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Executive Summary

The First Nations Longitudinal Regional Health Survey (RHS)
 is currently being implemented by the First Nations Centre (FNC) at the National Aboriginal Health Organization (NAHO). The RHS has made a significant contribution toward achieving the goals outlined in the Royal Commission on Aboriginal Peoples Report (RCAP) in the area of research and self-determination.  It has enhanced the capacity of First Nations in data collection processes and management.

Today the RHS is recognized as the “First Nations Survey of Choice” and has gained tremendous credibility among First Nations communities, leadership and academic scholars.  Scientifically and culturally validated information is seen as crucial to health planning, advocacy and emerging areas of First Nations Governance.  Information is now considered a health determinant and, therefore, access to information will contribute to the improvement in long-term health status of First Nation and its communities.   

The FNIRLHS is more than “just another survey”. There was innovation in; data sharing protocol, research ethics, and appropriate questionnaire content for First Nations.  As a First Nation process, there was strong support from many levels, from a high participation rate among individuals to formal mandates and support from regional and national bodies. Further, the FNIRLHS process has served as a “stepping stone” on the path toward the broader goals of increasing First Nations control, involvement and capacity in terms of data management, research, statistical analysis and related information processes.  

The FNIRLHS information (1997) is the only current data available on First Nations on-reserve, and for the Inuit of Labrador, that has been validated by both the scientific community, and the First Nation leadership in Canada.  The FNIRLHS data has proven valuable in determining current health priorities, gaps, and issues impacting First Nations on-reserve and is widely quoted in health publications including: A second Diagnostic on the Health of First Nations and Inuit People in Canada; Toward a Healthy Future, Second Report on the Health of Canadians; The Health of Canada’s Children; Heart and Stroke Foundation Journal; Canadian Journal of Diabetes Care; Canadian Dental Hygienist Journal; Canadian Medical Association Journal etc.  It is anticipated that in the future, as First Nations develop their health infostructure and have the systems and staff in place to promote their research, demand for their data and products will soar.
RHS is in its second wave and has recently finalized the data collection phase for the RHS 2002-03. This wave has a larger sample size (28,405) along with a complex survey instrument that has been culturally validated by First Nations from a holistic perspective. The successfulness of the RHS model process can be seen in the results, the numbers speak for themselves. Over 82% of First Nations across Canada responded to the survey (Appendix C) in this second wave. A clear indication of First Nations support for self-determination/governance in the area of research.

RHS beginnings are rooted in self-determination, self-governance and nationhood that have been at the heart of First Nations across Canada for decades This report will highlight the context and struggle of First Nations in Canada in controlling its own research agenda, it will highlight the beginnings of the RHS, the steps taken to ensure First Nations support and showcase the process of this successful initiative.  RHS is based on the values of  “trust” and  “Respect” for the people and their communities. First Nations have gained confidence and trust in the utilization of data through the First Nations Regional Longitudinal Health Survey process.  This is our story….
The Beginning…

The focus and intent of this paper is on show casing the First Nations Longitudinal Regional Health Survey (RHS) process, it will highlight the political plight of First Nations in Canada in the area of self-determination in controlling its own research agenda.  RHS beginnings are rooted in self-determination, self-governance and nationhood that have been at the heart of First Nations across Canada for decades. It should be noted that the First Nations Regional Longitudinal Health Survey today deals only with First Nations; the Inuit of Labardor who participated in the first wave of RHS in 1997 have opted out for an Inuit specific initiative.  

We begin with a picture of the political landscape of the struggles of First Nations/Aboriginal people in Canada. The Royal Commission on Aboriginal People has defined the term Aboriginal people to include “organic political and cultural entities that stem historically from the original peoples of North America, rather than collections of individuals united by so-called ‘racial’ characteristics.
 This term includes the Indian, Metis and Inuit peoples of Canada defined in section 35(2) of the Constitution Act, 1982.  

In the report Canada Health Infoway Paths to Better Health, Chapter 7 is dedicated is to the Aboriginal Health Info-structure.  The chapter was written based on two background papers written by the Assembly of First Nations entitled; An Aboriginal Health Info-Structure – Critical Issues and Initiatives and An Aboriginal Health Info-structure- Social/Political/Operational Issues
.  Included in these papers is the history of Canada’s First Nations/Aboriginal people which is remarkably described, it sets the context for why First Nations are working towards self-determination and nationhood. Therefore, we have decided to use direct quotes for the papers as a short overview to describe the First Nations political process in Canada.  

In order to provide clarity on the terminology being used in this paper, it was decided to provide a definition on what are the accepted definitions for Aboriginal peoples are in Canada. The background paper, An Aboriginal Health Info-structure- Social/Political/Operational Issues provided the following definitions to describe Indigenous peoples in Canada:

Indian

From its dubious beginnings ascribed to a lost European explorer who thought that present day Canada was the West Indies, the term Indian has survived due to its use as a legal term and to the legal conditions which are associated with it.  The Indian Act, section 2(1) defines Indian as a person who pursuant to the Act “is registered as an Indian or is entitled to be registered as an Indian.”  From this comes the concept of “status” or “registered” Indian.  Non-status Indians are those persons who lost their status as Indians for a number of reasons including military enlistment and marriage to a non-Indian man and were no longer entitled to be registered under the Indian Act, or who were never registered in the first place.  Since Bill C-31 came into effect in 1985 and amended the Indian Act to allow Indians to regain lost status, this group has diminished greatly in numbers.  History will be the final adjudicator of the longevity of the term “non-status” as many of those who regained their status have done so only for one or two generations under the conditions of the Bill, leaving open the possibilities of new generations of non-status Indians in the future. (9)

First Nations
Following current general practice and usage, the term First Nation has replaced the term Indian. A First Nation community refers to a relatively small group of Aboriginal (i.e. Indian) people residing in a single locality.  “First Nations”, a self-used term by Indians who have status, was not in wide usage as recently as 1982 when the current legal definitions of Aboriginal people were provided in the Constitution Act. (9)

Metis

RCAP defines the Metis as distinct Aboriginal peoples whose early ancestors were of mixed heritage (First Nations or Inuit in the case of the Labrador Métis; and European) and who associate themselves with a culture that is distinctly Metis. (10)

Inuit
Inuit are Aboriginal peoples of Northern Canada who share a similar linguistic and cultural heritage, and has replaced the term Eskimo which was commonly used in Canada until the 1970's. (10)

First Nations Historical Context

It is further indicated in the An Aboriginal Health Info-structure-Social/Political Operational Issues paper in further detail the First Nations historical context, however, due to the limitation of this report, we are unable to provide a more detailed historical content.  We have decided to stay focused on the issue at hand, show casing the RHS, a community based research process. It should be noted that there has been an enormous amount of research done on this subject; one could dedicate a lifetime reporting and researching on it.  Indicated below are just a few highlights from the paper mentioned above that outlines the historical context of what First Nations have experienced due to colonization:

It is in the creation of the nation of Canada through the British North America Act, 1867 that the cause can be found of much of the jurisdictional wrangling between federal and provincial governments over who has the responsibility for provision of health care to Aboriginal people today.  The BNA Act gave legislative authority over Indians and Indian Bands to the federal government, as the new Canadian government now assumed responsibility for Aboriginal people for the British Crown.  The Indian Act, 1876 which followed addressed these federal responsibilities to Indians and forced an arbitrary, but devastating class structure on Indians: those who had ‘status’ and therefore were entitled to special rights and considerations from the new nation of Canada; and those who missed being included in this legal definition, through reasons as diverse as marriage or military enlistment, and became in essence, a Canadian version of a dispossessed race, or ‘non-status’.  Any real benefits of “status” are certainly questionable given the Indian Act’s prescriptive limitations on permitted Indian activities from birth to burial and the experiences of First Nations in the 122 years since the Act was passed; the Act’s legacy paradoxically remains as a mechanism of both special status and of social control and assimilation
.  Its assimilation agenda was never in doubt as Canada’s first Prime Minister, Sir John A. Macdonald confirmed in 1887 where he said that civilization’s great aim was to assimilate the Indian people in all respects. 
 (10)

The Indian Act is a major cause of the economic insufficiency seen in First Nations communities.  Reserves are small and often isolated from urban service centres where goods, services, financial institutions and a pool of skilled or semi-skilled labour are available.  Communities are in many cases situated on land which has poor agricultural development potential. (11)

Map of Canada with Locations of First Nations Communities
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The Past: Research on Aboriginal People 

According to the paper An Aboriginal Health Info-structure-Social/Political Operational Issues: 

First Nations and Inuit people, particularly since the reserve system was created and federal health services established in these reserve communities, have been literally captive specimens for all manner of researchers, investigators, government officials, consultants, academics, and the like.  This has happened for many reasons, which encompass the spectrum from altruistic to selfish.  Certainly documentation has been and is needed to determine required levels of health and other services, whether programs are effective accomplishing their goals, to assist communities in accessing resources available in government programs, and for planning purposes.  However, the feeling among many Aboriginal people has been that research has been one-sided; that researchers enter communities for motives of personal career enhancement, academic publishing, and/or financial incentives, in addition to the more laudable goals of improving health and well being.  Research on Aboriginal peoples, particularly in a First Nations community which is serviced by Medical Services Branch, in some respects represents a close to ideal situation.  The data obtained is comprehensive, it is complete, and it is supported by federal systems geared to provide ongoing statistics 
 

Perhaps the suspicion and distrust of research conducted by non-Aboriginal outsiders might have been less severe, had Aboriginal communities in the past participated in the research and received concrete, positive benefits.  In an analysis of research ethics in an Aboriginal environment, past research activities are characterized as a colonizing process that has negatively contributed to First Nations’ oppression, First Nations’ science, and First Nations development.  The author goes on to provide a stinging description of a typical research process:

· The research is short term in nature

· The researcher enters into a community

· The researcher extracts information and/or biological samples

· The researcher leaves the community (without clearing the results)

· The researcher later publishes his/her own conclusions without the community’s consent, knowledge or any verification.

As a result of these negative experiences, First Nations have adopted the Principles of OCAP (Ownership, Control, Access and Possession).  OCAP has been described as “a political response to colonialism and the role of knowledge production in reproducing colonial relations.”
   Much of the impetus for OCAP can be linked to the sorry history of research relations involving Aboriginal people in Canada.  This concept will be described in detail later in the paper.

The Assembly of First Nations – The story

It is necessary to include a brief summary of the Assembly of First Nation (AFN) due to its political ties and support of the First Nations Regional Longitudinal Health Survey. The Assembly of First Nations (AFN) is the national representative organization of the First Nations in Canada. There are over 630 First Nation's communities in Canada. The AFN Secretariat, is designed to present the views of the various First Nations through their leaders in areas such as: Aboriginal and Treaty Rights, Economic Development, Education, Languages and Literacy, Health, Housing, Social Development, Justice, Taxation, Land Claims and the Environment    

According to the AFN “the story of the Assembly of First Nations (AFN) is one that remains unknown to most Canadians and the rest of the world. It is the story that is lived each day by the First Nations peoples of Canada. It is the story of a struggle for self-determination and human dignity.  Many Canadians are unaware of the enormous problems that the First Nations peoples have faced on the road to political recognition in this country.” 

The story further describes how “the First Nations Peoples of this land governed their affairs for centuries. Their unique customs, languages, and way of life were intrinsically tied to the lands they occupied. It is not a story, not a fictitious tall tale, but historical fact.” 
 The AFN also  “strives to present and preserve the authenticity of North American history with the goal of enhancing justice for the aboriginal peoples of Canada. Fighting for long standing First Nations rights is not merely a fight for natural resources and self-determination; it is also a fight for human rights, human dignity, and cultural survival. “ 

AFN - Declaration of First Nations 

“We the Original Peoples of this land know the Creator put us here.

The Creator gave us laws that govern all our relationships to live in harmony with nature and mankind.

The Laws of the Creator defined our rights and responsibilities.

The Creator gave us our spiritual beliefs, our languages, our culture, and a place on Mother Earth which provided us with all our needs.

We have maintained our Freedom, our Languages, and our Traditions from time immemorial.

We continue to exercise the rights and fulfils the responsibilities and obligations given to us by the Creator for the land upon which we were placed.

The Creator has given us the right to govern ourselves and the right to self-determination.
The rights and responsibilities given to us by the creator cannot be altered or taken away by any other Nation.”

Royal Commission on Aboriginal Peoples (RCAP) Supporting First Nations Self-Determination and Self-Government 
Largely precipitated by the events and outcomes of the Oka Crisis of the summer of 1990, the Royal Commission on Aboriginal Peoples (RCAP) was established through orders-in-council by the federal government in August 1991.  The Commission was given a comprehensive mandate, as follows:

The Commission of Inquiry should investigate the evolution of the relationship among aboriginal peoples (Indian, Inuit and Métis), the Canadian government, and Canadian society as a whole.  It should propose specific solutions; rooted in domestic and international experience, to the problems which have plagued those relationships and which confront aboriginal peoples today.  The Commission should examine all issues which it deems to be relevant to any or all of the aboriginal peoples of Canada...(Order-in-Council, August 26, 1991, P.C. 1991-1579; RCAP, Volume I, 1996:2)

Tabled in November 1996, the Report of the Royal Commission on Aboriginal Peoples (RCAP) is a landmark document and is a comprehensive study on Aboriginal peoples.  This large body of research, conducted in full partnership with Aboriginal peoples, encompasses more than 350 research projects dealing with virtually all aspects of the lives of Aboriginal peoples.  The nature of the research was policy relevant, and lead to policy advice and recommendations, and was forward-looking and directed to shaping the future under a renewed relationship between Aboriginal peoples and Canada.

The report consists of five volumes (3,500 pages) and offers in a comprehensive manner, Aboriginal perspectives on the historic and current relationship with Canada, treaties, Aboriginal governance and self-government, lands and resources, economic development, social policy (the family, health and healing, housing, education, arts and heritage), and includes the perspectives of Aboriginal women, elders, youth, the Métis, the urban Aboriginal population, as well as Aboriginal perspectives with respect to the North, financing and investing in First Nations and the constitutional amendment process.  The Report contains 440 policy recommendations which cover the above-mentioned areas, aimed, individually and collectively, at all levels of government (federal, provincial/ territorial, municipal and Aboriginal), as well as at Aboriginal governments and organizations.

Most importantly, the Report of the RCAP, through extensive testimony and research, provided an opportunity for the Indian, Inuit and Métis peoples of Canada to accurately reflect their perspectives and interpretation of history, characterize their historic and current relationship with Canada, and the legal, political, social, economic, and cultural issues of importance to them in order to ensure the future survival and prosperity of their peoples, communities and nations.

The concept of self-determination and self-governance applies not only to land, language, culture, political, economic and social systems, but also to research, statistics and information.  

Self-government as its relates to First Nations implies having the requisite jurisdictional authorities to enact laws and implement governing structures, institutions and 

processes; and the institutional capacities to formulate policies, design, deliver and evaluate programs, as well as to develop financial, technical and human resource capacities.  First Nations governance and self-governance also implies jurisdictional authorities and institutional capacities in respect of research and information.

The principles that can best articulate the necessary authorities, structures and processes for First Nations self-determination and self-governance over their individual and collective data, information and knowledge are known as “Ownership, Control, Access and Possession” – OCAP.

First Nations’ quest and aspirations for self-government will bring additional requirements for information. These demands may be almost infinite, depending on the nature and scope of self-government the physical presence of a health information system will only be as useful as the ability of the community to gather, analyze and disseminate health information, and therefore human resource capacity building must go hand-in-hand with infrastructure development. 

Health information must be grounded in the respect for the values, beliefs and experiences of First Nations and must be effective and empowering and lead to self-determination.  Knowledge is a community resource and knowledge is “power”. A primary requirement of self-government is the institutional capacity to direct and control the assembling of information necessary to determine policy and implement and evaluate programs. Control over databases, research, and the analytical process of linking health information to policy and program outcomes is essential for aboriginal communities if development in this area is to be supported.

The Royal Commission on Aboriginal Peoples (RCAP) stressed that “Aboriginal governments would need at their disposal, the human resource skills, technologies and equipment necessary to meet the challenges of managing information in an Aboriginal government with confidence”.  The RCAP further stated that “information management systems in support of self-government should allow for controlled access to confidential information, collection and analysis of information within and across communities in a nation, pooling of information among multiple Aboriginal nations, and maximum compatibility with Canada-wide statistics gathered by Statistics Canada.” The Royal Commission on Aboriginal Peoples (1996) recognized that capacity building and control in the areas of research and information are clearly linked to Nation re-building, the implementation of self-government and the assertion of First Nations rights to self-determination. 

Chief Margery McRae reflected the current First Nation perspective on information management during a speech she made at a 1999 Assembly of First Nations Special Chiefs Assembly on Health.  She stated that:

[image: image93.bmp]
What are the First Nations Principles of OCAP (Ownership Control Access Possession)?
OCAP has been described as “a political response to colonialism and the role of knowledge production in reproducing colonial relations.”
   Much of the impetus for OCAP can be linked to the sorry history of research relations involving Aboriginal people in Canada.  According to the report of the Royal Commission on Aboriginal Peoples:

“The gathering of information and its subsequent use are inherently political. In the past, Aboriginal people have not been consulted about what information should be collected, who should gather that information, who should maintain it, and who should have access to it. The information gathered may or may not have been relevant to the questions, priorities and concerns of Aboriginal peoples. Because data gathering has frequently been imposed by outside authorities, it has met with resistance in many quarters.”

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 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.

First Nations Regional Longitudinal Health Survey (RHS)  – Our Story…

In 1996, the Assembly of First Nations Chiefs Committee on Health mandated that  a First Nations health survey be implemented every 4 years across Canada, this resulted in the creation of the  First Nations and Inuit Regional Longitudinal Health Survey (RHS) a stepping-stone in First Nations control over research process. This mandate came as a result of the activities that began in 1994, 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. 
  The Assembly of First Nations Chiefs Committee on Health and its appointed committee, the First Nations Information Governance Committee (FNIGC), have mandated the First Nations Centre (FNC) of the National Aboriginal Health Organization (NAHO) to coordinate and serve as data steward for the RHS 2002-03.  The First Nations Centre (FNC) has been entrusted to protect RHS data and uphold the principals of OCAP.

At the time of the RHS’s inception, the issue of First Nation ownership of information was also at the forefront.  This combination resulted in the advent of the concept of OCAP, First Nation ownership, control, access and possession of the research process and products.  As such, the RHS is the first national survey to be under the full OCAP of First Nations.  This in itself is a reflection of the growing awareness of the importance of information and the inherent right for First Nations to exercise self-determination in this area.

The RHS is rebuilding the trust and belief of First Nations in  research processes.  The RHS design has produced important innovations in data sharing protocols, research ethics, methodology, and culturally appropriate questionnaire content.  Most significantly it has highly invested in individual and institutional capacity development (Nation Building) at the community, regional and national levels.  This capacity has not only demonstrated its effectiveness in undertaking survey research, but also in generating and disseminating knowledge, and in influencing health and social policy development.

The first RHS took place in 1997 and involved First Nations from 9 regions across Canada: British Columbia, Alberta, Saskatchewan, Manitoba, Ontario, Quebec, Nova Scotia, Newfoundland, and New Brunswick and Prince Edward Island and the Inuit of Labrador.  The second wave of the RHS is being implemented this fiscal year, 2002-03.  Since the first study in 1997, two new regions have joined, the northern regions of the Yukon Territory and North West Territories.  The Inuit of northern Quebec and Labrador have since withdrawn from the RHS 2003 in favor of an Inuit specific process . 

The FNLRHS  process has  developed  three questionnaires with the RHS Regional Coordinators (adults, adolescents, and children) since July 1999. It  has  gone through extensive revisions over a two-year timeframe, with feedback from First Nations community/regional processes and various sectors within Health Canada were included in the questionnaire revisions.  Priority areas have been identified over and above the core questions posed in 1997.  These priority areas include: Mental Health, Family Violence, Injury, Chronic Disease (expanded Diabetes questions), HIV/AIDS, Sexual and Gender Health, Physical Activities, Disabilities, Wellness, Residential Schools, Dental Health, NIHB and Health System Access, and Environmental Health including mold.

The current phase of this longitudinal survey of health status and health determinants will provide data on health status and health determinants that is comparable to the NPHS, the Canadian Community Health Survey (CCHS), and the Aboriginal Peoples Survey (APS) data pertaining to the Metis, Inuit and off-reserve First Nations populations.  In fact, some of the FNIRLHS questionnaire content overlaps with the NPHS, CCHS, and APS data and some of the questions are identical and are therefore directly comparable. 

It also provided an opportunity for First Nation health professionals in community health centers across Canada to understand the importance of determinants of health and the use of  this health information in the well-being of communities.  This will result in that in the need to increase First Nations skills in the  areas epidemiology, surveillance and information management. This will strengthen sound evidence-based decision making and planning at the local level to protect and maintain the public health of the  First Nations. 

First Nation Research Policy Statement – RHS Code of Ethics:

The FNICC is guided by the RHS Code of Ethics (currently in re-draft), the RHS Code of Ethics was developed 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. 

“It is acknowledged and respected that the right of self-determination of the First Nation includes the jurisdiction 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 the First Nation communities in learning more about the health and well being of their peoples, taking control and management of their health information and to 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.” 

First Nations Regional Partnerships
The First Nations Centre at the National Aboriginal Health Organization is  the national coordinators and  data steward of the RHS survey.  In addition, there are 10 regional First Nations organizations that provided coordination and stewardship at the regional level. The RHS regional  partners are as follows:

	National
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 First Nations Centre of the
 National Aboriginal Health Organization

	Regional
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Union of Nova Scotia Indians
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Union of New Brunswick Indians
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First Nation of Quebec and Labrador Health and Social Services Commission 
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Chiefs of Ontario
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Assembly of Manitoba Chiefs
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Federation of Saskatchewan Indian Nations

[image: image9.png]



First Nations Adult and Higher Education Consortium (Alberta)
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First Nations Chief’s Health Committee (BC)
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Dene National Office
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Council of Yukon First Nations


First Nation Regional Longitudinal Health Survey 

Regional Coordinators and the RHS National Team – Training Session
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RHS – More Than Just a Health Survey
Three National survey instruments were developed for 2002-03 addressing a comprehensive range of health status, wellness and health determinants measures.  The questions were refined over two years and validated scientifically, and by First Nations while addressing First Nations priorities within a cultural and holistic framework.
Table I - RHS 2003 Survey Instruments 
Adult (18+ years.  Computer-assisted interview.  ~44 minutes
)
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 Demographics
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28 Health conditions—duration, treatment, effects
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  Smoking, alcohol, drugs—use, cessation, treatment
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Languages—comprehension, use
	[image: image18.png]



 Diabetes—type, treatment, effects
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HIV/AIDS, STD’s and sexuality
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 Education
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Physical injuries
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Pregnancy, fertility
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 Employment
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Dental care
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Preventative health practices
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 Income and sources
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Disability, limitation
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Wellness, supports & mental health
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 Household— composition, income
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Physical activity
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Suicidal ideation and attempts
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 Housing—condition, crowding, mold
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Food and Nutrition
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Residential schools—impacts
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 Water quality
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Home care—use, need
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Community wellness
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 Services (phone, water, smoke detector, internet etc.)
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Health services—use, access, NIHB
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Culture, spirituality, religion
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  Height, weight
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Traditional medicines, healers
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Community development


Adolescent (12-17 years.  Computer-assisted self-administered.   ~35 minutes*)
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Household/family composition
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Diabetes—type, treatment
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Preventative health practices
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Education—level, performance, personal goals
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19 Health conditions—duration, treatment, effects
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Personal wellness, supports & mental health
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Language—comprehension, use
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Injuries
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Suicidal ideation, attempts
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Food and nutrition
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Dental care
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After school activities
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Activities—physical, social
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Smoking, alcohol, drugs
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Traditional culture—importance, learning
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Height, weight, satisfaction
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Sexuality
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Residential school (parents, grandparents)


Child (0-11 years.  Computer-assisted by proxy.   ~24 minutes*)

[image: image62.png]




	[image: image63.png]



Household/family composition
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Language—comprehension, use, interest
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Health service access—NIHB
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Parental education
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Food and nutrition
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Dental, Baby Bottle T. Decay
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Education—level, performance, Head Start
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Activities—physical, social, after school
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Trad culture—importance, learning
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Height, weight—birth, current
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19 Health conditions—duration, treatment, effects
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Emotional & social well-being
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Breastfeeding history
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Injuries
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Childcare (babysitting)

	[image: image78.png]



Smoking, second hand smoke exposure—fetal, home
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Disabilities, limitations
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Residential school (parents, grandparents)


+Plus regional modules with varying lengths and content.

A Sample Without Precedent 

This report entitled Sampling Plan for the First Nations and Inuit Regional Longitudinal Health Survey (RHS) summarizes the sampling plan for the First Nations and Inuit Regional Longitudinal Health Survey (RHS).  In particular, it describes the main features of the survey approach and methodology underlying the sampling plan, implemented in June 2002/03.

1997 RHS: Overview.  The initial phase of the RHS was completed in 1997 in nine regions of Canada and the Inuit of Labrador (excluding the Northwest Territories, the Yukon, the James Bay Cree region and a number of smaller areas).  The sample consisted of an original cohort of 14,008 individuals (9,870 adults, 4,138 children).  The final report consisted of eight thematic volumes corresponding to topical areas in the core questions related to: 1) Non-traditional use of tobacco; 2) Chronic Diseases; 3) Children’s Health; 4) Disability; 5) Health Services; 6) Dental Health; 7) Residential Schools and the Health of the Elderly; and, 8) Wellness.

2002-03 RHS: Overview.  Building on the previous RHS, the 2002-03 RHS not only includes health status and the determinants of health and wellness, but also will holistically address other priority issues in First Nations.  Ten regions are included in the current RHS.  About 30,000 interviews will be conducted using three well-founded and tested survey questionnaires (children: 0-11, adolescent: 12-17, adult: 18+), providing both descriptive and statistical information by six age-gender groups comparable to other national surveys (NPHS, NLSCY, CCHS, Aboriginal Peoples Survey) for such areas/factors as outlined in Table I: 

Design Context.  The sample design is uniquely built on grass-root inputs from each region.  It used the lessons from the 1997 RHS and tailored the specific coverage needs of each region.  A smaller survey budget than expected led too much smaller sample sizes than earlier designs; hence the focus is on ‘sub-regional’ rather than community-level sampling.  Nonetheless, the regional focus on geo-political or ‘groups of communities’ will produce results quite relevant to each region, including a comprehensive Canada-level health profile of First Nations. 

Long-Term Data Collection
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Survey Approach and Methodology.  The RHS is designed as a longitudinal survey, with cycles every four years.  The final target for 2002-03 is 28,405 First Nations living on-reserve
 in 270 (of 630) communities across Canada.  Originally, a larger sample had been planned that would allow for community-level statistics for all interested First Nations communities.  The scaled-back sample is stratified by age/sex and by geopolitical groupings identified as salient by First Nations partner organizations. Specifically, the sample was designed to allow for “sub-regional” statistics for 6 age/sex groups in 2002-03 while maintaining the potential for region-level longitudinal statistics via three more longitudinal waves through to 2014.
 (Previous page). Communities were randomly selected within strata and according to their population. Some communities and regions plan to survey larger numbers by stretching or complementing their available funds.  Communities utilized the band list/membership approach to select the RHS community sample.  The band or membership contains an update to date list of First Nations “on-community” membership.  The list provides locally validated membership that maximizes control at the community level as it allows communities to define it own membership.

Target Numbers by Age Group and Region
“Sub-regions” used as sampling strata
	Region
	0 -11 years
	12 to 17 years
	18 + years***
	Total

	NS
	497
	455
	520
	1472

	NF
	206
	131
	347
	684

	NB/PEI
	459
	423
	483
	1365

	QC/Lab
	1545
	1302
	1844
	4691

	MB
	1624
	1470
	1690
	4784

	ON
	902
	858
	948
	2708

	SK
	1853
	1592
	2010
	5455

	AB
	566
	542
	580
	1688

	BC
	734
	698
	782
	2214

	YK
	380
	242
	594
	1216

	NT
	717
	563
	848
	2128

	Total
	9483
	8276
	10646
	28405


RHS Data Collection Process

The survey is delivered using a customized Computer Assisted Personal Interviewing (CAPI) package installed on 270 laptops and secured by state-of-the-art security and quality control.  The data is uploaded on servers maintained nationally and in two regions by First Nations organizations (Saskatchewan and Quebec).  Use of laptops in a First Nations survey represents a significant innovation in the emerging Aboriginal Health Infostructure
.  

The technology improves data quality, decreases interview time, increases participation rates, offers fieldworkers exposure to new technologies and results in a dramatic reduction in the delay between collection and analysis.  The complete system incorporates ‘client-server’ architecture and a telecommunication infrastructure to allow for the secure upload of data collected in the field.  The system allows for the automatic download of updates to notebooks in the field, as required.  The system provides the First Nations Centre with real-time remote, high-speed access for purposes of quality assurance, reporting, analysis and monitoring.   A set of standard reports is generated on a weekly basis.  

RHS Ethical and Privacy Review Process

As the completion of the survey development and readiness neared, there was a need identified to conduct an ethical review of the RHS survey design, methods, protections and anticipated outcomes.  This review was considered critical to the final stages of the survey development.  First Nations from all regions across the country devoted a great deal of time, resources and attention to the survey instruments and details to prepare to go into the field.  With the limited resources that had been secured, the survey team, although confident in a job well done, felt that an ethical review by independent experts with a multidisciplinary background was a necessary step and sound research practice.  Various recognized First Nations representing a unique range of expertise and perspectives were identified to take a look at what has been prepared to date and to provide guidance and direction on areas that might need improvement prior to implementation and fieldwork.  

The First Nation Centre at NAHO established the review process with the goal of incorporating a strong cultural, ethical and accountability components involving key First Nations individuals bringing unique experiences and knowledge to the task.  Through a long and open selection process, independent experts with recognized experience and knowledge in the following areas were identified:


· First Nations Health research (First Nations academic researcher)

· First Nations Research Ethics and Research Ethics Board processes (First Nations researcher)

· Professional experience with children’s and adolescent issues (First Nations researcher and advocate for children)

· Youth issues (a youth group leader)

· Cultural expertise (a respected elder)

· Community process and governance (a respected Chief)

· Experience with survey processes 

An independent First Nations consultant was contracted to develop the framework for the implementation of a culturally respectful Ethical and Technical Review of the First Nations Longitudinal Regional Health Survey in conjunction with the First Nations Centre RHS team. The development of the process included the following components: Format for the Review, Agenda format for the 2 day Review, Step by Step Guide for the Reviewers, Expected outcomes of the Review, Role and responsibility of the Reviewers, and Format for Review Report. The final ethical review panel consisted of eleven (11) individuals (including staff) who meet over a two (2) day period on May 22 and 23, 2002 in Ottawa.    

A call for a list of potential individuals to sit on the RHS Ethical and Technical Review was made to the RHS Regional Coordinator’s and their regional advisory committees and the FNIGC, the following people were invited to participate (Appendix B):

· Barney Masuzumi, NWT, expert in Aboriginal research

· Marilyn Johnson, Elder with experience in community based research

· Chief Allen Claxton, Chief with knowledge on health and politics/national research/evaluation issues
· Brenden Ayah - Youth Rep from Assembly of First Nations

· Margo Greenwood – First Nations Children's issues expert

· Dr. Marlene Brant Castellano, expert in FN health research – unavailable to attend.

· Rosella Kinoshamig, First Nations health professional- unavailable to attend. 

The role of the FNIRLHS Ethnical and Technical Review was to review and to report recommendations and next steps to the FNC and the FNIGC for changes or modifications to the FNIRLHS and its methodology.  The Review panel made recommendations to strengthen the accountability framework to adequately protect this information as owned and controlled by First Nations. The panel measured against nine research principles that were selected from the codes of ethics of the following:

	Code of Research Ethics, First Nations and Inuit Regional Health Survey, 1997 

Ethical Guidelines for Research, Royal Commission on Aboriginal Peoples, 1996

Ethical Conduct for Research Involving Humans, Tri-Council Policy Statement of the Medical Research Council of Canada, Natural Science and Engineering Research Council of Canada and the Social Sciences and Humanities Research Council, 1999



The broad research principles that were utilized to review the RHS process are outlined in Appendix B.

The overall ethical and technical review of the RHS review was successful and the group indicated that the FNC and the RHS have “honored” the principles as outlined in the review process. The term “honored” was selected by the panel versus the term “passed” for the review process, the panel considered this term to be more culturally appropriate. Emphasis was placed on the questionnaire content and the focus on two primary principles.  These principles being, #2 (refer to Appendix B),  “The highest possible research for self determination, responsibility for total health of our communities and capacity building” and # 5  “Research must mean something to communities and affect change.”       

This exercise proved to be helpful in generating an understanding of what could be achieved from a survey of this kind.  An independent overview that questioned the value of questions for community self-determination is definitely an important step in building trust and setting community goals of self- determination and responsibility.  Their thoughtful reflection and constructive critique yielded a wealth of suggestions for future questionnaires, picked up typographical and grammatical errors.   In fact, the exercise was a mirror of the type of questions that community members might ask.   “How will this help me?”  “Who else will be able to use this information?” and “Can I trust you to keep information about me confidential?”

This process also provided invaluable guidance to future ethical review processes or the creation of Research Ethics Boards and the nature of the work required for a national research oversight within the FNC. The report outlines recommendations to the current RHS process and makes suggested changes to the future RHS survey/questionnaire. Since the time of the review process, the FNC has implemented most of the recommendations made by the review panel.  However, due to time restraints, only a few of the modifications that were recommended in the questionnaires were made. The review document will serve as a foundation for the development of next wave of the RHS longitudinal survey.

RHS Privacy Impact Assessment

The RHS has embraced modern technology and opted to use a Computer Assisted Personal Interviewing (CAPI) versus the traditional paper based data collection process. The use of laptops in the RHS process is an important innovation for First Nations conducting research.  During the RHS data collection process the FNC has data stewardship over very confidential data.  To ensure maximum confidentiality of the data and to protect the privacy of not only the survey respondents but also their communities a Privacy Impact Assessment (PIA) was completed by the First Nations Centre in the summer of 2002. The PIA utilized the most recognized data protection measure based on existing legislative standards in Canada.

According to Dr. David Flaherty, a Privacy Impact Assessment (PIA) is a tool used for data protection and to raise privacy alarms at an early stage in an organization’s planning process for the collection of personal information.  The PIA is a risk- assessment tool for decision makers to address not only the legal, but also the moral and ethical issues around privacy.  The PIA can be extremely useful in helping to avoid a privacy disaster. Conducting a PIA is an effective method of engaging a team of persons at any organization including technology, policy, legal, and privacy specialist, to work together to identify and resolve data protections problems.  In this day of technological innovations and capacity development initiatives, the importance of evaluating new systems to determine if they are compliant to fair information practices is becoming a part of good management practice. The 
RHS received an Overall Grade of B to B+ on its Privacy Report Card and according to Flaherty; the FNIRLHS consent process is of “excellent” quality and received a grade of A+.

RHS Analysis, Interpretation and Dissemination Strategy 2004-05

The increase in research on the determinants of health of First Nations communities, both on-reserve and off-reserve, have not necessarily translated into a corresponding increase in the use of this information by the main stakeholders, First Nations communities and organizations. This need is reflected in the increasingly recognized importance of knowledge translation referred to as: “the exchange, synthesis and ethically – sound application of knowledge – within a complex system of interactions among producers and users of knowledge- to accelerate the capture of the benefits of research through improved health, more effective services and products, and a strengthened health care system.”  QUOTE "(International Network in Indigenous Health Knowledge, 2002)" 
(International Network in Indigenous Health Knowledge, 2002)
.

The RHS – particularly as it relates its Analysis, Interpretation and Dissemination (AID) phase – recasts these notions in terms of “community knowledge generation”, in particular, emphasizing the interpretation from First Nations’ own perspectives. This notion of community knowledge generation seeks to overcome three problems inherent in the traditional model of transfer of health information: a focus on the individual; the privileging of expert overlay perspectives and the assumption that a one-way flow of information, from provider to recipient, is appropriate  QUOTE "(Lee & Garvin, 2003)" 
(Lee & Garvin, 2003.)
 The RHS AID phase will prompt the further development of First Nations data access and dissemination protocols and, in so doing, help to operationally define the principles of “Ownership, Control, Access and Possession (OCAP)” in relation to statistical data  QUOTE "(First Nations Centre & National Aboriginal Health Organization, 2002)" 
(Schnarch, in press)
.


The objectives of the RHS AID Phase are:

· To analyze, interpret and disseminate RHS data collected in 2002-2003 at a national and regional level, and subject to the oversight of the FNIGC;

· To develop protocols for the management of First Nations health information that both respects the OCAP principles and the desire to maximize the dissemination of information for community benefit.

· To support and enhance capacity in health data analysis, interpretation and dissemination within First Nations communities and organizations for planning, program development, policy, evaluation and the pursuit of further research;

· To seek additional survey research projects – such as RHS spin-offs – to leverage and sustain existing First Nations capacity established/enhanced via the RHS process, in so doing, promoting First Nations designed and controlled community-based research.

In December 2000, the RHS Analysis, Interpretation, Dissemination Committee and the Council of Yukon First Nations drafted a National AID Plan for consideration of the RHS regional and national coordinators, and the FNIGC.  The Plan identifies First Nations communities, First Nations regional organizations and other First Nations organizations as primary target groups in the interpretation process. It is critical to note that each participating region will/have drafted a region-specific AID Plan taking into account unique target groups and questionnaire content developed in addition to the national core content.  Consequently, the main challenge is to create a mechanism for this to take place on an ongoing basis, with sufficient human, methodological, and technical infrastructure. 

Methods and Process 
This section describes the components of the RHS AID Phase. It outlines the process steps of each component, as well as the infrastructure requirements. 

Analysis

The RHS analysis stage involves preparing statistics for interpretation.  First data will be edited and ‘cleaned’ for any apparent errors. Statistics will be produced for each region’s predetermined sub-groups and regional processes will drive the analysis. Data will then be ‘rolled up’ from the regional level to produce national level numbers or statistics.

The RHS Analysis phase will require the development of data sharing protocols – ranging from the current draft of the “License to Use Data” agreement between the FNC and the First Nations and Inuit Health Branch (FNIHB), Health Canada that suggests comprehensive sharing of data tables with the RHS primary funder, to data request forms for use by the general public.  These protocols will be approved by the FNIGC and adopted, wherever feasible, by the First Nations Centre Statistical Services Unit for other research initiatives.

Interpretation
Interpretation is the transformation of numbers or statistics into a well defined or easier to understand picture.  The process of interpretation involves first identifying who will benefit from the research, in other words, who the target groups are, ensuring that necessary background research relating to the survey is examined, determining how to approach the data, and assessing who are the best individuals/groups to assist in bringing meaning to the numbers.  

Target Groups:

· First Nations Communities

· Individual community members

· First Nations Leadership

· First Nations Regional Organizations

· FNC at NAHO

· Other First Nations organizations

· Federal, Provincial and Territorial governments, particularly health, social and First Nations related departments; Health Canada, Indian and Northern Affairs Canada, Human Resources Development Canada, etc.

· Academic Institutions and Researchers

· International organizations

· General public  

Approach

The RHS 2002-2003 consists of three survey instruments: Adult, Adolescent and Children (proxy).  A list of the survey instruments’ themes is included in Table I.  The topics are comprehensive and cover a wide range of health issues, and could be thematically grouped according to health indicators as follows, other additional topic/subjects will/may be added at the time of analysis:

1.
Health Status

a. Well-being

b. Health conditions

c. Disability and activity limitations

2.
Lifestyle, Health Behaviours

a. Nutrition

b. Physical activity, recreation and leisure

c. Smoking

d. Alcohol and substance use

e. Sexuality 

3. 
Socio-Economic conditions

a. Education

b. Employment

c. Income and social status 

4.
Environmental Conditions

a. Housing

b. Water and sewage

c. Household occupancy

d. Second-hand smoke exposure

5. 
Health and Dental Services

a. Preventative health care

b. Dental health

c. Health system performance

6.
Personal and Community Wellness, and Traditional Culture

a. Racism and self-esteem

b. Social support networks

c. Depression and mental health

d. Suicide

e. Traditional culture

f. Residential schooling

g. Community wellness

Interpretation Groups 

To gain the advantage of a wide variety of viewpoints and experiences, a two-tier approach will be adopted at a national level, involving the establishment of two levels of interpretation groups, one with technical expertise in given areas (health professionals, academic institutions, political organizations), and one with community expertise.  

Technical Resources:

· Accredited Canadian Universities

· First Nations colleges

· The Assembly of First Nations (Chiefs Committee on Health, National First Nations Health Technician Network, FNIGC)

· Canadian Institutes of Health Research – Institute of Aboriginal Peoples Health

· Aboriginal Healing Foundation

· FNIHB and potentially other branches within Health Canada

· First Nations Regional Organizations

· FNC

Community Reviewers:

· First Nations Youth, Adults, Elders

· First Nations persons afflicted with certain health conditions

· Front-line workers 

The ability to complement the overall interpretation of the data is an important element of bringing meaning to numbers. For the RHS, this means bringing a unique First Nations perspective that could be contributed in creative ways, such as by obtaining related stories and artwork.  Enrichment items will be brought into the interpretation process to the greatest extent possible.

Dissemination

The table that follows proposes a range of data products to meet the needs of individual community members, First Nation communities, regional and national First Nation organizations, federal and provincial government departments, and others.  

RHS products must be community friendly and easy to understand, in order to:

a. enable the usage of the data by interested organizations;

b. raise awareness of First Nations health issues and of the survey itself;  

c. provide access to the data and ensuing, information and knowledge to First Nations;

d. provide support for policy and political advocacy.

RHS 2002-2003 Key Products include the following, included in Appendix A is a more detailed plan:
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Early-targeted release of key results;
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Preliminary report containing high level results for non-sensitive topics (e.g. smoking, health conditions);
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Three major national reports (children, adolescents, adults);
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10+ regional reports and other regional products;
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Thematic reports on key topics;
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Web-based Geographic Information System (GIS) tool offering community-friendly point-and-click access;
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PowerPoint presentations at various venues;
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Posters and brochures highlighting key findings to a broad audience;
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Extensive use of First Nations media.

Calls for proposals to solicit contributors/writers for the national reports and thematic chapters will be developed.  Contributions from other First Nations organizations and individuals will be encouraged to improve the quality of data interpretation.

RHS and First Nations Capacity Development 

Recognition of the importance of information for affirmation of First Nations’ inherent rights to self-determination, and more active engagement of First Nations in health planning and research overall, have sparked increased demand for First Nations skills enhancement in the areas of health surveillance, research and information management.  It is anticipated that fostering First Nations capacity in these areas will strengthen sound evidence-based decision making and planning at the local level to protect and maintain the health of First Nations people.

Throughout the RHS implementation/data collection processes completed to date, training opportunities were provided to participating regional organizations relating to basic skills enhancement in the areas of survey design, interviewing and statistical techniques.
   Following the data collection phase, the tasks of analysis, interpretation and dissemination will bring their own set of knowledge requirements.  During this phase, the focus will shift from training in research methods to training in analysis and interpretation of data, with workshops and web-based materials made available for community members and health staff.  The FNC Statistical Unit will offer additional training for regional coordinators in tools such as on-line analytical systems. 

RHS Planning for Growth 

Plans for the future are ambitious.  Contingent on securing long-term or project-specific resources, the RHS can be leveraged to conduct:

· An off-reserve or urban sample, building on the pilot experiences in the Quebec region;

· Specialized and “spin-off” surveys on topics of special interest (e.g. West Nile Virus, diabetes, food and nutrition, immunization, smoking, disabilities, children and youth, human resources, environmental health).   Sub-samples from the 2002-03 survey may be used.  The Aboriginal Children’s Survey is an example of an activity that could largely benefit from the information already collected on children and youth in First Nations communities, as well as from the RHS tools and stewardship capacity.  

· A major cross-sectional “top-up” in 2006 to provide community-level statistics for all communities who wish to participate (as originally sought for 2002).

· Surveys used for the purposes of program evaluation.
Closing Comments

The RHS process has helped to rebuild the trust of First Nations in survey research. RHS represents a scientifically valid, credible and culturally relevant survey model process. The RHS design has produced important innovations in data sharing protocols, research ethics, and methodology; culturally appropriate questionnaire content (that includes a comprehensive range of topics) and  has embraced technology using computer-assisted interviewing.  It has highly invested in individual and institutional capacity development (nation building/nationhood) at the community, regional and national levels.  It is anticipated that this capacity will not only demonstrated its effectiveness in undertaking survey research, but also in generating and disseminating knowledge, and in influencing health and social policy development in Canada.  

RHS beginnings are rooted in self-determination, self-governance and nationhood that have been at the heart of First Nations across Canada for decades. Understanding this is the “key” to building trust  by First Nations in research.  RHS has been the “key”  that has re-opened the door to conducting successful community based research in Canada. RHS is based on the values of  “trust” and  “respect” for the people and their communities. First Nations have gained confidence and trust in the utilization of data through the First Nations Regional Longitudinal Health Survey process.  

This is our story….RHS in Canada is the “First Nations Survey of Choice”!  

Appendix A

RHS 2003-2004 Products
	Product
	Production
	Content
	Dissemination

	
	
	
	Target Groups
	Venue
	Quantity

	Preliminary Reports
	Once themes for preliminary findings are identified by the FNIGC, the FNC would produce the preliminary reports, leveraging its communications networks and venues.
	The main purpose of the preliminary report would be to provide some initial findings, to pique interest in the overall report and to serve as a communication tool.  An example document is The Daily produced by Statistics Canada, consisting of an information newsletter, releasing new findings over time.  Some basic findings for the RHS preliminary report could include:

· Survey demographics

· Smoking rates

· Health conditions

· Activity rates

· Levels of access to health services

· Average employment, education and income rates
	First Nations health and social organizations, First Nations regional organizations, federal, provincial and territorial governments (special consideration to health, social and First Nations related departments), and the general public.  


	PDF format on the FNC and regional websites, e-faxes to First Nations health facilities and band offices, opt-ed submissions to mainstream newspapers, distribution at FNC and regional organizations’ booths.
	Total of 4 issues – 500 hard copies of each

	National Reports
	Given the volume and diversity of the national content, a call for proposals could be issued by the FNC.  Work on the main body report sections could be contracted to one or a combination of, First Nations and Aboriginal Organizations and businesses (including First Nations Regional organizations), other businesses and Academic Institutions.  The introductory and appendix section of the national report would be the responsibility of the FNC.

Regardless of the writing arrangements, the report must be formatted in a cohesive manner.  Thus, a standard format for all sections of the report would be designed by the FNC and Regions.

The FNIGC has recommended that separate reports be produced for Children, Adolescents and Adults.  Although these reports would be separate, there would be a certain level of inter-age group comparability.  The report chapters would have comparable themes such as, Self-Government and Health, Transfer Status and Health, Diabetes, Nutrition and Activity, Lifestyle, Residential School, etc.  These chapter themes should also be designed in a useful fashion for proposal development.  This would make the report more useful at the community level. 
	Content of the report will largely be determined by the results of the interpretation phase, as previously outlined.  The content of the report will follow the overall formatting developed, regardless of the number of writers.  An executive summary highlighting the major findings of the report would be customary.  The introductory section would include such items as a background of the research, methodology and literature review.  The main body would carry the findings.  The content in this section could be organized by a number of themes, touched on above. The appendices section could contain items such as the questionnaires, code of ethics, participating communities, contact information and further references.  


	First Nations health and social organizations, First Nation regional organizations, academic and research institutions, federal, provincial and territorial governments (special consideration to health, social and First Nation related departments), other health organizations (such as the Canadian Medical Association, the Canadian Public Health Association etc.), international organizations (such as the US Indian Health Service, World Health Organization, Pan-American Health Organization.


	PDF format on the FNC and regional web sites, mail-outs to First Nations health facilities and band offices, and funders.

Available on a cost-recovery basis to others.
	3,000 per report (total of 3 reports)

	On-line Analytical processing (OLAP)
	OLAP is a software technology tool that transforms raw data into multi-dimensional data that can be presented in a visual manner with the use of graphs, charts maps etc.  OLAP is an interactive tool that has the capability for regions across Canada to manipulate and view data that arises from the RHS.  This tool would be beneficial to regions, as they could tailor the findings of the survey to real-time needs.  To produce such a tool for the RHS, a contract would have to be issued to a company that programs OLAP software.
	The content of the OLAP tool for the RHS would contain all of the national data.  Regional level data could be accessed by regions through the establishment of exclusive pass codes for each region.  Any sharing of regional level data is to be independently determined by each region.


	First Nations Regional Organizations with wider distribution to be explored.
	FNC website
	One main program for distribution to each participating region.

	Communication Materials
	A selection of communication materials could be developed as a way to raise awareness of First Nation health issues and the RHS, and to share information compiled by the survey.  The FNC will oversee design, production and dissemination by a contracted communications firm (if budget permits), with input from the RHS Regional Coordinators, and approval of the FNIGC, unless some regions are interested and well equipped to take on the task of developing and producing certain materials.  First Nations Regional Organizations could oversee dissemination in their regions.  The media campaign could be supported by NAHO Media Relations.  Radio clip production and buying of air time would be contracted to a communications firm.
	These materials will include:

· Brochure – communicating key findings and any recommendations

· Thematic posters – piquing interest in a given subject. 

· CD-ROM – communicating survey findings, common questions, information about the organizations involved, etc.  

· Radio clips – providing basic findings and attaching educational/healthy living messages (could use storytelling/traditional activities).

· Media release – highlighting key findings
	First Nations health and social organizations, First Nations Regional organizations, federal, provincial, territorial, Aboriginal and non-Aboriginal organizations, academic and research institutions (for CD-ROM), Media
	PDF format on FNC website.

Mail-out to First Nations band councils, health facilities and schools. Distribution at FNC and Regional Organizations’ booths.  Community radio stations, CBC and regional stations.  Television coverage (CBC North, APTN)
	5,000 brochures

1,000 posters of each theme (4 targeted)

500 CD-ROMs

5 radio clips


Appendix B

	Ethical Review of the First Nations Longitudinal

Regional Health Survey  (RHS) 2002
ETHICAL PRINCIPLES SELECTED FOR REVIEW OF RHS 2002


(1) First Nations must own, control and determine access and possess research and data management;

(2) The highest possible research for self-determination, responsibility for total health of our  communities and capacity building;

(3) First Nation communities must be involved as full partners;

(4) Community strengths, culture, language and traditional norms must be respected;

(5) Research must mean something to communities and affect change;

(6) Respect, promotion and protection for/of human dignity;

a. Free and informed consent

i. In writing.  If not in writing then how is consent recorded?

ii. The research has no adverse effects on the rights or welfare of subject.

iii. Information about the research is provided before and after study.

iv. If there is publication, how will the subjects be informed about results?

v. A third person not involved in the study to give information in the language of the subject if English is not understood.

vi. Are the documents translated if needed?

vii. Are subjects able to give answers in their own language?

viii. Is time given to discuss participation including the invitation to participate? The purpose of the research, procedures and duration?

ix. To be notified about potential of commercialization of research findings.

x. A contact person is identified regarding concerns about ethics.

b. Privacy, confidentiality and anonymity must be assured

i. Who will have access to the information is identified.

ii. The type of data to be collected is identified.

iii. The purpose for which data will be used is identified.

iv. The limits of use, disclosure and retention of data is identified.

v. There are safeguards for security and confidentiality.

vi. Any planned secondary uses of the information (other that for the purpose of the study) are identified.

vii. There are no linkages with other data about the subjects.

viii. There are provisions for confidentiality.

ix. There are no names, initials or identifying information require (including the names of participating regions/communities).

c. Respect for vulnerable persons (including children)

i. Are authorized representatives used?

ii. How will their interests be protected?

d. Respect for justice and inclusiveness.

i. Are there fair methods, standards & procedures used for ethics review?

ii. Is the Review panel independent?

iii. See also 6.c. above

e. Balancing harms and benefits.

f. Minimizing harm.

g. Maximizing benefit.
(7) Future use of the information must be made known to the participants;

(8) Participants to be informed of their right to participate and withdraw at any stage of the research;

(9) The researcher should try to provide any help/references to participants if required.

Appendix C

December 15, 2003

Mini Update 24: RHS Data Collection Progress

The table below shows the number of RHS surveys completed and uploaded and each region’s total target number.  The graph presents each region’s progress as a percentage of their target sample. 


	Region
	Uploaded to Dec 14, 03
	Target

	NS/NF
	1649
	2156

	NB/PEI
	884
	1365

	QC/Lab*
	3926
	4691

	ON
	1769
	2708

	MB
	4249
	4784

	SK*
	4850
	5455

	AB
	1362
	1688

	BC
	2002
	2214

	NT
	1546
	2128

	YK
	1013
	1216

	Total
	23250
	28405


Notes:

· The national server was disconnected on Nov 14.

Surveys on “straggler” laptops received at the FNC before December 12, 2003 are included.

· Includes children, youth and adult surveys.

· Some regions may have modified their target samples to meet specific community or regional needs.  

· Total reported by SK on Sept 18 and on Dec 15 by Quebec.
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“George Washington once said ‘an educated Indian is a dangerous Indian’…we don’t want to be dangerous, just more capable of making informed decisions.”





Audrey Leader, National Aboriginal Information and Research Conference and Presentation of the First Nations and Inuit Regional Health Survey (RHS) Project Preliminary Findings, March 29-31, 1998 Ottawa Ontario, Canada		
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Our Future





“To make good, effective decisions - we need good information.  Information that we have validated and derived from sources that we are confident in .........that will strengthen the ability to set priorities, examine and evaluate programs and services, support funding decisions, and strengthen accountability to citizens for resources”.


									Chief Margery McRae








� 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 Longitudinal Regional Health Survey (FNLRHS).  The Inuit have opted for Inuit specific research initiatives. The two acronyms are used interchangeably in this document.
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� Mean time to complete survey, based on surveys uploaded to December 29, 2002.


� Sampling Plan for the First Nations and Inuit Regional Longitudinal Health Survey (RHS) May 2002


� And in some non-reserve communities in the Territories.


� Cross-sectional design based on a 95% C.I., p= 20% +/- 8% (CV=40%) within each age/sex/sub-region strata.  Longitudinal design is based on a 95% C.I., p=20% +/- 6% (CV=40%) within each age/sex/region strata.  Precision increases at higher levels of geography or when age or sex groups are combined.


*** Within the 18+ group, those 55 and over are over-sampled.


� An Aboriginal Health Infostructure is a network of people, organizations, institutions involved in improving access and quality of health information.  It supports the integration of health information through appropriate use of technology and communication, building or strengthening relationships and processes for management and exchange.  The AHI is an autonomous and distinct  commitment, strategically and appropriately interlinked with the pan-Canadian health inforstructure.  The AHI process is currently under development in Canada.
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�Useful to have the objectives !


�This para moved from the Ethics section


�would be nice to have some specifics – how many workshops were run, number of IGC members trained in statistical analysis and privacy concepts, etc.
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