DRAFT TERMS OF REFERENCE – INTERNATIONAL INDIGENOUS HEALTH MEASUREMENT GROUP [ This name suggests to me that the group are all indigenous. We have used variations in the past ‘International group on Indigenous health measurement]

1.  Indigenous Health Measurement Group
[Note bits are blank as don’t know history]

Background

 Link with INIHKD

The Indigenous Health Measurement Group held its initial meeting in Vancouver, British Columbia, Canada on 1-5 October 2005 in conjunction with the second meeting of the INIHKD.  The Measurement Group meeting brought together government representatives, researchers, and representatives of Indigenous organizations from Australia, Canada, New Zealand and the United States to discuss health and health measurement issues for Indigenous populations in the four countries and to consider the organization of an international collaborative group to address these issues.   

The Indigenous Health Measurement Group is not part of the INIHKD but the INIHKD allowed ??? /invited to be a part of the network meeting 

The Indigenous Health Measurement Group was established to advise the ? on  

As a result of the INIHKD meeting and the first Indigenous Health Measurement Group it has been determined to formalise the establishment of the Indigenous Health Measurement Group.
2. Membership

Persons were identified because they have significantly contributed to the indigenous health measurement.  They also have experience with indigenous development, which will add value to the development of the ?

Who/How people were selected?  

International Steering Committee with representatives from all four countries, drawn from the following groups:

· Statistical experts, Indigenous where possible

· Indigenous Communities
· Government agencies
Persons will be appointed at  ? It will be chaired by ? and will comprise of ? no more than 10 members selected from persons nominated by ?

[Mandate has to be really clear – who gives the mandate? Is it indigenous representatives from the four countries? Is it the INIHKD? Is it ourselves because we as individuals have an interest in driving a group (this is the weakest reason)? Is it our organisations – if so they have to be invited to nominate someone and chose if they wish to participate? This links to the 9. Funding paragraph because the funding for travel to meeting is actually significant depending on distance travelled (even Australia for a NZ representative is considered international travel. Time commitment could also be significant.]
The group members are appointed as representatives of their countries. Q- what is the mandate to appoint people? [Really interested in this as I am a government representative so who invites me to be on the group?]

3. Purpose

The purpose is of the Group is to  improve the collection, analysis, interpretation and dissemination of information useful for improving the health of Indigenous populations by 

· Improve the methodology for the collection and analysis of useful health information for Indigenous populations;

· Convince national statistical agencies to improve the collection of Indigenous health data.

[From NZ Ministry of Health perspective – this fits in with our strategy documents ‘He Korowai Oranga’ , Strategic Research Agenda and consultation on monitoring framework.]
There are alternative purposes proposed - 

To develop an international network on Indigenous health measurement that enables meaningful comparisons, exchange, mutual learning, and collaborative projects that inform local policy-making oriented to health gain. 

[ From NZ Ministry of Health perspective – the meaningful international comparisons not really a a priority. Already been done (Dale Bramley with the data provided if we wanted to but not something that has emerged out of consultaton with Mäori. Emphasis is placed on getting better local level data and iwi (tribal data) Would be good to focus on inequalities which Dale does. ]

Transform indigenous health information so that the information (knowledge and data) generated is useful and meaningful for indigenous lives and the lives of indigenous communities ( ie. result in meaningful actions and solutions).

[From NZ Ministry of Health perspective – this fits in with our strategy documents ‘He Korowai Oranga’ , Strategic Research Agenda and consultation on monitoring framework.]

4. Principles

The Measurement Group should serve as a facilitator, honest broker and information provider to the members of the group and others interested in improving the health of Indigenous peoples.  The group should ensure transparency in all its activities.  Principles include

· Indigenous people have the right to be counted 

· Indigenous leadership in the decision making of the Group. 

· Indigenous Participation essential. This means that the Group are required to involve indigenous people from each of the four countries in the development of strategies to improve indigenous heath and enable them to influence the planning etc…

· Principled partnerships with communities and governments [not sure about this one. Wording is something I’m not familiar. Concepts etc should be understood by all four countries.Any suggestions?]

· Forcus on government agencies/universities etc. taking responsibility for the part they play in supporting the improvement of health status of  indigenous people 
· Activities should be transformative (inform policy and action orientated); e.g., data collection/analysis/dissemination should be linked to improvements in indigenous health not for the purposes of publishing material

· Increase/ build indigenous health monitoring capacity – increase indigenous-led and indigenous involvement in health monitoring

· Indigenous lens should be applied at all times
· Working together with indigenous communities to develop strategies for improving indigenous health and appropriate health and disability services.
· Involving indigenous people at all levels of the sector, in decision-making, planning, development and delivery of health and disability services.
· Working to ensure indigenous people have at least the same level of health as the non-indigenous people  and safeguarding indigenous cultural concepts, values and practices.
5. Role and Tasks 

The role of the Group will be to provide advice and guidance to ?

Key tasks and roles of the group include:

Specific tasks for the Group  include: 

6.  Term of Appointment 

The Group will be convened during February 2005, and will operate for the duration of the ?. 

7.  Linkages with other Group

Participants agreed that the Measurement Group should maintain strong links with the INIHKD.  The group should explore the possibility of links to the UN working group on Indigenous data collection, and should invite a WHO representative to the next meeting of the Measurement Group.  Links to other international groups should be considered as well.
Participants agreed that the Measurement Group should maintain strong links with the INIHKD.  The group should explore the possibility of links to the UN working group on Indigenous data collection, and should invite a WHO representative to the next meeting of the Measurement Group.  Links to other international groups should be considered as well.

8.  Operating Procedures 

The group will meet every month.  The first meeting will be on Thursday 3 February 2005.  The next meeting will be held in April 2005 – to be confirmed.  Other meetings will be by agreement of the group.

The group agreed it was essential to continue the monthly teleconferences, and, as has been the case,  the teleconference should be attended by representatives of the International Steering Committee of INIHKD.  This regular communication will be supplemented by email as needed, along with information posted on a bulletin board/website.  A summary of the organization discussion should be prepared and distributed to meeting participants within two weeks of the Vancouver meeting.  Face-to-face meetings should be held 1-2 times per year, and the Measurement Group should be a regular part of future biennial meetings of the INIHKD.  
9. Funding

Funding needs for the group are small, at least for now: the cost of monthly teleconferences, travel to meetings, and contributed staff time.  All agreed that each country should self-finance their participation in the Measurement Group.  Members will look for government/foundation funds to support the cost of a secretariat.  

Funding needs for the group are small, at least for now: the cost of monthly teleconferences, travel to meetings, and contributed staff time.  All agreed that each country should self-finance their participation in the Measurement Group.  Members will look for government/foundation funds to support the cost of a secretariat.  

10.Contact for Enquiries

?????

11. Communication:
The group agreed it was essential to continue the monthly teleconferences, and, as has been the case,  the teleconference should be attended by representatives of the International Steering Committee of INIHKD.  This regular communication will be supplemented by email as needed, along with information posted on a bulletin board/website.  A summary of the organization discussion should be prepared and distributed to meeting participants within two weeks of the Vancouver meeting.  Face-to-face meetings should be held 1-2 times per year, and the Measurement Group should be a regular part of future biennial meetings of the INIHKD.  

12. Action Plan:
· Formal collaboration agreement (statement of intent) to be signed by national organizations in each country

· Terms of reference

· Broad principles, links with INIHKD

· Circulate notes from organizational discussion on website created by Maile Taualii, by 20 October

· Prepare final report on first meeting of Indigenous Health Measurement Group in time for June 2006 meeting in New Zealand – need to decide who will publish report (AIATSIS may be able to assist)

· Sam Notzon will request abstracts, slides, other material from meeting participants, with deadline

· Establish Editorial Committee:  Ian Ring, Lisa Jackson-Pulver, Jeff Reading, Sam Notzon, New Zealand nominee, INIHKD nominee

· Meet in New Zealand, hopefully hosted by Statistics New Zealand, before/after Indigenous conference in June 2006; goal of meeting is to present progress to date on historical analyses and Australia’s Health Performance Network

· Develop set of Indigenous health indicators before next biennial INIHKD meeting

· Engage statistical agencies in meeting hosted by US in Hawaii (following New Zealand meeting, but within 2 years’ time)

Examples of specific projects

· how ethnicity is identified and collected by the different countries and how inclusive the coverage is - stocktake of how well are indigenous people(s) counted in health data sets at a local, regional and national level within individual countries. 

· how to get complete data sets to communities of official statistics (administrative and survey data)

· developing  health information data sets that local community identify as important to them that respond to local priorities, needs and contexts

· inform policy of the national government agencies to ensure that the way the collect ethnicity of indigenous people is consistent with indigenous rights

· data that highlights inequalities/injustices,  and racism, systemic and organisational analytical factors which determine that indigenous people have poorer health outcomes than non-indigenous people.  This shifts the focus  away from indigenous individuals ( discourse about bad indigenous behaviour)  to social systems, organisational structures,  and the unequal distribution of the determinants of health.  
Topics of Interest:
The participants discussed a number of possible research topics for the Measurement Group to pursue over the next two years.  The purpose of these research activities was to lend insight to national policies and programs, both through research finding in each country and through international comparisons.  The focus was on practical outcomes which would lead to improvements in the health and wellbeing of Indigenous communities.  Participants outlined a number of principles that the research program should follow, including: the need to involve  community members as well as governments in these activities; the need to build data skills within the communities; the recognition that collaboration should be both across countries and within countries (nation – provinces/states – communities); the need to share the results of these projects across countries; the need to serve as an honest broker of research results that can inform national decision-making.

The list of research topics proposed by the group included the following:

· Stocktake: What’s available on Indigenous health data in each country, what do we need, what will it take

· Historical analyses of Indigenous data in each country:

· Issues of counting Indigenous people

· History of counting

· Role of Indigenous people and organizations in contributing to statistical agencies

· Indicator harmonization:

· Describe/inventory what is collected

· Describe collection system that underlies indicators

· Develop international standards for indicators of health and well-being

· Feasibility study for a national longitudinal survey of Indigenous children
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