Health Survey (FNIRLHS). The RHS 2002/03 survey includes First Nations on-reserve/communities only and is 

called the First Nations Regional Longitudinal Health Survey (FNRLHS). The Inuit have opted for Inuit specific 

research initiatives. The two acronyms are used interchangeably in this document. 
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• Roda Grey, Pauktuutit, Inuit Women’s Health Association (Pauktuutit withdrew from the 

National Steering Committee in January, 1997). 
 

In July 1996, a National Coordinator, Gail Mc Donald, was hired under contract, through the 

Chiefs of Ontario Office, to coordinate and support the work of the National Steering 

Committee in meeting its objectives. 

 

The National Steering Committee Funding Guidelines and National Steering Committee 

Terms of Reference were passed by consensus in August, 1996 and a Letter of Understanding 

was passed in November, 1996 which both serve as guiding components of this initiative. 

 

As a National Steering Committee, the members and their technical advisors have worked 

cooperatively and collaboratively in the design of the National Common Core Questions 

which are included in each regional survey. The National Content was approved, by 

consensus, on November 6, 1996 at the National Steering Committee meeting held in Quebec 

City. The National Questions will address issues such as Children’s Health, Health Services, 

Tobacco, Environmental Tobacco Smoke, Medical Conditions including Diabetes, Disability 

and Activity Limitation, Residential Schools, Wellness and Dental Health. The questions 

were developed to collect national data on issues which require national impact for First 

Nations health planning and advocacy for policy decisions. 

 

The National Core Questions were rolled together for analysis in fiscal year 1997 and will 

continue to be under the direction and guidance of the National Steering Committee to 

oversee the analysis, review and prepare the final report for publication and communications.  

 

Each National Steering Committee member and their technical advisors have provided their 

knowledge, experience and ideas toward the success of this Project; both nationally and 

regionally. Together, through mutual respect for each other and their respective political and 

accountability processes, they have significantly strengthened the Project and its outcomes.  

 

All members of the Project share an understanding that First Nations and Inuit community- 

based research is a powerful tool for learning about health and wellness which contributes to 

the health of the communities in which research is being conducted and, ultimately, impacts 

on regional and national policy and planning. First Nation and Inuit control of health 

information and surveillance are vital for effective health planning and advocacy. 

 

Collaborative research acknowledges that there must be respect for the scientific and social 

integrity of the Project. Each member has obligations toward the other members. 

 

Second Wave of RHS 2002-03 

 

The First Nations Information Governance Committee (FNIGC) is the new committee name 

given to the group previously entitled the First Nation and Inuit Regional Health Survey 

National Steering Committee; however the FNIGC has received a broader political mandate 

in the area of research and information management on behalf of all First Nations. First 

Nations, through the Assembly of First Nations Chiefs Committee on Health (CCOH) and its 

appointed committee, the First Nations Information Governance Committee (FNIGC). FNIGC 

mandated the First Nations Centre (FNC) of the National Aboriginal Health Organization 

(NAHO) to coordinate RHS 2002-03.  

 

The current members of the FNIGC are:   

 

� Dene National Office 

� Council of Yukon First Nations 

� First Nations Chief’s Health Committee (BC) 

� Alberta Treaty No. 6, No. 7 and 8  Tribal Councils 

� Assembly of Manitoba Chiefs 

� Chiefs of Ontario 
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� First Nations of Quebec and Labrador Health and  Social Services Commission        

� Union of New Brunswick Indians 

� Union of Nova Scotia Indians 

� Health and Social Development, Saskatoon Tribal Council  

� Assembly of First Nations 

� RHS National Project Manager 

 

The second wave of the RHS was implemented in 2002-03. Since the first study in 1997, two 

new regions have joined the RHS process, the Yukon and Northwest Territories. The Inuit 

have since withdrawn from the RHS 2002-03 in favor of an Inuit specific process. Hence, the 

change from the First Nation and Inuit Regional Longitudinal Health Survey to the First 

Nations Regional Longitudinal Health Survey.  

 

As of July 2006, a recommendation was made by the FNIGC to transfer the file to the 

Assembly of First Nations.  This recommendation was supported by a motion from the Chief 

Committee on Health in June 2006. In the future, the RHS project administration and/or RHS 

data may be transferred by the FNIGC to an approved host organizations, subject to the 

direction of the FNIGC. 

 
I. Purpose of the Code of Ethics 

 

The purpose of this Code of Ethics is to establish a framework of principles and procedures to 

guide the members of the First Nations Information Governance Committee to accomplish the 

mandate and objectives of the First Nations Regional Longitudinal Health Survey. This Code 

outlines the responsibilities of each member through all aspects and phases of the surveys and 

potential spin-off research to its conclusion.  

 

 
II. First Nation Research Policy Statement 

 

It is acknowledged and respected that the right of self-determination of First Nations includes 

the jurisdiction and authority to make decisions about research in their communities. The 

benefits to the communities, to each region and to the national effort should be strengthened 

by the research. Research should facilitate First Nation communities in learning more about 

the health and well being of their peoples, taking control and management of their health 

information and assist in the promotion of healthy lifestyles, practices and effective program 

planning. The First Nations Information Governance Committee promotes making the most of 

the funding opportunity on behalf of First Nations. We will reclaim the original foundations 

of our health and healing. 

 

 
III. Regional Health Survey Guiding Principles 

 

1.  First Nation principles of Ownership, Control, Assessed, and Possession (OCAP)
3
 will be 

respected. OCAP is self-determination applied to research. 

 

It is a response to being “researched to death” and offers a way forward for First Nations 

research and information management. Originally “Ownership, Control and Access,” the 

principles were named during a 1998 brainstorming session of the National Steering 

Committee for the First Nations and Inuit Regional Health Survey (RHS). Cathryn George of 

the Association of Iroquois and Allied Indians is credited with the original acronym: “OCA.” 

 

The principles crystallize themes advocated by First Nations for years. Although not 

understood and applied the same everywhere, some tentative definitions were prepared at the 

                                                 
3 First Nations Centre (2007). OCAP:  Ownership, Control, Access and Possession. Sanctioned  by the First Nations 

Information Governance Committee, Assembly of First Nations. Ottawa.  National  Aboriginal  Health Organization. 
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request of the RHS 2002 Steering Committee, also known as the First Nations Information 

Governance Committee: 
 

Ownership: The notion of ownership refers to the relationship of a First Nations community to 

its cultural knowledge/data/information. The principle states that a community or group owns 

information collectively in the same way that an individual owns his or her personal 

information. It is distinct from stewardship or possession (see below). 

 

Control: The aspirations and rights of First Nations to maintain and regain control of all 

aspects of their lives and institutions include research and information. The principle of 

“control” asserts that First Nations, their communities and representative bodies are within 

their rights in seeking to control research and information management processes which 

impact them. This includes all stages of research projects, and more broadly, research policy, 

resources, review processes, formulation of conceptual frameworks, data management, and so 

on. 

 

Access: First Nations people must have access to information and data about themselves and 

their communities, regardless of where these are currently held. The principle also refers to 

the right of First Nations communities and organizations to manage and make decisions 

regarding access to their collective information.  

 

Possession: While “ownership” identifies the relationship between a people and their data in 

principle, the idea of “possession” or “stewardship” is more literal. Although not a condition 

of ownership, possession (of data) is a mechanism by which ownership can be asserted and 

protected. When data owned by one party are in the possession of another, there is a risk of 

breach or misuse. This is particularly important when trust is lacking between the owner and 

possessor. 

 

2. The First Nations Information Governance Committee encourages and will facilitate 

research of the highest quality while striving to establish the conditions and skills for 

First Nations self determination and responsibility for the total health of our 

communities. 

 

3. The First Nations Information Governance Committee recognizes the highest standards 

of research practice and will subject the RHS to review and/or evaluation to ensure data 

quality and integrity while respecting the First Nations principles of OCAP. 

 

4. The First Nations Information Governance Committee recognizes that participatory 

culturally-based research, takes several years to develop. However, the First Nations 

Regional Longitudinal Health Survey should contribute demonstrably in information, 

skills and capacity building. 

 

5. The First Nations Information Governance Committee recommends that, as far as 

possible, fact finding and analysis should be participatory allowing communities to 

determine which aspects of health should be addressed and how.  

 

6. The surveys should stimulate informed dialogue between communities, local authorities, 

federal and provincial governments and services.  

 

7. The communities must be involved as full partners in all aspects of the research. 

Feedback, input, participation in analysis and interpretation and communications should 

always characterize the research relationship. 

 

8. First Nations community authorities must approve data collection in their regions. 

 

9. All data collected belongs to the communities and must be returned as grouped results. 

 

10. First Nations local community and regional protocols must be respected. 
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11. The strengths, cultures, languages and traditional norms of the communities must be 

respected and utilized wherever possible. 

 

12. Survey questionnaires will be developed for each of the regional surveys to give selected 

communities an opportunity to include questions of a cultural nature as well as questions 

that specifically address pressing local concerns. 

 

13. Informed consent from survey respondents will be obtained prior to collecting personal 

information. 

 

14. Survey questionnaires of a personal nature are to be answered in the strictest 

confidentiality or to be completed anonymously. 

 

15. Confidentiality of the respondents must be assured. The respondents will remain 

anonymous when the results are reported. 

 

16. All research results, analysis and interpretations for the National Core Data must first be 

reported to the First Nations Information Governance Committee to ensure accuracy and 

avoid misunderstanding. This same process must be respected in each region as it 

pertains to the regional data where the communities and the regional advisory committees 

would first be reported to.  

 

17. All national core raw data will be stored at the designated First Nations organization 

mandated or authorized to assume responsibility for all First Nations health information. 

Raw data will be kept on a computer in a designated host organization. All data will be 

password protected and confidentiality of data is maintained as outlined in the Data 

Protection and Stewardship Protocol and Survival of Confidentiality Requirement of the 

regional contribution agreement. The schedules shall survive and be binding upon the 

parties involved for as long as they are in control or possession of the FNRLHS survey 

data.    

 

18. Access to national database will only be available to research technicians at the 

designated host organization as approved by the First Nations Information Governance 

Committee as necessary for purposes of data analysis. This will be managed by the 

surveys National and Technical Coordinator as directed by the First Nations Information 

Governance Committee by resolution.  

 

19. Longitudinal research requires a stable research environment for data storage. 

 

20. The First Nations Information Governance Committee members must approve the release 

of the national results and products directly or through the established protocols to such 

releases. 

 

 

 
IV. Obligations of the First Nations Information Governance Committee Members 

 

1. To involve the First Nation community in active participation in this process and promote 

the knowledge that this is a First Nation owned research process. 

 

2. To ensure the design, implementation, analysis, interpretation, reporting, publication and 

distribution of the research are culturally relevant and in compliance with the standards of 

competent research. 

 

3. To undertake research that will contribute something of value to First Nations nationally 

and in the regions in which the research is being conducted. 
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4. To enhance the capacity and skills of First Nations in conducting research, i.e. survey 

development, data collection, analysis, computer skills, health planning. 

 

5. To assist in advocating and addressing health and social issues that may emerge as a 

result of the research. 

 

6. To provide expertise to respond to questions that emerge from First Nations 

communities. 

 

7. To promote knowledge of the First Nations Regional Longitudinal Health Survey and its 

outcomes through publication and presentations. 

 

8. To be responsible for longitudinal data until the end of the survey process. 

 

9. To be involved in any future analysis of the data consistent with the general principle of 

the sovereignty of First Nations peoples, and with the particular research ethics of this 

Code.  

 

 
V. National Steering Committee Communication Guidelines 

 

As the First Nations Regional Longitudinal Health Survey is the first national initiative which 

will scientifically collect health status data from First Nations communities in a process 

controlled by and for First Nations, it will be appropriate to share the experiences of this 

Project with as many interested parties as possible to enable others to benefit from our 

experiences. 

 

 
VI.  Communication Strategy 

 

Communication with regard to the First Nations Regional Longitudinal Health Survey will be 

directed at the following interested parties: 

 

1. National and Regional First Nation Political Organizations 

  

2. First Nation communities. 

  

3. Federal, Provincial, Local and International Health and Social officials  

 

4. Academics, Scientists and Researchers (National, International) 

 

The interest in the Project will include: 

 

• Knowing how the FNRLHS and process functioned under direct First Nations control. 

• Knowing how the FNRLHS was developed and implemented as well as the outcomes, 

barriers, innovations.  

• Knowing what methods were used, the process, the impacts measured, and the answers as 

a result of the research questions. 

• How the results can be used for political advocacy and strategic health planning. 

 

 
VII. Communication Principles 

 

All the research undertaken in the First Nations Regional Longitudinal Health Survey will be 

of the highest quality and relevant to First Nations communities. 

 

All communication pertaining to the FNRLHS will follow generally accepted ethical 

standards.  
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Those standards include: 

 

1. Confidentiality: All personal information will be made anonymous and remain 

confidential. 

  

2.  First Nation Principles of OCAP will be respected. The communities participating will be the 

first to receive results and the first invited to provide input and feedback on the results. 

  

3. No Prejudice or Misuse. All communication efforts shall be calculated to benefit First 

Nation communities, and not harm them in any way. 

 

 
VIII. Access Protocol to National Core Data 

 

A protocol outlining access to the aggregated national data will be clearly outlined and agreed 

upon prior to the completion of the project. This protocol will define issues such as access and 

confidentiality of the national core data.  

 

The Protocol will address at least the following considerations: 

 

• ownership and control of the data collected will remain with the First Nations 

Information Governance Committee and those communities involved, as outlined in 

Section III, sub-section 9. 

• access to the national data will be controlled by the First Nations Information 

Governance Committee as outlined in Section III, sub-section 18. 

• regional data can only be accessed after permission has been granted by the appropriate 

regional steering committee or similar group. 

• community level data (if available) can only be accessed after permission has been 

granted by the appropriate community authorities. 

 

 
IX. Procedures for Data Analysis and Publication of Results 

 

A. The following procedure will be followed for purposes of data analysis and publication of 

results: 

 

1. General analysis of the national core data will be conducted as per the direction of the 

First Nations Information Governance Committee to include a detailed, comparative 

analysis of the national core data against other national surveys and relevant First Nations 

health data. The topics are comprehensive and cover a wide range of health issues, based 

on the approved FNRLHS survey instruments.  
 

2. All resulting analysis will be reviewed by the First Nations Information Governance 

Committee for input into interpretation of the results. 

 

3. All resulting draft reports or publications will be reviewed by the First Nations 

Information Governance Committee. 

 

4. Best efforts will be made to reach consensus regarding the interpretation of results prior 

to any publication. In the event that a reasonable measure of consensus cannot be 

reached, no publication will be released. 

 

5. Regional processes will be respected in their participation in the analysis and 

interpretation of the national reports prior to publication and release.  

 

6. Dissemination of analytical results will be done under First Nation national and regional 

authority. 
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7. Regional analytical results should be validated through regional/community and technical 

review.  

 

8. Detailed national results, as well as data analysis and reporting tools, will be provided to 

each region by the designated host organizations to facilitate regional analysis and 

comparison. 

 

9. Wide dissemination of the results will ensure First Nations perspectives and influence 

health and social research literature 
 

 

10. The original national core dataset must be maintained in an approved, secure facility to 

ensure that future data linkage in a longitudinal study is possible, and that confidentiality 

of data is maintained as outlined in the Data Protection and Stewardship Protocol and 

Survival of Confidentiality Requirement of the regional contribution agreement. The 

schedules shall survive and be binding upon the parties involved for as long as they are in 

control or possession of the FNRLHS survey data. 

 

B. Publication of results shall occur according to the following protocol: 

 

All publications resulting from analysis of the national core data shall include as AUTHORS 

the members of the First Nations Information Governance Committee  

 

Authors/writers involved in the writing of chapters for RHS shall receive credit for their role 

in an appendix. Other authors or contributors shall be included as deemed appropriate by the 

First Nations Information Governance Committee. 

 

 

The appropriate Regional authority must approve regional publications prior to the release 

One copy of each regional publication shall be sent to: 

 

1) The regional office of each member of the First Nations Information Governance 

 Committee.  

2) The designated  host organization. 

 

 

C. Copyright 

 

All publications of RHS results shall contain the following copyright notice: 

 

Copyright: First Nations Information Governance Committee, Assembly of First Nations – 

(year).  Users are forbidden to copy the data and re-disseminate them, in the original or a 

modified form, without the express written permission of the First Nations Information 

Governance Committee of the Assembly of First Nations.   Information on the availability and 

use of RHS data can be obtained at www. rhs-ers.ca. 

 

 D. Sourcing 

 

All analyses containing RHS results shall contain the following source acknowledgement: 

 

Source:  Based on the First Nations Regional Longitudinal Health Study (year).  The 

Assembly of First Nations (First Nations Information Governance Committee), and (the 

designated host organization).  All computations, use and interpretation of these data are 

entirely that of the author(s). 
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The First Nation Regional Longitudinal Health Survey Code of Research Ethics was duly 

approved by the First Nations Information Governance Committee on February 22, 2007.  

 

Acknowledgments:  

 

In the preparation of this Code of Ethics, other research Code of Ethics were used as a guide; 

they included: Kahnawake Schools Diabetes Prevention Project, March 1996 and the 

Manitoba First Nations Regional Health Survey Protocol for Data Sharing. Permission has 

been granted to use these Codes of Ethics as a guide in the development of the First Nations 

Regional Longitudinal Health Survey Code of Research Ethics.  

 

Other documents utilized to develop this Code include: First Nation and Inuit Regional Health 

Survey Project National Steering Committee - Letter of Understanding, November, 1996 and 

the National Steering Committee - Co-Principle Investigator’s Group - Guiding Objectives for 

the First Nation and Inuit Regional Health Survey Project, September, 1996.  

 

The First Nations Information Governance Committee gratefully acknowledges the 

contributions of the above mentioned Code of Ethics which have served as a guide and 

inspiration to this First Nations Regional Longitudinal Health Survey Code of Research 

Ethics document. They are true pioneers in the development of First Nations controlled 

research processes. 
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Appendix F: Questions and Answers 
 1: Can I partner and work with other authors or partners in a team/group?  

Yes, in fact we prefer this. We just ask that one person be identified as the primary or lead contact.  
 
Q2: I am a student. Should I still apply? 

Yes, although you may wish to involve your supervisor or other partner if your experience in this area is relatively 
limited. 
 
Q3: I am not Aboriginal or First Nations. Should I still apply? 

Yes. The competition is open to all individuals and organizations. Experience and knowledge of First Nations 
issues, cultures and perspectives will be considered in the assessment of proposals. 
 
Q4: I am not a formal researcher, statistician or epidemiologist but have solid experience in First Nations health, can write 
well, and am knowledgeable on the issues. Should I still apply? 

Yes. We hope to have a broad range of First Nations perspectives in the final reports. If you feel it appropriate, 
you may wish to partner with someone with skills that are complementary to your own. 
 
Q5: I would like to work with others who complement my skills. Can you match me up with others to help complete the 
chapter? 

We would be glad to try and match your talents with others but, of course, can offer no promises or guarantees. 
You would have to establish the working relationship. 
 
Q6: I have no problem with epidemiological analysis, interpretation and literature research but would appreciate some 
help integrating First Nations interpretation. Can you help with that? 

Ideally, we are seeking authors or teams who can cover all aspects of the project requirements. Nonetheless, we 
will do our best to help match you up with others who have complementary skills. Again, we cannot offer 
promises or guarantees. 
 
Q7: I need more money than what you are offering to complete the work. Can you increase the budget in specific, well-
justified situations? 

Unfortunately, no due to funding limitations. 
 
Q8: What are the selection criteria for the RFW? 

• These have yet to be finalized her but among other things, we are looking for applicants with:  

• Experience and knowledge of First Nations perspectives.  

• Proven ability to produce accessible high-quality reports. 

• Knowledge of the subject area/theme selected.  

• Ability to meet timelines. 

• Respect the First Nations principles of Ownership, Control, Access and Possession and First Nations editorial 
control. 

 
Q9: Can I apply to do 2 or more chapters? 

Yes. Use Appendix D to indicate the topic areas you are interested in and as well as the total number of chapters 
you feel that you are able to author within the timelines. 
 
Q10: I’ve looked through the questionnaires and I have my own idea for a chapter. Can I propose that? 

We have developed the final report chapters in such a way as to cover the range of topics addressed in the 
questionnaires while avoiding too much overlap between them. We would like to find writer for all listed chapters. 
We will, nonetheless, consider proposals for additional chapters, for combining chapters (or parts thereof) and/or 
for splitting chapters. 
 
Q11: I have other ideas for other analyses and products that I think should be considered. Can I propose them? 

We are open to suggestions and are willing to consider them at a later date. This initiative, to complete a major 
National reports, is our current priority. 
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Q12: I have an idea for a more detailed and sophisticated type of analysis involving the construction of composite measures 
and multivariate analyses to look at the relationship between X and Y. Can I propose this? 

In order to harmonize chapter styles, keep the total report lengths reasonable and provide a thorough overview of 
themes and topics covered in the 3 survey instruments. We prefer, for now, to keep the level of analysis and 
reporting relatively basic. We are, nonetheless, open to your proposals for more advanced analysis at a later date. 
 
Q13: Can I get the raw data (or data with identifiers removed) to analyze myself? 

No. Statistical results will be provided as needed and will be produced by the RHS Statistical Analysts who have 
signed and agreed to a protocol agreement that outlines the limitation for the releasing of raw data. You can work 
with the analysts and/or make requests using a standardized tabulation request template. The analysts will ensure 
that the proper weights are used and the statistical methods are appropriate. On request, it is also possible to 
submit your own SPSS code to run against the databases. Mock datasets, questionnaires and data dictionaries will 
be available to facilitate the process. 
 
Q14: Can I include regional breakdowns or region-specific results in the analysis? 

No. At this time, results will be aggregated at the national level only. Our mandate is for national level analysis. 
Our regional partners are responsible for release of their regional (and sub-regional) level data. 
 
Q15: Can I use the statistics for another study, article, report, journal, thesis, presentation etc? 

No. Not without separate authorization. The statistics that authors will be provided for drafting chapters for the 
RHS national reports are for that specific purpose only. Authors will be required to sign a Non-Disclosure/ 
Confidentiality Agreement before receiving statistics. 
 
Q16: What if I don’t agree with changes that you make to my draft? 

The First Nations Information Governance Committee, as the project’s mandated authority has final authority 
over the content of all RHS national reports. If you do not agree with changes or edits, you may withdraw your 
submission and void the contract. Payments will be paid for work completed to date. We will do everything 
possible to ensure that it does not come to this. 
 
Q17: Will my name be included as author?  

All authors (along with their institutional affiliations, as appropriate) will be identified as contributors. Each 
individual’s specific contribution will be specified. Formal authorship of the reports, overall, though will be credited 
to the First Nations Information Governance Committee in keeping with the RHS Code of Research Ethics and in 
recognition of the Committee’s role and responsibility. 
 
Q18:  Is this RFW open to residents or citizens of countries other than Canada?  

 Although preference will be given to citizens and residents of Canada, you may apply if you are experienced and 
knowledgeable about First Nations issues in Canada. 
 
Q19:  Will I be asked to present the chapter at a public event? 

 It is possible that you may be asked to assist in the presentation of the national RHS results at a public event with 
the FNIGC.  
 
Q 20:  How will the payments be made? 

 See section 2.6 of this RFW. 
 
Q21:  Who and what is the mandate of the FNIGC? 

 The First Nations Information Governance Committee (FNIGC) is a committee of the Chiefs Committee on 
Health of the Assembly of First Nations. Its mandate includes oversight of First Nations information initiatives, 
ensuring First Nations accountability, respect and ethics. The FNIGC works to ensure that the First Nations 
principles of Ownership, Control, Access and Possession (OCAP) are protected and advanced 


