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1.0 Summary 
 

The National Aboriginal Diabetes Association (NADA) sought to explore diabetes surveillance 

and monitoring initiatives that were undertaken by Aboriginal communities and organizations 

across Canada. Termed an „environmental scan‟ its purpose is to identify Aboriginal 

communities and organizations involved in surveillance, report on health information systems 

and discuss methods of collecting, analyzing and reporting data.   

 

This inventory can assist in providing an accurate picture on the nature and extent of 

diabetes in Aboriginal communities so that these communities can respond to emerging 

trends by accessing health funds to formulate programs and services aimed at reducing the 

alarming increase in diabetes and diabetes-related complications. The report is also intended 

to inspire Aboriginal organizations, communities, and decision makers to initiate diabetes 

monitoring strategies in their own communities.  

 

Due to time constraints it was not possible to reach all Aboriginal communities nationwide, 

therefore it is plausible that additional surveillance projects exist but are not included in 

this report. Despite its limitation, this report does provide meaningful insight into how 

diabetes is being monitored in Aboriginal communities. The report reveals that: 

 

▪ the number of Aboriginal communities presently engaged in diabetes surveillance is 

disproportionate to the total number of Aboriginal communities nationwide;   

 

▪the number is slightly higher in those communities identified as establishing the 

groundwork for surveillance activities;  

 

▪these communities identified as either „current‟ or „planned‟ within the 

developmental stages of surveillance are equally distributed across Canada.   

 

The different types of health information systems used are as diverse as its users.  Some 

examples of information systems include: 

 

▪Practimax, a privately owned software system that is used by the Eskasoni Health 

Centre in Nova Scotia;  
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▪The Chronic Disease Management Collaborative health information system that is 

used by the File Hills Qu‟Appelle Tribal Council in Saskatchewan; and  

 

▪The Musti’muhw Model, a First Nation health information system incorporating a 

community‟s traditional customs and values that is used by the Assembly of Manitoba 

Chiefs.   

 

Similarly, methods used to collect, analyze and report data are equally as unique as these 

information systems.   

 

Discussions surrounding principles of data gathering in Aboriginal communities was also 

uncovered during the research phase of this report, including the importance of respecting 

OCAP (Ownership, Control, Access and Possession) principles to any research undertaken in 

Aboriginal communities. These principles are a clear indication that Aboriginal people, once 

only the passive subjects of research projects now demand equal involvement, participation 

and ownership in all phases of research that involves them. 

 

Other newly found developments revealed in this report are the notable increase in Métis-

specific health surveillance projects. Additionally, there are a growing number of mobile 

health clinics servicing remote Aboriginal communities capable of monitoring health data 

electronically.   

 

And finally, the report has uncovered some challenges that limit communities from 

monitoring diabetes rates such as:  

 

▪insufficient resources;  

▪inadequate funding;  

▪technical capacity;  

▪infrastructure; and  

▪accessibility.   
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2.0 Introduction  

 

The National Aboriginal Diabetes Association (NADA) is a national, non-profit, Aboriginal 

organization located in Winnipeg, Manitoba.  NADA was founded in 1995 to address the rising 

rates of diabetes among Aboriginal People in Canada.  Governed by a national volunteer 

board of directors, NADA‟s mission is to be the driving force in addressing diabetes and 

Aboriginal People as a priority health issue on Canada‟s health agenda. By working with 

Aboriginal communities, organizations, legislators and researchers in a culturally respectful 

manner, NADA promotes a healthy lifestyle among Aboriginal People today and for future 

generations.  

 

Many health surveillance systems that track the incidence and prevalence rates of diabetes 

within the Aboriginal population are administered by governmental agencies at the federal 

and provincial levels.  However, little is known of the amount of surveillance activities being 

led by Aboriginal communities and organizations.  The concept of NADA conducting an 

environmental scan on diabetes surveillance in Aboriginal communities was fitting due to its 

well-positioned place within the Aboriginal health community as a non-political, non-profit 

Aboriginal organization envisioning diabetes- free people.   

 

3.0 Purpose and Objectives 
 

 

The National Aboriginal Diabetes Association (NADA) identified the need to conduct an 

environmental scan of the existing and planned Aboriginal diabetes surveillance, or 

monitoring systems across Canada.  Monitoring diabetes among the Aboriginal population is 

an important step in the early identification of regional, provincial and national trends in 

diabetes rates and diabetes-related complications. The environmental scan will be 

instrumental in identifying those involved in diabetes surveillance and highlight new and 

innovative techniques in the compilation of administrative health care data relating to 

diabetes.  The ultimate goal is the early formulation of effective programs and services that 

address problematic trends in diabetes among Aboriginal People.   

 

Previous attempts to capture this information have yielded minimal results.  The National 

Diabetes Surveillance System (NDSS); a national network of regionally distributed diabetes 

surveillance systems using provincial administrative health care data for analysis is one such 
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attempt at confining this information.  The Aboriginal Diabetes Working Group (ADWG), a 

sub-group of the NDSS was created specifically to encourage working relationships with 

provincial governments and Aboriginal organizations as well as to support diabetes 

surveillance initiatives.  Issues relating to partnership, confidentiality, privacy, data storage, 

Aboriginal representation, and consent have been cited as various rationales for discontinued 

consultations and the eventual dissolution of the ADWG.   

 

Not only does Aboriginal participation in surveillance rely heavily on established relationships 

built on trust, it also relies on specific culturally-relevant methods of research.  Inclusion of 

the principles of Ownership, Control, Access and Possession (OCAP) is significant to any 

research undertaken that involves them.  A First Nation-specific set of guidelines regarding 

methods of research, OCAP is further defined by the National Aboriginal Health Organization 

(2008) as: 

 

“The principles of Ownership, Control, Access and Possession (OCAP)  
enable self-determination over all research concerning First Nations.  
It offers a way for First Nations to make decisions regarding what  
research will be done, for what purpose information or data will be  
used, where the information will be physically stored and who will 
have access.” 
 

It is important to note that while OCAP may have originated from a First Nation perspective, 

its principles can also apply to Métis and Inuit Peoples.  Tailored to meet its community and 

organizational-specific needs, OCAP may take on different versions; however its essence 

remains the same- any research performed involving Aboriginal people must strictly adhere 

to these protocols.   

 

While some partnerships have experienced unique challenges when attempting to identify 

surveillance projects (such as the ADWG), others worked well with the introduction of the 

culturally-relevant OCAP principles. The First Nations Regional Longitudinal Health Survey 

(RHS), a national survey measuring the health status of First Nation citizens across Canada is 

a prime example.  This huge undertaking was the result of partnerships with various regional 

Aboriginal organizations, national support from the Assembly of First Nations and its Chiefs 

Committee on Health, and administered by the First Nations Information Governance 

Committee.  Conducted by First Nations for First Nations, the RHS, termed the „Survey of 

Choice‟ was successful in its purpose due largely in part to the implementation of OCAP.   
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Additionally, two other well-known and well-documented examples of successful 

partnerships between governments, provincial health authorities and Aboriginal People exist 

and are included in this report: The British Columbia First Nations Diabetes Surveillance 

Project and The Cree Diabetes Information System (CDIS) in Quebec. Similar to the RHS, 

these large scale projects were the result of effective collaborations among numerous 

partners. Further, these multi-year agreements originated from Memorandums of 

Understandings (MOU) which were viewed as historical, essential precursors to successful 

relationship building. 

 

This report identifies Aboriginal communities and organizations with diabetes monitoring 

systems and those that are in the planning stages of developing these systems.  By 

monitoring the incidence and prevalence rates of diabetes in their own population, 

Aboriginal People are becoming valued partners in the development of innovative ways to 

care for, manage and someday eradicate this devastating disease. 

 

4.0 Surveillance 

 

Surveillance is described by the First Nations Centre of the National Aboriginal Health 

Organization (NAHO) as, “the ongoing collection, analysis, interpretation, and dissemination 

of information (often called “data”) about a disease or condition to the people who need to 

know.” FNC@NAHO Surveillance Tool Kit: Health Surveillance-The Basics (2003)  

 
Figure 1 FNC@NAHO Surveillance Tool Kit: Health Surveillance-The Basics (2003) 
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Surveillance is the culmination of a series of connected activities.  These activities involve 

intricate systems of data collection, data organization and analysis, and data interpretation.  

Together, it assists in the early recognition of outbreaks, disease trends, health factors, and 

cases of illness, which in turn allows for earlier intervention and lessened impact. 

Surveillance also assists in a better understanding of the impacts of efforts to improve health 

and reduce the impact of disease.  

 

An ideal public health surveillance system for First Nations people, according to the 

Assembly of First Nations‟ Report on First Nations Public Health: A Framework for Improving 

the Health of Our People and Our Communities Report (2006) should include the following 

attributes:  

a) Feasibility     
b) Acceptability  
c) Accuracy   
d) flexibility 
e) timeliness 
f) cost-effectiveness 
g) consistency over time 
h) confidentiality through restricted access; and 
i) OCAP compliance 

 
The ideal surveillance system as illustrated by the National Diabetes Surveillance System 
(NDSS) is as follows: 
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Stewart, P. MD, FRCPC, Enhancing Capacity for Surveillance of Healthy Living & Chronic Disease in Canada, 

Public Health Agency of Canada. APHEO, September 26, 2005.  

 

Notable differences in both „ideal surveillance systems‟ point to contrasting perspectives, 

with the First Nations‟ interpretation of a surveillance system viewed as somewhat circular 

indicating a connectedness of all activities and reflective of a First Nations worldview.  The 

NDSS model reveals activities that are more structured, somewhat linear and hierarchal, 

indicative of a Western worldview.  The ways in which these activities were performed also 

differed.  For example, in the past Aboriginal People were not part of collecting, analyzing 

or interpreting of health data that involved them directly. Today, however this has improved 

substantially. Aboriginal People now participate both directly and indirectly in all processes 

of the „ideal surveillance system‟. Another similarity shared by both systems is that all 

activities are interdependent of each other.   

 

Further benefits of conducting surveillance range from being able to measure outcomes for a 

specific disease to estimate rates of mortality, morbidity or disability.  Surveillance may aid 

in detecting epidemics of both communicable and non-communicable diseases.  It also helps 

in determining the distribution of diseases such as time, place and person.   

 

Ultimately, the most important use of a health surveillance system is its ability to influence 

health policies relating to Aboriginal People. Armed with substantial data, Aboriginal People 

could lobby governments and health authorities to increase funding and resources in the 

direction of appropriate health care that focuses on curbing disturbing health trends.   

 

5.0 Methodology 
 
Methods used to collect information for this report were both formal and informal.  Informal 

discussions and interviews surrounding diabetes surveillance were conducted in person, by 

phone and by email.  Attendance and participation during meetings and conferences also 

contributed to the development of this report. Formal questionnaires were distributed to 

members of Aboriginal communities, organizations and within various levels of federal, 

provincial and territorial governments.   

 

NADA‟s questionnaire (Appendix B) attempted to gain insight into the following three areas: 
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1. Programs and Services – to examine programs and services currently available in 
specific areas pertaining to diabetes prevention and care for Aboriginal people.  
  

2. Diabetes Surveillance and Monitoring – to identify existing or proposed plans for 
diabetes surveillance or monitoring in organizations/community health 
centres/Tribal Councils, etc. 

 
3. Partnerships and Collaborations – to determine how organizations view NADA and 

its possible role in Aboriginal diabetes surveillance throughout Canada.  
 

Quantitative data received from questionnaires were tabulated and reported (Appendix C). 

The number of responses received and the number of organizations and communities that 

reported diabetes surveillance categorized as either „current‟ or „planned‟ are also 

recorded.   

 

Qualitative data was analyzed and then grouped into the original objectives outlined in the 

questionnaires and include:  Programs and Services; Diabetes Surveillance; and Partnerships 

and Collaborations.  

 

6.0 Results of Questionnaire 
 

6.1 Programs and Services 
 
NADA‟s resource directory houses information on a wide range of community-based 

programs, services and activities that aim to address diabetes care and treatment, 

prevention, education, awareness and promotion.  To maintain such a comprehensive 

inventory, efforts are made to ensure information is current and to continuously acquire new 

networks of contacts.  A section of NADA‟s questionnaire therefore requested participants to 

list their existing programs and services offered and to determine whether or not these 

programs and services were already listed in NADA‟s resource directory.  

 

Physical activities reported were walking clubs, exercise clubs and fitness programs including 

karate and yoga.  Nutrition programs consisted of community kitchens with cooking classes, 

recipe exchanges and breakfast and lunch programs at the school level.  As well, awareness 

and promotional activities involved the development of support groups, counseling, school 

based activities and cultural teachings of traditional herbs and medicines.  Home care visits 

were also reported to be ongoing in most Aboriginal communities. 
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In addition to all of these is the clinical nursing and community health care staff responsible 

for glucose monitoring, blood screening, foot care and ophthalmology.  Some or all of these 

programs and services are administered by Registered Nurses (RN), Licensed Practical Nurses 

(LPN), Registered Dieticians (RD), Diabetes Nurse Educator (DNE), Certified Diabetes 

Educators (CDE), Community Health Representatives (CHR), Aboriginal Diabetes Initiative 

(ADI) workers, Community Diabetes Representatives (CDR), Wellness Support Nurses (WSN) 

and paraprofessionals.   

 

6.2 Diabetes Surveillance and Monitoring  
 

 

Specific questions were asked in order to determine whether existing or planned diabetes 

surveillance initiatives exist and with whom partnerships had been established with.  In 

addition, participants were asked to comment on their current health information systems 

responsible for tracking diabetes and also the methods used to gather, analyze and report 

information. Finally, a brief description of the health information system‟s strengths and 

weaknesses was sought to identify challenges that organizations encountered that either 

limited or prevented them from engaging in diabetes monitoring.   

 

Movements towards implementing innovative systems of diabetes surveillance are beginning 

to take shape in some Aboriginal communities. Challenging the belief that surveillance 

constitutes elaborate forms of gathering, analyzing and reporting data, these communities 

are taking the first step in initiating diabetes surveillance at the basic level. For example, 

methods of monitoring community members living with diabetes and its complications are 

accomplished by keeping track via paper charts or by information stored on laptops and 

accessed by mobile health teams travelling to remote Aboriginal communities.  

 

Aboriginal health authorities, organizations and communities are also choosing to partner 

with alternative data management sources such as accredited education institutes which also 

provide clinical analysis of information. Aboriginal community-based, owned and operated 

information systems can be as effective as centralized, governmental sources of data 

management in identifying regional and community specific trends. 
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6.2.1 First Nations   
 
 

“Since each First Nation has its own unique public health situation, it will be 
important for public health information to be community-specific.”   

                          
   First Nations Public Health: A Framework for Improving  

                 The Health of Our People and Our Communities -           
Assembly of First Nations 

 
 
 
First Nations organizations currently involved in diabetes monitoring were identified as: 
 
  

Union of BC Indian Chiefs - British Columbia 
 
British Columbia First Nations Diabetes Surveillance Project is a tripartite agreement 

between the British Columbia Ministry of Health Services, the First Nations Chiefs‟ Health 

Committee and the First Nations and Inuit Health Branch of British Columbia. This 

agreement of data sharing was created for the purpose of gaining a better understanding 

of the impact of chronic diseases within the First Nations communities in British 

Columbia. 

 

Health Information System:  The National Diabetes Surveillance System (NDSS), a 

national surveillance system utilizing administrative databases existing within the health 

care system in each province.   Data is collected, analyzed and reported by all tripartite 

agreement partners.   

 
File Hills Qu‟Appelle Tribal Council – Saskatchewan  
 
File Hills Qu‟Appelle Tribal Council represents eleven First Nation communities in the 

Treaty Four territory in Saskatchewan: Carry The Kettle, Little Black Bear’s Band, 

Muskowpetung, Nekaneet, Okanese, Pasqua, Peepeekisis, Piapot, Standing Buffalo, Star 

Blanket and Wood Mountain. 

 

Development and Use of Access Electronic Database is a database that tracks all File Hills 

Qu‟Appelle Tribal Council‟s on-reserve clients with diabetes. This Access Electronic 

Database contains clients‟ demographics, brief medical history, lab and anthropometric 
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data, medications and complications of diabetes.  It is useful in tracking client progress 

both individually and as groups.   

 

Health Information System:  Chronic Disease Management Collaborative (CDMC) toolkit 

adapted in partnership with the Health Quality Council (HQC) of Saskatchewan, File Hills 

Qu‟Appelle Tribal Council and Saskatchewan Health.  This health information system is 

physician-based and similar to an electronic medical record, aimed at improving the lives 

of people living with diabetes and coronary artery disease in Saskatchewan. The Access 

Electronic Database was derived from the CDMC to track all on-reserve clients with 

diabetes. The File Hills Qu‟Appelle Tribal Council is „the first‟ First Nation organization 

granted access by the Health Quality Council of Saskatchewan to use the CDMC toolkit.   

 
Data is collected by health staff such as nurses and dieticians. Baseline data is also 

collected from charts.  Data is analyzed by utilizing a variety of reports created from the 

Access database and the CDMC toolkit.  Data is reported to communities monthly and also 

reported to funding agencies.   

 

Strengths reported for the Access Electronic Database were that it is used as a teaching 

tool, can chart individual clients‟ A1C over a period to demonstrate increasing or 

decreasing levels, and is contained on laptops for easy transportation.  Weaknesses of 

Access database report that glitches are difficult and costly to fix and also that the 

database is not web-based. 

 

Strengths reported for the CDMC toolkit were that it is web-based and all maintenance is 

performed by the Health Quality Council which allows more options to be performed, 

more information to be collected and also this information could be shared with other 

providers.  Weaknesses of CDMC toolkit were reported as it is difficult to access from 

remote communities and therefore cannot be updated immediately and shared with 

clients.   

 

Challenges reported include lack of trained personnel with extensive knowledge in 

databases and limited time available for actual use of surveillance as majority of time is 

given to promotion and prevention.   
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Assembly of Manitoba Chiefs- Manitoba  
 

Manitoba First Nations Patient Wait Time Guarantee Pilot Project.  In partnership with 

the Assembly of Manitoba Chiefs (AMC), Saint Elizabeth Health Care, First Nations and 

Inuit Health Branch- Health Canada and Manitoba Health. AMC partnered with eight First 

Nations: Brokenhead, Wasagamack, Sandy Bay, Peguis, Opaskwayak, Canupawakpa, Ebb 

& Flow and Manto Sipi. 

 

This pilot project was developed to establish a wait-time guarantee and model for the 

prevention, treatment and care of foot ulcers in people living with diabetes in eight 

Manitoba First Nation communities.  

 

Health Information System:  Musti’muhw Model developed by the Cowichan Tribe in 

British Columbia, tracks the health history of patients while supporting community health 

care.  This model incorporates the traditional values and culture of a community into the 

development of its electronic health record.   

 

Data is collected by its community health care members and entered into the 

Musti‟muhw electronic health record.  Data is analyzed by community health members 

responsible for its health portfolios.  Data is reported to community members and to 

funding agencies.    

 

Strengths reported include Musti‟muhw Model is OCAP compliant.   

 

Cree Board of Health & Social Services of James Bay – Quebec  
 
Project of Diabetes Surveillance among the Cree of Eeyou Istchee.  In partnership with 

the Institut national de santé publique (INSPQ) and the Cree Board of Health and Social 

Services of James Bay (CBSSJB) an agreement was reached for a one-time (2003) merge 

of the CDIS database with the Quebec Diabetes Surveillance System (QDSS) database.  

This enriched QDSS provided further data on hospitalizations and medical service use by 

the Cree of Eeyou Istchee. The Cree of Eeyou Istchee‟s nine First Nation communities 

include Waswanipi, Mistissini, Ouje-bougoumou, Eastmain, Waskaganish, Nemaska, 

Wemindji, Chissasibi and Whapmagoostni. 
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Cree Diabetes Information System (CDIS) was established in 1996 as a tool to provide 

data for ongoing diabetes surveillance and increased awareness around diabetes as well 

as to improve diabetes management at the local level.  Basic demographics of new cases 

diagnosed with diabetes or pre-diabetes is sent to a central data entry site via a 

confidential fax number.  This data provides annual updates to the local Chiefs, Band 

councils, and clinics on the current state of diabetes in Eeyou Istchee 

(www.creepublichealth.org).  Each patient with diabetes has a clinical flow sheet in their 

chart.  The flow sheets improve clinical care and provide a data collection tool for the 

clinical and lab data.  An automatic download of laboratory data has been recently 

established with the regional hospital laboratory database.  Data from the flow sheets 

and laboratory download allow quality assurance reporting back to the communities on 

clinical care provided by the clinics. 

 

Demographic data is collected as patients are diagnosed with diabetes (medicare 

number, type of diabetes, date of diagnosis, community, chart number and Band 

number).  Data from the flow sheets is updated and entered into the central database 

every two years. Data is analyzed by specialists such as epidemiologists for better 

understanding. Data is reported through annual updates to the nine First Nation 

communities. 

 

Reported strengths were that the system provided ongoing surveillance. Reported 

weaknesses were that this system is complicated, labour intensive and difficult to 

maintain. 

 

Eskasoni Health Centre – Nova Scotia 
 

Eskasoni Health Centre in partnership with Dalhousie University has created a First Nation 

client registry of community members that allows the community to extract data from 

provincial data sources.    

 

Health Information System: Practimax is the electronic patient record model used by the 

province of Nova Scotia.   
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Data is collected by provincial health care system, Dalhousie University and by Practimax 

at the community level.  Data is analyzed by contracting outside of the community using 

Dalhousie University to complete work.   

 

Reported weakness was the need for more capacity at the community level. Challenges 

reported that either limit or prevent Eskasoni Health Centre from further work with 

diabetes surveillance were the lack of appropriate resources needed for technical 

infrastructure and analytical capacity. 

 

6.2.2 Métis organizations 

 
“Committed partnerships between Aboriginal and non-Aboriginal people and 
governments will recognize and respect the diversities in lifestyles and traditions 
of Aboriginal people regardless of residency and status.” 
 
  Health & Wellness Overview –Métis Nation of Ontario 

 

      Métis organizations currently involved in diabetes surveillance are identified as: 
 

Métis Nation of Alberta  
 
Métis Nation of Alberta Public Health Surveillance Project. In partnership with the Public 

Health Agency of Canada and Alberta Health and Wellness, the Métis Nation of Alberta 

will match data from personal health numbers and the MNA membership registry.  Once 

all privacy protocols have been established and implemented, a data match will occur 

resulting in data that provides the „first ever‟ Métis-specific health data.  A report will be 

produced on “Health Conditions of Métis” with community engagement and ownership. 

Content of the report will reflect the communities‟ view on health conditions.     

 

Data is matched using the Métis Nation of Alberta registry system and Personal Health 

Numbers. Data is analyzed in partnership with Alberta Health and Wellness. Data is 

owned and reported by the Métis Nation of Alberta.   

 

Weaknesses reported include privacy concerns. 
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Métis Nation of Ontario  
 
Métis Nation of Ontario Chronic Disease Surveillance.  In partnership with the Ministry of 

Health Long Term Care and in agreement with the Institute for Clinical Evaluative 

Sciences, the Métis Nation of Ontario utilizes its citizenship listing along with its 

provincial healthcare administrative data to develop population-based data on diabetes 

and its consequences in Ontario‟s Métis population.  

 

Health Information System:  Ministry of Health Long Term Care. Data is collected by the 

Métis Nation of Ontario membership registry.  Data is analyzed by the Institute for 

Clinical Evaluative Sciences.  Data is reported by the Métis Nation of Ontario, using a 

“knowledge translation” standpoint.   

 

Weaknesses reported include the inability to report trends over time in disease 

prevalence or complications, only measured diagnosed diabetes.    

 
The Manitoba Métis Federation has indicated that while it is not currently participating in 

diabetes surveillance, plans to become involved are underway.  It is expected that over the 

year of 2009, they will have the ability to report on the prevalence of diabetes for 

Manitoba‟s Métis population.   

 
 

6.2.3 Inuit organizations  
 

 
“You want to identify risk factors and find out how they interact.  If you can 
find out those kinds of answers, we can translate it into health promotion.  
You need data.  People listen to data.” 

                             Dr. Kue Young – Inuit Health Survey 

 
 
Inuit organizations currently involved in diabetes surveillance are identified as: 
 

Inuit Health Survey - “Qanuqitpit? Qanuippitali? Kanuivit?”  
 
Inuit Health Survey “Qanuqitpit? Qanuippitali? Kanuivit?” “How about us? How are we?”  

In partnership with the Centre for Indigenous  Peoples‟ Nutrition and Environment 

(CINE), Health Canada and McGill University, it is the first comprehensive, baseline 

survey look at the health of Inuit in the Inuvialuit Settlement Region, Nunavut and 

Nunatsaivut.  The survey focuses on emerging health problems among Inuit in the Arctic, 
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including obesity, diabetes and heart attacks. The intent is to discover the factors that 

contribute to these and to learn possible ways in which they can be prevented. Survey 

results will allow individuals to become aware of their own health status and aggregate 

data will aid communities and the government of Nunavut in creating Inuit-specific 

health programs, service delivery models and health promotion.   

 

Data is collected by members of the Inuit Health Survey team administering clinical      

services with the consent of its patients.  Data is analyzed by research staff at McGill 

University in Quebec.  Data is reported back to the individual participants (clinical 

results) and then fed back to community as aggregate data. 

 
6.3 Partnerships and Collaborations  
 

 

In this section of the questionnaire, specific questions were posed to determine the level of 

awareness of NADA within Aboriginal communities and to determine what possible future 

role (if any) NADA could play in the monitoring of diabetes and diabetes-related 

complications.   

 

Findings indicated that NADA is recognized in many Aboriginal communities across Canada.  

Of these communities, most have acknowledged direct contact with NADA through 

acquisition of its culturally-relevant information resources on diabetes and its related 

complications. Others have gained knowledge of NADA through its national conferences as 

well as its presence at various diabetes-related and general public health forums.  Despite its 

well-positioned place in the area of Aboriginal health, there remains a portion of Aboriginal 

communities today with limited awareness of NADA and its functions.  These findings will 

prove to be important for NADA when developing marketing strategies to improve its level of 

awareness.   

 

Regarding possible role(s) that NADA could play in the development of diabetes surveillance 

in Aboriginal communities, most viewed NADA as playing a „supporting‟ role.  It is unclear as 

to the definition and extent of this „supporting‟ role, therefore further examination by NADA 

will be required. 
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7.0 Common themes: strengths and challenges 
 
In their pursuit to create and maintain various forms of diabetes surveillance systems, 

Aboriginal organizations identified strengths such as compliancy with OCAP principles, 

ongoing surveillance, capacity of databases, ease of transportation (ie. Access Database with 

File Hills Qu‟Appelle Tribal Council), effective web-based health information systems, and 

information sharing with other health care providers.  

 

Although considerable amounts of time and effort are required to plan, develop and maintain 

diabetes surveillance activities, these investments are often seen as strengths rather than 

challenges due to the value placed on its eventual outcome.  Fran Hyndman, Associate 

Health Director of the Métis Nation of Alberta‟s Public Health Surveillance Project further 

comments,  

“Doing a project of this magnitude forces a person to learn patience.   
 When I think about how exciting it is to be part of a project that  
 has such a huge impact on the health of Métis Albertans I get goose 
 bumps. Knowing that one day soon we will be able to easily produce  
 health reports using Métis specific health data, and believing that  
 those reports will influence health policy makes the wait worthwhile.” 

 
Challenges either limiting or preventing organizations from participating in diabetes 

surveillance were identified as technical capacity; human resources; infrastructure and 

accessibility. While some respondents reported one or two of these limitations, most 

reported a combination of these factors.  Concerns related to privacy of health information 

were also reported.  Additionally, the need for more capacity at the community level was 

also expressed.  Finally, challenges of maintaining manual systems of surveillance (CDIS in 

QC) are described as complicated and labour-intensive. 

 

Also noted as a challenge limiting some Aboriginal communities is the low level of priority 

given to surveillance.  Many communities allocate more time and resources to diabetes care 

and prevention in the form of delivering programs, leaving minimal time and resources for 

surveillance.   
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8.0 Summary – moving forward 
 
The task of developing diabetes tracking and monitoring systems in Aboriginal communities 

remains a complex one. Issues related to jurisdiction, ownership, control, access, possession 

and privacy must be addressed to the satisfaction of Aboriginal communities and 

organizations for diabetes surveillance initiatives to be successful.  Despite the limitations 

and challenges inherent in this work, the diabetes surveillance initiatives carried out by 

Aboriginal communities and organizations is impressive.   

 

The relationship between Aboriginal Peoples, governments, educational institutions and 

regional health authorities is as diverse as the forms of diabetes surveillance systems 

themselves. Enormous efforts are being made among the numerous stakeholders to plan, 

develop and maintain these intricate systems of surveillance. Diabetes monitoring initiatives 

undertaken thus far clearly indicate that Aboriginal communities and organizations 

acknowledge the significance of health data and its ability to influence policies and programs 

in Aboriginal health care.   

 

The successful implementation of diabetes surveillance systems for many more Aboriginal 

communities ultimately depends on access to technological advancements and human 

resources by Aboriginal organizations as well as quality health care for Aboriginal People 

living with diabetes. In light of the ever increasing rates of diabetes in the Aboriginal 

population and the relatively young median age of this population, it is essential that 

governments address diabetes among Aboriginal People as a top priority health issue and 

fund Aboriginal diabetes initiatives accordingly.  
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APPENDIX “A” 

 

To: Contact, Title, Organization 

 

Date:  

 

Re:  Questionnaire for Environmental Scan on Diabetes Surveillance and  

Monititoring 

The purpose of this letter is to request your assistance in compiling information for an environmental 

scan on the diabetes surveillance plans and initiatives of Aboriginal organizations by participating in 

a questionnaire.  

The National Aboriginal Diabetes Association  

The National Aboriginal Diabetes Association (NADA) is a national, non-profit, Aboriginal 

organization envisioning diabetes-free people. Founded in 1995 to address the rising rates of diabetes 

among Aboriginal people in Canada, NADAôs mission is to be the driving force in making diabetes 

among Aboriginal people a priority health issue by working with people, communities, legislators, 

researchers and Aboriginal organizations. The National Aboriginal Diabetes Association is governed 

by a national volunteer board of directors who report to membership via website, newsletters and 

annual meetings.   

What is the purpose of a Diabetes Surveillance Environmental Scan? 

An environmental scan is the process of gathering, analyzing, and dispensing information for tactical 

or strategic purposes. The Public Health Agency of Canada (PHAC) and NADA have identified the 

need to conduct an environmental scan of the existing and planned Aboriginal diabetes surveillance, 

or diabetes monitoring initiatives across Canada. Monitoring diabetes among the Aboriginal 

population is an important step in the early identification of regional, provincial and national trends in 

diabetes rates and diabetes-related complications. The environmental scan will be instrumental in 

identifying those involved in diabetes surveillance and highlight new and innovative techniques in the 

compilation of administrative health care data relating to diabetes. The ultimate goal is the early 

formulation of effective programs and services that address problematic trends in diabetes among 

Aboriginal people. 

The purpose of this environmental scan is to gain insight into:  

1. Programs and Services: to examine what programs and services are currently available in your 

area pertaining to diabetes prevention and care for Aboriginal people.   

2. Diabetes Surveillance and Monitoring: to identify existing or proposed plans for diabetes 

surveillance or monitoring in your organization/community health centre/Tribal Council, etc. 

3. Partnerships and Collaborations: to determine how your organization views NADA and its 

possible role in Aboriginal diabetes surveillance initiatives throughout Canada. 

 

 

 

 

 
 NADA Envisions Diabetes-Free People  LANAD Aspire à un Monde sans Diabètes 

  174  Hargrave St., Winnipeg, Manitoba  R3C 3N2  Phone: (204) 927-1220  Fax: (204) 927-1222  Email: diabetes@nada.ca  Website: www.nada.ca  
174, rue Hargrave, Winnipeg, Manitoba  R3C 3N2  Tél: (204) 927-1220  Téléc: (204) 927-1222  Courriel: diabetes@nada.ca  Internet: www.nada.ca 
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Who will be participating in the questionnaire?  

 

The participants selected for the questionnaire are those individuals who have skills, knowledge and 

experience with the care, prevention and control of diabetes in the Aboriginal (First Nation, Metis and 

Inuit) population and who may be responsible for the collection or analysis of a health information 

system.   

 

How will it be conducted? 

 

NADAôs goal is to reach as many participants as possible.  Due to the time-sensitivity of this project, the 

questionnaire will be conducted over the phone so that answers to questions can be recorded and entered 

in a timely manner. However, for those participants who prefer, the questionnaire can be sent via email 

or fax and responses can be returned in this manner as well.   

 

How will the Final Report be accessed and who will find it useful?  

  

Once completed, the Final Report will be made accessible through NADAôs office and online through 

our website at www.nada.ca.   

 

The Final Report can be utilized by all members, organizations, governments, First Nation Bands, Tribal 

Councils, Regional Health Authorities and community-based health care centers associated with the care, 

control, prevention, and education of diabetes and diabetes surveillance and monitoring for Aboriginal 

peoples. It will highlight new and upcoming initiatives and showcase data from other diabetes 

surveillance projects such as the Quebec James Bay Cree and the British Columbia First Nation 

populations.  

 

Should you have any questions on the diabetes surveillance scan, please feel free to contact me toll free 

at 877-232-6232, by fax at 204-927-1222 or by email at wspence@nada.ca 

 

 

Sincerely,  

 

 

Wanda Spence 

Partnership Coordinator  

 

See attached questionnaire 

 
 
 
 
 
 
 
 
 
 
 
 

NADA Envisions Diabetes-Free People  LANAD Aspire à un Monde sans Diabète 

          174  Hargrave St., Winnipeg, Manitoba  R3C 3N2  Phone: (204) 927-1220  Fax: (204) 927-1222  Email: diabetes@nada.ca  Website: www.nada.ca  
           174, rue Hargrave, Winnipeg, Manitoba  R3C 3N2  Tél: (204) 927-1220  Téléc: (204) 927-1222  Courriel: diabetes@nada.ca  Internet: www.nada.ca 

http://www.nada.ca/


                APPENDIX “B”     

                                 Nat ional Aboriginal Diabetes Association  
 

 

    

                Diabetes Surveillance Questionnaire  
   

         

 

      Organization Information  

 

 

  Organization Name:     

 

 

  Organization Address:  

 

 

  Contact Person: (Name, Title, Phone, Fax, Email) 

 

 

  

         

Programs and Services 

What types of programs and services are available for Aboriginal people living with diabetes in your region? 

  

 

 

 

 
Are these programs and services currently listed on NADA's resource directory website (www.nada.ca)?  

 
If not, would you like your organization to be included? 

If yes, please submit your website address. 

 

 
Diabetes Surveillance  

What existing or proposed plans and activities for diabetes surveillance does your organization have?  Also, please describe 

with whom you have established partnerships.   

  

 

 

 

 

 

 
What type of health information system does your organization currently operate for tracking diabetes numbers in your 

region?   
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How is data collected? 

 

 

 
How is data analyzed? 

 

 

 
How is data reported? 

 

 
  

What are its strengths/weaknesses?  

 

 

 
What types of challenges prevent your organization from engaging in diabetes surveillance?  

(Ex: technical capacity, human resources, infrastructure, accessibility, etc.)  

 

 

 

 

 
Are you familiar with any other diabetes monitoring initiatives in your region or at the national level? If yes, please describe. 

 

 
Partnerships and Collaborations 

Are you familiar with the National Aboriginal Diabetes Association (NADA), its mandate, goals and purpose?  

 
  

How does your organization view NADA and its possible role in Aboriginal diabetes surveillance initiatives throughout 

Canada? 

  

  

  

  

 Is there anything else you would like to add?   
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APPENDIX “C” 

Aboriginal Organizations Contacted 

   Responses Received Diabetes Surveillance 

   Yes No Current  Planned 

 P/T First Nation Organizations      

1 NT Dene Nation  x   

2 YT Council of Yukon First Nations  x   

3 BC First Nations Health Council  x 
x 

 

4  Union of BC Indian Chiefs  x  

5  Seabird Island First Nation     

6  Massett Health Centre     

7 AB Aakom-Kiyii Health Services x    

8  Blood Tribe  x    

9  First Nations EpiCentre of Alberta x   x 

10  Treaty 6 & few independent bands     

11  Treaty 7  x   

12  Treaty 8     

13 SK Federation of Saskatchewan Indian Nations x    

14  File Hills QuôAppelle Tribal Council x  x  

15  Willow Cree Health  x    

16 MB Assembly of Manitoba Chiefs x  x  

17  Dakota Ojibway Tribal Council x    

18  Dakota Tipi First Nation  x   

19  Fisher River First Nation x    

20  Fort Alexander First Nation   x   

21  Four Arrows Regional Health Authority x    

22  Interlake Reserves Tribal Council  x   

23  Keewatin Tribal Council  x   

24  Manitoba First Nations Diabetes Committee x    

25  Nisichawayasihk Cree Nation  x   

26  Norway House Cree Nation   x   

27  Opaskwayak Cree Nation x   x 

28  Peguis Health Services  x   

29  Pimicikamak First Nation  x   

30  South Indian Lake x    

31  Southeast Resource Development Council  x   

32  Tootinaowaziibeeng  x   
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33  West Region Tribal Council   x  

   Responses Received Diabetes Surveillance 

   Yes No Current  Planned  

34 ON Batchewana Health Centre x    

35  Caldwell Health   x   

36  Chiefs of Ontario  x   

37  Delaware Health Centre x    

38  Grand Council Treaty #3  x   

39  Hiawatha Life Services Centre x    

40  Independent First Nations x    

41  Kenora Chiefs x    

42  Mohawk Council of Akwesasne    x   

43  New Credit Health Centre x    

44  Nishnawbe-Aski Nation x    

45  North Shore Tribal Council  x   

46  Oneida Nation of the Thames x    

47  Sandy Lake Health and Diabetes Project x    

48  Six Nations  x   

49  Southern Ontario Aboriginal Diabetes Initiative x    

50  Thayendanagea Health Centre x    

51  Union of Ontario Indians x    

52  Wahta Mohawks Health x   x 

53  Waubaseemong Independent First Nation  x   

54 QC Cree Board of Health & Social Services of James 

Bay 
x  x  

55  First Nations of Quebec and Labrador Health  & 

Social Services Commission 
 x   

56  Mohawk Council of Kahnewake x    

57 NB MAWIW Tribal Council   x   

58  North Shore MicMac District Tribal Council  x   

59  St. John River Valley Tribal Council  x   

60  Union of New Brunswick Indians x    

61 NS Confederacy of Mainland Miôkmaq of Nova Scotia  x   

62  Eskasoni Band x  x  

63  Union of Nova Scotia Indians  x   

64 NL Miawpukek Conne River Band 

x   

x 
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   Responses Received Diabetes Surveillance 

   Yes No Current Planned 

65 * Sheshatshiu Innu First Nation x   x 

 P/T Métis Nation Organizations     

66 BC Metis Nation of BC  x   

67 AB Metis Nation of Alberta x  x  

68 SK Metis Nation of Saskatchewan     

69 MB Manitoba Métis Federation x   x 

70 ON Metis Nation of Ontario x  x  

71 NT Northwest Territory Métis Nation x    

72 NL Labrador Metis Nation   x   

 P/T Inuit Organization     

73 NT Inuvialuit Regional Corporation  x   

74 NU Qikiqtani Inuit Association  x   

75 QC Makavik Corp represents Nunavik  x   

76 NL Labrador Inuit Association     

 P/T Congress of Aboriginal Peoples (off reserve& 

urban Status, Non-Status, Métis and Inuit) 
    

77 BC United Native Nations x    

78 SK Aboriginal Affairs Coalition of Saskatchewan  x   

79 MB Aboriginal Council of Winnipeg x    

80 ON Ontario Coalition of Aboriginal Peoples  x   

81 QC Native Alliance of Quebec x    

82 NB New Brunswick Aboriginal Peopleôs Council  x   

83 NS Native Council of Nova Scotia x    

84 PEI Native Council of PEI  x   

85 NL Federation of Newfoundland Indians  x   

  National Organizations     

86  Assembly of First Nations (RHS) x  x  

87  Congress of Aboriginal Peoples  x   

88  Inuit Tapiriit Kanatami x   x 

89  Metis National Council (individual p/t recorded) x    

90  National Aboriginal Health Organization x    

  TOTALS  44 40 8 7 

 
 

 

 


