Research and policy working together to improve the lives of disabled people worldwide
Introduction
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I want to start by thanking the organizers of this conference for giving me the opportunity to contribute to your interesting programme.  Dialogue between the WHO and other UN agencies and the growing networks of international disability studies is very important to us.  We both share many common commitments: to the gathering of scientific evidence, to the debating of conceptual issues, and above all, to helping improve the lives of disabled people worldwide.

My colleague Tom Shakespeare is reporting in a paper session about our efforts at WHO to remove barriers to the participation of disabled people in our work.  I just want to highlight that WHO offers internships, regrettably unpaid, to hundreds of students every year.  
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My own unit, Disability and Rehabilitation, probably hosts between 6 and 12 interns per year.  We are very keen to attract students with disabilities to come as interns in different WHO departments for 6 to 12 weeks.  Despite progress in disability equality, WHO currently employs very few people with disabilities.  We believe that interns with disabilities at WHO will help raise awareness, and in some cases will return to the Organization in future as regular staff.  So please encourage your students to check out the WHO intern page at www.who.int/employment/internship 
We can provide Geneva accessibility information and other support on request.

The role of WHO
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The World Health Organization is part of the United Nations system, and was founded in 1948 as a technical agency concerned with health.  While historians argue that soon after its foundation in the context of the Universal Declaration of Human Rights, WHO moved away from an emphasis on the right to health towards a narrower concern with the profession of medicine and the application of medical technologies
, since the 1960s, WHO has taken a wider emphasis.  

To take some examples of this, the 1978 Declaration of Alma Ata defines health as "a state of complete physical, mental and social well-being and not merely the absence of disease or infirmity".  This connects to the developing emphasis which WHO placed on primary health care and on strengthening health systems, from the 1960s onwards.  More recently, the Commission on Social Determinants of Health, chaired by Professor Sir Michael Marmott,
 highlighted how poverty, housing and other environmental factors were barriers to health and wellbeing for disadvantaged people. 
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The final report, launched in August 2008, contained three recommendations:

1. improve daily living conditions
2. tackle the inequitable distribution of power, money and resources

3.  measure and understand the problem and assess the impact of action.

Therefore, when WHO talks about disability, we do not do so with a specific emphasis on medicine, but with a broad emphasis on measures to promote functioning and participation in society.

WHO's contribution to the disability field

I just want to highlight three areas among many theoretical and practical contributions which WHO is making to improving the lives of people with disabilities worldwide.

The first is the International Classification of Functioning, Disabilities and Health.  
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Now, I recognise that there is considerable suspicion of the ICF among disability studies researchers, despite the fact that it was developed with full participation of disabled people.  The previous WHO instrument, the ICIDH was identified firmly with the so-called "medical model of disability" and some of this mistrust has lingered with the new approach.

The ICF is different because it emphasizes the environmental factors which disabled people with health conditions, rather than locating disability in the medical condition or impairment.  Like the Nordic relational model, like the Convention on the Rights of Persons with Disabilities, like an increasing number of disability studies researchers, the ICF considers disability to arise from the interaction of the impairment with the environment.  In parallel with the development of the ICF, researchers have defined disability has been helpfully  defined as “a difficulty in functioning at the body, person, or societal levels, in one or more life domains, as experienced by an individual with a health condition in interaction with contextual factors [environmental and personal]”
 (Leonardi et al 2006).  

The ICF is a valuable tool because it enables policy makers and practitioners and researchers to identify disabling barriers, to assess ways of improving functioning - whether through environmental change or assistive technologies, or through rehabilitation therapies, and to provide internationally comparative data on the prevalence and nature of disability, a point I will come back to in a minute.
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A second example is the WHO Guidelines on the Provision of Manual Wheelchairs in Less Developed Settings
.  This document emerged from collaborative work with professionals, scientists, development agencies and NGOs, and in particular people with disabilities themselves and their organizations.  For the first time, it set out standards for wheelchairs which were appropriate to low income settings.  It has been adopted by USAID, by AUSAID and by other donor organizations to guide their funding and provision of assistive technologies.  It is an example of the role of WHO in providing technical advice which can benefit people with disabilities worldwide. I don't need to remind you that some 20 million people with disabilities currently lack the mobility device they need to participate and become independent in society.  Access to mobility devices is a vital human rights issue, as highlighted by Article 20 of the UN Convention.
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A third example is the new WHO Guidelines on Community Based Rehabilitation, which will be launched next month in Abuja, Nigeria.  As most of you will know, CBR is a key tool in disability and development.  Where most of the world's millions of disabled people lack access to services and support, CBR is a network of grassroots practitioners who work with disabled people and their families to promote functioning and participation.  Originally, CBR focused particularly on medical rehabilitation and assistive technologies.  However, since 2004, there has been agreement between WHO, ILO, UNESCO and  the wider CBR networks that it is better conceived as a strategy to promote equalization of opportunities, poverty reduction and social inclusion, not simply rehabilitation in the narrow sense
.  The new guidelines offer simple tips for promoting inclusion of people with disabilities in areas such as education, livelihood and political participation.
Imbalances within disability studies
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Reviewing the journals and networks which promote the developing field of disability studies, it is clear that there are shared characteristics which define the field.

First, that it is a multi-disciplinary or inter-disciplinary field

Second, the predominant focus is the relation  between persons with disabilities and their environments (Scandinavian Journal) or in the British context, the social model of disability.  

Third, implicitly, or in the case of Disability Studies Quarterly explicitly, the goal is "promoting the full and equal participation of persons with disabilities in society".

So far, so good.  However, despite these ideals, the journals coming from the disability studies are dominated by research from and about high income countries.  For example, doing a content analysis of papers from Disability and Society over the past three volumes, we find that more than 80% of the papers focus on disability issues in high income countries.  Only 6% of papers come from low income countries, using the World Bank classification.  Whereas  it is well known that high income countries only account for approximately 20% of the world's disabled people.         

It would be interesting to debate the reason for this neglect.  I assume it arises from the under development of disability studies in the developing world, from the additional costs of conducting research in low income settings, and from the lack of funding, among other factors.  I note that there is a considerable grey literature on disability and development, from donors and NGOs, and from initiatives such as the Disability KAR.  I suggest that it should be a priority for the disability studies community to support empirical research in low income settings, and to grow partnerships with researchers and disability organisations in the developing world.

The World Report on Disability
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In 2005, the World Health Assembly, which is WHO's governing body, mandated the Organization to prepare a World Report on disability and rehabilitation based on the best available scientific evidence.  Five years later, we are on the verge of releasing that document.  Why has it taken so long?

First, because this has been a massive collaborative process involving dozens of stakeholders and hundreds of individuals.  As well as the author teams who are responsible for each chapter, we conducted regional consultations events in each of the six WHO regions, at which academics, policy makers and advocates came together to give us feedback. Each chapter was then peer-reviewed by experts in the field.  Finally, our partner organizations such as the International Disability Alliance, professional organizations and members of the UN system including UNESCO, ILO and the World Bank also gave us valuable comment and feedback.
Second, because covering the complexity of global disability - the diversity of health conditions in the diversity of environments - is exceptionally difficult.  I mentioned the imbalance within western disability studies.  This Report has chapters on health, rehabilitation, assistance and support, enabling environments, education and employment. When we try to review the existing scientific literature in any of those fields, we find huge gaps, and particularly a dearth of good data and evidence from low income settings.  You will not be surprised to learn that a repeated recommendation in the chapters of  Report is that there is a need for more research.
Disability in global context

When we look at disability in a truly global context, rather than through the lens of Europe, North America or Australasia, many of the debates which preoccupy contributors to a conference such as this, or the journals which I previous referred to, look very different.
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High income country scholars and activists, for example, have drawn attention to the problems of over-medicalization.  In low income countries, a major problem is under-medicalization, in other words, lack of access to healthcare.  Data underlines the appalling gap between the health experiences of people with disabilities in low income countries and high income countries.  For example, conditions such as spinal cord injury  are terminal conditions in Africa, where the life expectancy is approximately two years, due to preventable complications such as pressure sores and UTIs.
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High income perspectives have sometimes written off rehabilitation as an oppressive relationship dedicated to normalizing disabled people.  In low income countries, lack of rehabilitation means that people who are born with, or develop, impairments, are unable to maximise their functioning and are deprived of the assistive devices - wheelchairs, hearing aids - which they need to participate in society. Insert data
[education image]

Considerable attention is addressed, rightly, to the campaign against segregated schooling in Britain, the Nordic countries, or North America.  Data from low income countries demonstrates that the primary need is for inclusion in any form of education.  The gap in primary school participation can be as wide as:  insert data.
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There is a considerable literature on independent living and direct payments in the UK and in other high income countries.  Yet in most countries of the world, the idea of giving people with disabilities money to employ personal assistants is frankly inconceivable.  The family is the primary source of support for people with disabilities in Africa, South America and most parts of Asia, and concepts such as interdependence are more relevant than the concept of independence. Insert data
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It is customary to highlight disparities in employment participation in countries such as the UK, where I think it is often suggested that disabled people are twice as likely to be unemployed as non-disabled people.  Ironically, there is far greater equality in low income countries, because levels of employment for all adults are so low.  According to the SINTEF research, for example, insert data.  In most low income settings, informal work is far more important than wage labour, and so different strategies are  needed to promote livelihood, often based on improving access to microcredit or on supporting households rather than individuals.

The vastly different life experience of people with disabilities in the developing world suggests a slightly different set of priorities.  Some of the ethical debates that so concern activists and academics in Britain, for example around prenatal diagnosis or assisted dying, are almost irrelevant in the global context.  

However, as I am sure you are eager to point out, there are key continuities in political and ethical approaches, wherever you are in the world.  These are summarised in the Convention on the Rights of Persons with Disabilities, which underpins our work at WHO and across the UN system, and which forms the framework for the World Report on Disability.


Next steps
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The World Report is now going through the process of institutional clearance, then translation and printing.  It will be launched by the Director General of WHO and the Secretary General of the UN and the President of the World Bank in New York in XX.  The participation of these three major world leaders shows the importance of the Report as a tool for ensuring that governments promote the rights of persons with disabilities, remove barriers, and invest in services to maximise inclusion.

What can you do to contribute to achieving the potential of the World Report on Disability?  

· We hope that you will look out for our series of short YouTube films promoting the World Report, using the slogan "What's disability to me?".  The films were made by Jazz Shaban, a disabled film maker and development worker based in the UK, and the first of these will be released on date.  Please forward the link to your friends and colleagues.
· We hope that you will download the Report from our website, once it is released, read it, and share it.  

· We hope that you will draw attention to the World Report in your media and with your policy-makers.  

· We hope that you will support launches of the World Report in your own country.  Over the 12 months after the global launch, we intend to organise national launches, in association with governments and disabled people's organisations.

· We hope that you will conduct research which fills the gaps in the Report, and monitors the implementation of the Report, in the wider context of the evidence gathering and monitoring required for the UN Convention.

Thank you again for giving me the opportunity to share some of our work with you.  We look forward to positive collaborations with the disability research community, and hope to see some of you as visitors or even interns at WHO HQ in Geneva in the years ahead.
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