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Executive Summary

Worldwide, tuberculosis (TB) is one of the most common causes of illness and death among adults: latest data show 9.2 million new cases and 1.7 million deaths per annum.   Globally, indigenous peoples are at an increased risk of suffering from TB; there are severe inequities in TB incidence and access to care between indigenous peoples and other parts of the population.  Strengthened efforts are required to address indigenous peoples’ needs, if the STOP TB Partnership’s vision of TB Free World by 2050 is to be realised.   This meeting was a first step in identifying what direction such efforts should take.  

The purpose of the meeting was to bring tuberculosis and indigenous experts together to contribute to the development of a strategic plan focussed on reducing the burden of TB within indigenous s globally.  It is expected that the strategic plan will be a key tool for securing funding support from donor agencies.    The meeting also provided a forum for discussions concerning the role and formation of an indigenous peoples’ secretariat that will champion the strategic plan and coordinate the execution of an associated action plan.  This secretariat will become a new “partner” within the Global Stop TB Partnership and will maintain a link with the United Nations Permanent Forum on Indigenous Issues.

The overriding issue that arose during the meeting was that health is a human right, however it is one that is being denied to many indigenous peoples due poverty, poor and/or overcrowded housing, malnutrition and misunderstanding of their cultures.     A framework for a draft strategic plan to address these issues has been developed and will be made operational by the secretariat.  The key elements of the plan are:

· Engage the international community in the promotion of TB control in indigenous peoples.

· Increase awareness and surveillance of the burden of TB globally in an indigenous context. 

· Generate resources for indigenous TB control 

· Educate, advocate and build capacity among indigenous peoples with regard to their TB-related rights.

· Incorporate indigenous cultural values, traditions and life-ways in advocacy, communication and social mobilization activities. 

· Promote greater participation of indigenous peoples in TB research 
· Address Poverty Issues within an indigenous TB control context

Two resolutions were also passed that ensure to TB in indigenous peoples is to be kept at the forefront of these agendas:

The enthusiasm for the issue and the momentum gained from having a large number of key stakeholders engaged in mutually beneficial discussions will ensure that the specific needs of indigenous peoples with regard to TB are not forgotten.
Global Indigenous STOP-TB Expert Meeting

Background

Worldwide, tuberculosis (TB) is one of the most common causes of illness and death among adults: latest data show 9.2 million new cases and 1.7 million deaths per annum1.  TB was declared a global emergency by the World Health Organisation in 1993 and the Directly Observed Treatment Short-course (DOTS) was recommended as the global strategy to address it.  In 1997 global targets were set with the aim of halting and reversing the spread of TB by 2015, namely, to detect 70% of infectious TB cases and successfully treat 85% of them by 2005.  The timeframe was not met – in 2005 the case detection rate for new smear-positive cases reached 60% and the treatment success rate 84%1 - but the aim still holds.  

The STOP TB Partnership’s (STP’s) vision is to see a TB Free World by 20502.  To facilitate this The Global Plan to STOP TB 2006-20152 states “Every TB patient must have access to an effective diagnosis, treatment and cure”.    The Global Plan highlights the need to “prioritize the needs of the poor and vulnerable” recognising that although the greatest burden of TB is found among poor people the poor currently face the greatest barriers in access to care3.   The Plan recommends the use of the TB and Poverty Guide4 which makes special reference to working with situations and Indigenous peoples’ groups requiring special consideration; among them, indigenous peoples.  

There are 370 million indigenous peoples worldwide spanning more than 70 countries, however the prevalence of TB disease in indigenous peoples is not known.  Globally, indigenous peoples are at an increased risk of suffering from TB, but National TB Programmes (NTPs) often do not reach them because of multiple barriers in access to care. There are severe inequities in TB incidence and access to care between indigenous peoples and other parts of the population, for example: 
· In New Zealand, Pacific Islanders and Maoris have risk rate of contracting tuberculosis more than ten times that of other New Zealanders.  

· In Kalaallit Nunaat, residents have a risk rate more than 45 times the Danish born. 

Strengthened efforts are required to address indigenous peoples’ needs if the vision of the STP is to be realised.   This meeting was a first step in identifying what direction such efforts should take.  

Purpose

The purpose of the meeting was to bring tuberculosis and indigenous experts together to contribute to the development of a strategic plan focussed on reducing the burden of TB within indigenous peoples globally.  This plan will complement the STP’s Global Plan and will provide a framework for indigenous specific actions designed to permanently eradicate TB and the burden of TB in an indigenous context.  It will be a key tool for securing funding support from donor agencies.  

The meeting provided a forum for discussions concerning the role and formation of an indigenous peoples’ secretariat that will champion the strategic plan and coordinate the execution of an associated action plan.  This secretariat will become a new “partner” within the Global STP.

Process

The main body of the meeting was conducted over two days.   Participants included indigenous leaders and elders, political leaders, government officials, representatives of donors and global alliances, NGOs and global TB experts.  The first day comprised a series of presentations by indigenous participants representing every continent and by the TB community.  It focussed on amalgamating knowledge and experience around central themes regarding TB control, including trends, challenges and success stories of TB control among indigenous peoples

The second day was dedicated more directly to the development of the strategic plan with a series of focus group discussions addressing the following questions relating to TB control in an indigenous context:
· Why is an indigenous specific approach required? What is required to promote indigenous specific approaches for TB control?  

· Who are key stakeholders at national, regional and global level?  How could stronger linkages be forged between indigenous peoples and NTPs?

· What culturally appropriate factors need to be considered when developing strategies to raise awareness and reduce stigma?

· What other issues need to be considered? e.g.  social determinants, surveillance data.

· How might an indigenous secretariat be established to serve the interest of indigenous peoples globally?    

· What advocacy and communications role should a secretariat perform? 
· How can the UNPFII and the STP support the outcomes of this meeting?    

· How can the findings from this meeting be used to inform and address the socioeconomic determinants of TB and influence global non-health agendas?  

Key Issues

This section presents the key issues that arose during the meeting; a verbatim report of the sessions is separately available.   The overriding issue was that health is a human right; however it is one that is being denied to many indigenous peoples.   The key issues underlying this are:
· The current situation of indigenous peoples

· Poverty

· Other social determinants of health

The current situation of indigenous peoples

Indigenous peoples are geographically widespread. Every continent was represented at the meeting despite the fact that indigenous peoples face many challenges in travelling due to a lack of passports or paperwork to support visa applications.  

Indigenous peoples share many common features: marginalisation by state institutions, stigmatisation and having limited access to social services; indigenous peoples are often geographically remote, financially poor and have substandard living conditions; indigenous cultures and traditions are not well-understood or respected by policy-makers; and indigenous peoples have a history of being colonised.  It was also clear, however, that indigenous peoples are not a homogeneous group.  Cultural practices are unique to each group; belief systems differ; some are nomadic; geographical and topological conditions differ; there are hundreds of different languages; and barriers in access to care differ significantly between indigenous groups.  

It is clear that while some principles for the provision of TB services to indigenous peoples may be drawn up, each country will need to consult its different indigenous leaders to ensure that detailed guidelines are appropriate to the specific context.  Each country will also have to document the particular barriers in access to care that those groups face and identify strategies to address them.  

It is acknowledged that TB is not the only, nor even the main, issue that indigenous peoples face.  Nevertheless, TB is a significant and unnecessary burden and the TB community has a responsibility to reduce the burden of disease faced by indigenous peoples and to highlight the other challenges faced by these communities.

Poverty
Poverty continually arose as an issue; indigenous peoples tend to be income poorer, less formally educated and have worse health indicators than others in the same country.  Poverty increases the risk of TB infection and disease due to malnutrition, HIV infection, diabetes, alcohol use, indoor air pollution and active smoking.  Furthermore TB disease deepens poverty due to costs of accessing diagnosis and treatment, an inability to work due to illness and the long pathway to seeking care5.  Urban poor people in Malawi spend six months’ income seeking a diagnosis3 and in some countries poor people are deliberately excluded from treatment due to fear that they will default6.  It is therefore crucial to eliminate poverty and in the meantime mitigate against the effects of it by designing TB services that are accessible to indigenous peoples.  

Other social determinants of health
In the 19th century extensive public health systems were created to improve living conditions and hygiene in order to combat the spread of tuberculosis and other diseases.  This, in combination with greater wealth and employment, had a dramatic impact on the number of cases. When effective medication became available the number of tuberculosis cases dropped even more rapidly implying the need for a combination of social determinants and medical approaches.

Key social determinants of health affecting indigenous peoples’ susceptibility to TB include poor housing, overcrowding, lack of education, chronic unemployment and poor nutrition.  In some wealthier countries it is hoped that the current economic crisis may lead to greater investment in social housing and roads as governments follow Keynesian economic principles.  Such programmes could be targeted to benefit indigenous peoples. It is unlikely however those developing countries will be able to follow the same policies; indeed they may face the risk of aid being cut and reducing infrastructure expenditure.  

Outcomes

The meeting culminated in agreement regarding key features required in an Indigenous strategic and action plan and a means of taking this forward.  

Draft Strategic and Action Plan  

A strategic framework has been developed which highlights the characteristics of a global strategic plan and action items required to control tuberculosis within an indigenous context. The framework is based on the need to address the health, social, economic, educational and political global indigenous realities within the context of the basic human right to health.  Its key elements are: 

· Engage the international community in the promotion of TB control in indigenous peoples.

· Increase awareness and surveillance of the burden of TB globally in an indigenous context. 

· Generate resources for indigenous TB control 

· Educate, advocate and build capacity among indigenous peoples with regard to their TB-related rights.

· Incorporate indigenous cultural values, traditions and life-ways in advocacy, communication and social mobilisation activities. 

· Promote greater participation of indigenous peoples in TB research 
· Address poverty Issues within an indigenous TB control context

It is important to note that this is a global strategy and national responses will vary according to the specific challenges faced by their indigenous communities; indeed some countries may require a number of responses for different indigenous communities. It stresses the importance of engaging indigenous peoples in the design of policies and interventions that will affect them and highlights the need for capacity building to ensure such engagement is effective.  The plan notes the need to focus on the poor and most vulnerable. It acknowledges the complexity and multisectoral nature of the challenges.   Strategies are required that promote easy and equitable access to quality care so that every patient has access to effective diagnosis treatment and cure, and that address the inequitable social and economic toll of tuberculosis on indigenous peoples of the world.   Crucially it highlights the need for countries to report on TB in indigenous peoples so that progress over time may be monitored.  

The Strategic Plan and its associated action plan are separately available.  

Way forward

An indigenous peoples’ secretariat will be formed to make the strategic plan operational.  It will be a partner in the STP and have a close link with the TB and Poverty subgroup and will maintain a link with the United Nations Permanent Forum on Indigenous Issues.   Two resolutions were passed that ensure to TB in indigenous peoples is to be kept at the forefront of these agendas:

Resolution 1 

It is hereby resolved that an action plan will be submitted to the UNPFII on health at the next forum meeting and that a side event be planned on the topic of  Indigenous TB control as part of the STP. 

Resolution 2

It is hereby resolved that the STP Meeting scheduled for March 2009 in Brazil recommend a specific reference to the Global Indigenous Stop TB Experts meeting report and outcomes on the Brazil agenda.  

Conclusion
The meeting provided a valuable forum for promoting greater understanding of TB among indigenous leaders and other indigenous representatives on the one hand, and for the TB community to gain a better appreciation of indigenous issues on the other.  Addressing some of the issues will take some time and will require collaboration between a number of sectors; for example improving the living conditions for many indigenous peoples.  Others can be addressed relatively quickly by the TB community; such as encouraging countries to separately report TB cases and treatment success rates among their indigenous and non-indigenous sectors of the population.

The enthusiasm for the issue and the momentum gained from having a large number of key stakeholders engaged in mutually beneficial discussions will ensure that the specific needs of indigenous peoples with regard to TB are not forgotten.
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Preface

A strategy unique for indigenous peoples globally is required to promote indigenous specific approaches and methodologies for the control and eradication of tuberculosis (TB) in indigenous communities around the globe. The underlying assumption for this framework is that it is indigenous peoples driven. It was envisioned through equal collaboration by indigenous peoples and tuberculosis expertise. Indigenous world views, traditional values and cultural perspectives are entrenched within this document in thought and philosophy. It is based on the assumption that human rights are entitlements inherent to all human beings without discrimination and those human rights are expressed and guaranteed by law. 

Globally indigenous peoples have a consistent pattern of health inequality across a variety of jurisdictional contexts from the resource poor to the resource rich. Indigenous health inequalities are multi-faceted and produced within diverse social contexts characterized by social inequalities and political marginalization. This framework is designed to take an indigenous specific approach that integrally links our rights to health, housing, education, employment, dignity and protection based on equality of opportunity for the highest level of health attainable world wide.  

The Framework

This document celebrates the richness of indigenous culture, language, values, knowledge and life ways. It is based on the goal of decreasing disparities between indigenous peoples world wide and to address the factors that pre-dispose indigenous peoples to tuberculosis, poverty and poor health.

This framework represents the indigenous voices and tuberculosis experts who were engaged for the purpose of developing this document. This framework represents their hopes, dreams and aspirations for a global environment with equitable access to prevention and treatment programs for tuberculosis.  

Partnerships are required that addresses and acknowledges:

· The impacts of the process of colonization, assimilation and socialization which have resulted in the marginalization of indigenous peoples from tuberculosis prevention and treatment programs.

· The unique and distinct forms of culture, social customs and governance within indigenous societies and communities that need to be considered when including indigenous peoples in the process of prevention and treatment program development and implementation.

· The relationship of indigenous peoples within the larger society politically, economically and socially and how this impacts on access to and development of tuberculosis services. 

· That health is a fundamental human right and that every human being is entitled to the highest attainable standard of health.

 Principles

This framework is based on the belief that we as indigenous peoples are resilient and our future generations must be preserved, protected, revitalized and promoted through the implementation of the right to health. This vision is based on the assumption that:

· Indigenous leadership will be engaged as equal partners for the purpose of addressing tuberculosis in indigenous communities.
· The indigenous right to self determination is embraced and acknowledged as a cornerstone to decreasing the disparity between indigenous peoples and other populations. 
· Policy makers will be informed and their work reflective of the cultural characteristics of indigenous peoples when designing tuberculosis prevention and treatment programs.
· Socio-economic policy will be aligned with cultural needs to address the social determinants of health that currently affect TB infection. 
· Actions will be determined by indigenous peoples for indigenous peoples in partnerships with tuberculosis experts, health care providers, government leaders and agencies responsible for tuberculosis control.
·  The concepts of health and well being will encompass the holistic perspective of mental, physical, spiritual and emotional wellness. 
· Trust and partnership needs to be built based on respect and open/transparent communication. 
· Cultural styles of communication must encompass and celebrate indigenous languages, visuals, graphics, print, writing and oral realities.
· Nothing can be imposed. Capacity building and empowerment of indigenous peoples World wide must be central to any action taken to address the social determinants of health together with the prevention and treatment of TB in indigenous communities. 
· Any research must be based on an indigenous framework of ethics that encompasses the ownership, control, access and possession of data, the results and the interpretation of results by indigenous peoples for indigenous peoples.     
· On going evaluation, monitoring, surveillance and periodic assessment is required to measure the progress and success of global action to control TB.        

Functions

An Indigenous TB Secretariat is required to serve the interest of indigenous peoples globally. The characteristics of the Secretariat must be as follows:

Purpose

To serve the interests of indigenous peoples globally through advocacy, social and resource mobilization, communication and information coordination for the purpose of eradicating and controlling TB in an indigenous context.

Objectives and Functions

· To collect and disseminate information, reports and documents pertaining to issues of tuberculosis infection in indigenous peoples world wide. 

· Identify and work with key partners to mobilize and take action to address those regions that are most affected by the burden of TB.

· Provide technical support to advocate for, increase awareness, and assist indigenous peoples, in the form of a unified voice for TB control. 

· Identify best practices and coordinate implementation of strategies, disseminating information, extending research and providing resource information to indigenous peoples globally. This includes surveillance, research, evaluation and monitoring. 

 Representation and Governance

Indigenous persons who have political and cultural awareness, resource mobilization abilities and strong communication skills are required to play key roles in the secretariat. Political representation is required to ensure advocacy and linking with key partners within international TB networks.  The Secretariat must function as a parallel and integrated structure with representation reflective of this reality.

Engagement is required with donors, as well as, within the broader discussion of conventions, covenants, treaties and human rights. A global network parallel with the Global Stop TB Partnership is required.  The indigenous partnership must also be characterized by separate governance.

Other Partners

The United Nations Permanent Forum on Indigenous Issues can play a significant role as a partner, advocate and creator of a platform for engagement with indigenous peoples that will enable expression of the political voice required for implementation of national mechanisms for engagement. This could be in the form of policies and protective mechanisms on behalf of indigenous peoples within a health and social context in order to make indigenous peoples less vulnerable to TB.   

We acknowledge the limitations of our process with respect to widespread inclusion of indigenous voices and comprehensive consultation requirements. This is the beginning of the next step to development of an indigenous secretariat for the eradication and control of TB in indigenous communities’ Worldwide.   

Our children are our future and this document is dedicated to them.    

Next Steps

Meeting delegates passed two resolutions on day two of the Global Indigenous Expert Stop TB Expert meeting. 

Resolution 1 

Moved by Regional Chief Wilton Littlechild.

Seconded by Dr. Ann Fanning. 

And approved by consensus.

It is hereby resolved that an action plan will be submitted to the UNPFII on health at the next forum meeting and that a side event be planned on the topic of  Indigenous TB control as part of the Stop TB partnership. 

Resolution 2

Moved by Regional Chief Wilton Littlechild. 

Seconded by Hassan Idbalkassm.

And approved by consensus.

It is hereby resolved that the Stop TB Partnership Meeting scheduled for March 2009 in Brazil recommend a specific reference to the Global Indigenous Stop TB Experts meeting report and outcomes on the Brazil agenda.  

Further action required as an outcome of this meeting is the development of an Indigenous People’s Declaration on Health to address TB control and that the human right to health be addressed within this context. 

We are partners in the problems and solutions. It is our responsibility to work together to make this world a better place. A place free of TB and where indigenous peoples can flourish individually, as families, communities and nations and that we are truly brothers and sisters in this global effort to eradicate TB.  We must walk hand and hand together so that our children will have a brighter healthier future.   

An Indigenous Stop TB Strategy – 2008

· Engage the international community in TB control for indigenous peoples.

· Utilize the United Nations Permanent Forum on Indigenous Issues as a key advocate and partner to create a platform of engagement and as an expression of a unified voice for engagement.

· Engage with the Global Stop TB Partnership through increased collaboration and as an indigenous arm of the partnership to pursue the goal of eradicating TB world wide.

· Engage key partners with country governments through advocacy of international standards for TB control that addresses the unique and diverse needs of indigenous peoples globally.   

· Create alliances with key partners, stakeholders and peoples for TB control to ensure equity of access to TB control treatment, supervision and support. 
· Develop and implement a Declaration on Indigenous Health that addresses TB control in an indigenous context.

Increase the awareness and surveillance of the burden of TB globally in an indigenous context. 

· Document and highlight the incidence and burden of TB among indigenous peoples globally.

· Work with National TB control programs to develop indicators and accountability measures to enable national governments to report on TB control among indigenous peoples.

· Work with National Tuberculosis Programs, NGOs engaged in TB and research organizations to ensure indigenous input into and review of surveillance data, as well as, the interpretation of health and social data.

Generate resources for indigenous TB control 

· Obtain commitment from key partners and stakeholders for increased and sustainable financing for TB control for indigenous peoples. 

· Strengthen health care, facilities, tuberculosis programs and services to indigenous communities through increased human resources, management, delivery and information systems. 

· Share best practices, innovations and successes for the purposes of enhancing and strengthening prevention, intervention and control of TB among indigenous peoples.

· Establish communications systems that encompass holistic approaches to TB control and empower communities with existing and enhanced culturally appropriate resources.

Educate, advocate and build capacity among indigenous peoples with regard to their TB related rights.

· Educate indigenous leadership about the burden of TB and pursue commitment on their part to work with existing National TB programs.

· Advocate, empower and increase capacity for social mobilization for TB control among the global indigenous community.

· Enable indigenous peoples to identify solutions to barriers in access to TB control to inform TB policy 
Incorporate indigenous cultural values, traditions and life ways in TB control and advocacy activities.

· Ensure that policy and action are informed by the cultural characteristics of indigenous peoples.

· Encourage National TB programs to become aware of and respect the importance of language, culture, traditions and beliefs throughout their engagement activities.

· Ensure that respect, empowerment, capacity building, education and training are integral to indigenous community engagement modalities. 

Promote greater participation of indigenous peoples in TB research 

· Monitor and evaluate the impacts of the burden of TB in indigenous peoples to establish a baseline in the first instance and impact measures over time within an indigenous research methodological framework.
· Ensure community input and participation in research, monitoring, evaluation and interpretation of results and findings along with recommended solutions.
· Strengthen partnerships and collaborations with public, voluntary, corporate and private providers in order improve case detection and treatment outcomes through interventions that address indigenous specific realities.   



· Develop an evidence base to document and then implement best practices in indigenous peoples globally.  

Address Poverty Issues within an indigenous TB control context.

· Review the TB and Poverty guide to identify potential strategies to improve TB control among indigenous peoples

· Identify and address the specific challenges and barriers faced by indigenous peoples in accessing TB services. 

· Work with National TB Programmes to develop pro-poor TB policies that will increase access to services for indigenous peoples 

· Identify and implement interventions that address issues of poverty, inadequate housing, poor nutrition, demographics and unemployment.    

A Global Indigenous Stop TB Action Plan

A global movement is required to undertake the actions necessary to promote indigenous specific approaches for the control and eradication of tuberculosis in indigenous communities around the globe. 

Action is required that will address the pattern of health inequality across the variety of jurisdictional contexts that characterize indigenous regions world wide. This action plan sets out the actions and resources required to achieve the goals established in the Strategic Framework for Action on TB Control in Indigenous Communities and the Indigenous Stop TB Strategy. They are as follows: 

AWARENESS AND ADVOCACY

· Movement on the global stage to engage indigenous leadership, government, civil society, political partners, donors, media, service providers and other key stakeholders in the form of an urgent call to action to highlight and demand equal access to TB care as a human right in indigenous regions across the globe. 

RESOURCE MOBILIZATION

· In order to fully implement the elements of the Indigenous Stop TB Strategy domestic and external resources are required to mobilize and breathe life into the strategy. Establish dialogues, negotiations and consensus among the range of decision makers to obtain the required commitments for human, as well as, financial resources.   

ESTABLISH COLLABORATIVE AGREEMENTS

· Establish and expand global indigenous partnerships of key stakeholders in order to maximize limited resources in the indigenous regions world wide. These collaborations will be in the form of agreements, protocols and contributions required to establish a global network of indigenous partners. 

TARGETED ACTION

· Enhance access to quality diagnosis, treatment and health systems as a human right by engaging caregivers, global programs and indigenous regions in order to maximize impact through targeted action. Establish targets for global achievement based on the Millennium Development Goal relevant to TB. This goal is to halve the prevalence and death rates from the 1990 baseline. 

POLITICAL COMMITMENT

· Implement the global plan for eradicating TB by political commitment to addressing and ensuring equal access irregardless of age, gender or socio-economic status to quality care.  This requires understanding of the barriers and challenges to service delivery in indigenous regions which includes poverty, inadequate housing, poor nutrition, culture/language and demographics. 

EVALUATION OF PROGRESS 

· In the creation, development and implementation of the Indigenous Global Stop TB Plan ensure that TB features prominently in global political and health agendas and those indigenous communities and regions are empowered to speak out and demand their human right to health in an indigenous context. Within this undertaking highlight the cost/benefit to investment by partners as an investment that will yield results in the form of saving lives and achieving improved health outcomes in indigenous regions globally. 

FUTURE  

· Build on progress and set out commitments to continued mobilization of resources, expanded efforts and sustenance long term of the indigenous TB control strategy globally.  Sustained advocacy will be required by all partners to continue to persuade governments and donors for continued investment.

Although ambitious, this action plan is realistic and achievable. Full implementation of this plan will represent significant impacts in the global plan to eradicate tuberculosis world wide, as well as, guarantee indigenous peoples the human right to the highest attainable standard of health.  

Our children are our future. We are partners in the problems and solutions. We are truly brothers and sisters in this global effort to eradicate TB. We must walk together hand and hand together so that our children will have a brighter future. 
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