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Developing a disability and development 
research agenda for Asia and the Pacific

Summary
In August 2010, CBM Australia commissioned a team from the University of Sydney and RMIT University to undertake a short term project to report on research priorities in disability and development in Asia and the Pacific region, and on research capacity development. The project was conducted over a five week period by way of desk-based reviews, followed by semi-structured interviews with key personnel who attended the Australian Disability and Development Consortium (ADDC) Conference on Disability-inclusive Development in Darwin, 14th-17th September, 2010. Data for the project were also collected at the Research Roundtable held at this Conference. This Summary brings together the findings from these components and presents recommendations for consideration in developing a disability and development research agenda for Asia and the Pacific. 

For the purposes of the project, research was conceptualised broadly to include the process of inquiry, of asking questions to seek answers, to build knowledge in the field of disability and development.  The major frameworks in the disability and development fields, including the UN Convention on the Rights of Persons with Disabilities (CRPD), the UN Declaration on the Right to Development and the Biwako Millennium Framework (BMF), informed each component of the project. Given the brief period for the desk-based reviews, they were necessarily restricted to those resources available on the internet and in library databases, and papers published in English. It is widely agreed that there is a substantive ‘grey’ literature in this field; to access this requires secondary searches, including locating unpublished materials, agency reports, and via word of mouth, to identify work that is not publicly available and work in languages other than English. This more diverse search was not possible in the time frame. 
Similarly, the interviews and small group meetings were shaped and somewhat limited by the very full schedule of the ADDC Conference. That said, the willingness with which those invited to participate gave up their lunch and tea breaks and, at times, session attendance for these discussions is gratefully acknowledged. We also wish to acknowledge the active participation of the approximately 70 attendees at the Research Roundtable, held at the ADDC Conference on Friday 17th September. Without such interest in, and commitment to building research capacity in this field, developing this substantive and full report would simply not have been possible within the time frame. The team attributes the richness of the contributions contained herein to all involved; responsibility for the recommendations presented remains with the team. 

Policy brief and recommendations

Findings from the desk-based reviews
From the desk-based review of literature over the last decade, 45 studies were found that could be described as focussing chiefly on both disability and development (ideally, on disability-inclusive development). The greater proportion of these studies were from countries such as India, Vietnam, Cambodia, Thailand and Bangladesh than from countries in the Pacific region. Loosely grouped under four headings, these studies addressed policy and rights; disability and people’s environments; services; and infrastructure including information. 

What is the significance of finding such a relatively small number of pieces of research and a small number of researchers, even allowing for the project’s limitations? The Asia and Pacific region is a significant region of the world. Asia has some 60% of the world’s population and is growing rapidly. There is a vast range of cultures and languages across the region, and within countries. This apparent anomaly – the size and significance of the region and the small amount of publicly available research found on disability and development – suggests potential difficulty for any organisations or individuals who want to use research. 

Funders, policy-makers, and practitioners in all fields are increasingly looking to evidence-based strategies to achieve optimal outcomes and maximise limited resources. Ideally, there would be easily accessible research evidence for (i) policy development; (ii) building capacity in organisations and strengthening systems; and (iii) translation into practice at systems, local and individual levels.  We have had difficulty identifying and finding a research base and researchers in disability and development in Asia and the Pacific. If research is carried out but not communicated widely (as for example in the grey literature) then experience is not shared with others who stand to benefit. 
The desk-based review of researchers found limited evidence of disability-inclusive development becoming established as a research area that independently interests and supports researchers. There is little from the Pacific Region – a finding consistent with a recent systematic synthesis of community based rehabilitation (CBR) evaluations (Kuipers et al 2008). Few researchers have focussed research specifically on the issue of disability-inclusive development itself. Some researchers have approached the issue of mainstreaming disability in development by researching the inclusion of people with disabilities in existing programs. Other researchers have focussed on disability-specific strategies, either narrowly focussed on particular disability groups or through broader strategies such as CBR. There was little evidence of cross-fertilisation between these groups. There was limited evidence of researchers’ involving their participants and disabled people’s organisations (DPOs) in emancipatory research practice. Many researchers make explicit, or at least implicit, reference to one or more of the international and regional frameworks on disability and/ or development. Human rights frameworks, notably CRPD, and the Millennium Development Goals (MDGs) and BMF seem particularly important.

Patterns of colleagues and teams working together are most notable for their absence. Further, there are no general patterns of partnership between research disciplines that would give rise to the development of capacity in this emerging area. The involvement of stakeholders in the work of researchers is particularly difficult to identify in a desk-based review. However two main approaches are evident in specific research examples: (i) researchers affiliated with organisations that have a research focus, typically but not always universities, travel to an area to conduct fieldwork; and/or (ii) researchers employ and train local people to conduct aspects of the project. The extent to which either approach builds local research capacity or sustainability of programs is not clear and merits further inquiry. There were few reports of multi-lateral collaborations that extended beyond single research projects to become streams of research on agreed priorities. 
Findings from the interviews, meetings and ideas collated from the Research Roundtable  
Given that the focus throughout the project was on research gaps, research priorities and capacity building requirements, it was particularly heartening to encounter sustained commitment to the view that research is critically important for the disability-inclusive development field. This emerged from the widespread view that the many different perspectives on the lives of people with disabilities often come from anecdote, or hearsay or, all too frequently, only from those able to speak out rather than from any systematic and structured approach to understanding the lives of people with disabilities and their particular environments. This gives rise to an even  larger concern: that is, that there is little robust information about large and pressing issues such as the barriers that prevent people with disabilities and their organisations from participating in development and the barriers preventing development activities from becoming disability-inclusive. Given the diversity in disability, and the changes in societies that are affecting the lives of people with disabilities in ways that are poorly understood, it is particularly worrying that there is very little disability-inclusive research.   

Research priorities
Within this context, five recurring issues emerged that are regarded as critically important in considering research priorities. These are:

· The lived experience of people with disabilities in all its richness and diversity

· The exclusion of people with disabilities from ‘mainstream’ opportunities, facilities and services of the societies in which they live

· Prevalence data that are able to illustrate the diversity of disability on many dimensions including but not limited to culture, gender, impairment, ethnicity, age and place of residence

· The identification of regularly used terms such as disability, inclusion, development and disability-inclusive development and clarifying how these are understood in particular cultural and national contexts.

· The effectiveness of what is being done, whether this be policy development and implementation, or programs and their operations, or DPO representation and advocacy 

Building research capacity
The desk review findings suggest that research in disability-inclusive development in Asia and the Pacific region is in its infancy. The difficulty identifying researchers, over and above the problems of finding out about research, is a barrier to developing the field. If researchers and supporters of research cannot locate others with similar topical interests and complementary skills, then each are limited to their own personal networks and to developing their own research. In an emerging field the potential for growth is more likely to be maximised if the stakeholders are connected. 

The following five strategies emerged as foundational to building research capacity in disability-inclusive development in Asia and the Pacific region: 

· Building and maintaining partnerships and relationships that foster, enhance and sustain research implementation and outcomes

· Embedding resources in all program funding for information gathering, evaluation and research activities, and documenting and sharing the knowledge gained 

· Information sharing

· Making disability core business in all aspects of development 

· Asserting and operationalising nothing about us without us as the fundamental principle underpinning the research process from beginning to end
Recommendations 

1. To develop a sustainable participatory disability and development research agenda in Asia and the Pacific region the following are required: 
a) Drawing up principles and guidelines for disability-inclusive research, built on Article 32 of the UN Convention on the Rights of Persons with Disabilities. 

b) Framing an initial research agenda, building on the UN Convention on the Rights of Persons with Disabilities, and drawing on the recurring issues requiring research outlined in this report

c) Sharing of practical ideas for capacity building of DPOs and other research partners, based on the detailed suggestions contained in Sections 4 and 5 of this report

d) Including in every offer of funding the resources required to build research capacity and sustainability in the country in focus, and among the research partners including DPOs
e) Exploring the potential of the concept of the Disability Rights Fund and its participatory principles and processes built on Article 32 of the UN Convention on the Rights of Persons with Disabilities for resourcing research in the region.

2. To ensure information dissemination and sharing of expertise and practice experience in research across the region, the following are required:
a) Dedicated funding from organisations and agencies to develop and maintain a social networking medium on disability-inclusive development and research on this topic, possibly by way of an interactive website in which information, reports and research, principles and best practices can be shared, deposited and disseminated, and new partnerships formed, by enabling people with disabilities, DPOs, non-government organisations (NGOs), funders, and governments to find partners with similar interests. 
b) Alternatively, upgrading of the Australian Development Gateway (www.developmentgateway.com.au) to become an interactive website, expanded to include a dedicated disability-inclusive development focus, and positioned as the central repository and interactive resource for disability-inclusive development and disability- inclusive development research in Asia and the Pacific region.

Developing a disability and development 
research agenda for Asia and the Pacific
1. Introduction
1.1 Project aim and objectives
The overall aim of this project was to consider and present recommendations on research priorities in disability and development in Asia and the Pacific (the Region), including a mapping of capacity and recommended capacity development requirements. The specific objectives were to:

(i) Outline existing research and research gaps in disability and development in the Region; 

(ii) Report on disability and development research capacity in the Region; and

(iii) Recommend priorities for research and research capacity development in disability and development in the Region.
1.2
Context
The first decade of the 21st century has witnessed increased international recognition of, and debate on, disability issues in policy discourses (Yeo & Moore, 2003; Swartz & MacLachlan, 2009; Lord et al, 2010). Stigma, prejudice, social exclusion, politics, illiteracy and lack of confidence are just a few of the factors in the marginalisation of people with disabilities. The need to understand how governments and the NGO sector (including disability organisations) engage in poverty reduction with people with disabilities cannot, therefore, be overemphasised. 

Development practitioners and governments often grapple with the practicalities of including people with disabilities in all aspects of development programs. However, there is increased reflection on aid modalities and how donor agencies enhance the livelihoods of the poor, especially people with disabilities (Edmonds, 2005; Yeo, 2005; Mwendwa et al 2009; Kett et al, 2009). The increased focus on poverty and poverty reduction; the shift towards a rights-based development agenda; a mutually reinforcing nexus between poverty and disability; and increased prominence of disability discourses in international conventions and instruments, have all enhanced support for inclusion of disability issues in broader development agenda in recent years  (WHO et al., 2004; Handicap International & Christian Blind Mission, 2006; Hurst & Albert, 2006; Grech, 2009). Research is an important component in providing evidence-based data that can inform policy. To that end, this project has sought to outline existing research, and recommend research priorities.

In 2008 the Australian Agency for International Development (AusAID) received a set of recommendations on foci for research and education regarding disability and development. Their commitment to an evidence-base has featured prominently in their Development for All strategy for 2009-2014 (AusAID, 2008). As this sector matures, the disability and development movement expands, and the evidence base on disability-inclusive development grows at a rapid pace, there is a need to review disability and development research and research capacity. 

1.3 
Approach to the project: Methods and frameworks
Currently there is no easily accessible information source on disability and development research, and on the capacity for conducting research, in Asia and the Pacific. There is also no framework for organising such information, nor mechanisms for disseminating and delivering research outcomes. As recognized in Development for all: Towards a disability-inclusive Australian aid program 2009-2014 (AusAID, 2008):
The lack of quality, internationally comparable information further weakens the evidence base for informed decision making, including allocation of resources. It also constrains informed policy and programming decisions about disability and development (p.27). 
The task to improve understanding of disability and development research and research capacity, therefore, is large. A systematic approach underpinned by a sound framework is essential to achieving success. 
Outline of methods

To achieve the above aim and objectives, this project undertook to:

(1) Complete a desk-based review of existing research and research gaps in disability and development with a specific focus on Asia and the Pacific;
(2) Complete a preliminary desk-based mapping of disability and development researchers in the Region;
(3) Present the preliminary findings from (1) and (2) above at the ADDC Conference Research Roundtable in Darwin on Friday 17th September 2010
(4) Incorporate of feedback from the Research Roundtable into the review document; and
(5) Conduct key informant interviews with researchers participating in the Research Roundtable;

The key outcomes of the project are:

(6) The compilation of this report identifying key research and research capacity priorities using the initial desk review and ADDC Conference Research Roundtable findings; and 

(7) The development of a policy brief of key findings and recommendations.
The team collaborated throughout the project and particularly in presenting the findings at the ADDC Conference Research Roundtable and producing the outcome documents. Dr Jonathan Makuwira, RMIT University, led Activity 1, the desk-based review of existing research and research gaps in the area. Prof Gwynnyth Llewellyn and the University of Sydney team led the remaining activities. 
Frameworks

There are a number of current agreements, frameworks and classifications in the fields of disability, development and disability-inclusive development that are relevant to this project. These have each been developed in different contexts for different audiences and purposes. Several of these are highlighted here as candidates for identifying and framing the parameters of this project.
UN Convention on the Rights of Persons with Disabilities 

The Convention on the Rights of Persons with Disabilities (UN, 2007) serves to ‘promote, protect and ensure the full and equal enjoyment of all human rights and fundamental freedoms by all persons with disabilities, and to promote respect for their inherent dignity’ (p. 4). It reinforces that universal human rights, such as outlined in the Universal Declaration of Human Rights (UN, 1948), must be afforded to persons with disabilities.

Our approach takes the CRPD as the moral, values based and human rights compass for this work. The Preamble includes the following principles: 

· Recognizing the importance for persons with disabilities of their individual autonomy and independence, including the freedom to make their own choices, and
· Considering that persons with disabilities should have the opportunity to be actively involved in decision-making processes about policies and programmes, including those directly concerning them.
The CRPD points the way; the task is to develop a framework for action in relation to identifying research knowledge, research gaps, research capacity and translation of research into policy and practice. 
UN Declaration on the Right to Development

The UN Declaration on the Right to Development (UN, 1986) proclaims development as ‘an inalienable human right by virtue of which every human person and all peoples are entitled to participate in, contribute to, and enjoy economic, social, cultural and political development, in which all human rights and fundamental freedoms can be fully realized’ (Article 1). The right to development is a group right to the benefit of the population, but also the right of every individual without prejudice and consistent with the Universal Declaration of Human Rights (UN, 1948). 
Millennium Development Goals
The UN Millennium Declaration (UN, 2000) focuses international development on eight Millennium Development Goals (MDGs) to end poverty by 2015 (http://www.un.org/millenniumgoals/). The MDGs focus on human needs and basic rights that every person around the world should be entitled to have met. It stands as an agreement for international effort. 
The MDGs pertain to development in general, but it has been specifically noted that the goals can only be achieved if development is inclusive of persons with disabilities and other marginalized groups. The Pacific Rim Declaration for Disability-Inclusive Millennium Development Goals, drafted at the Pacific Rim Forum on the Rights of Persons with Disabilities, calls all members of the UN to ‘mainstream’ disability into all aspects of the MDGs (UN Enable, 2010).
Biwako Millennium Framework

The Biwako Millennium Framework For Action Towards An Inclusive, Barrier-Free And Rights-Based Society For Persons With Disabilities In Asia And The Pacific (BMF; UNESCAP, 2002) is a regional framework for action that provides recommendations for action by governments and other concerned stakeholders in Asia and the Pacific. The seven priority areas of the BMF, agreed by governments, are:

A. Self-help organizations of persons with disabilities and related family and parent associations
B. Women with disabilities
C. Early detection, early intervention and education
D. Training and employment, including self-employment
E. Access to built environments and public transport
F. Access to information and communications, including information, communication and assistive technologies
G. Poverty alleviation through capacity-building, social security and sustainable livelihood programmes

Development for all

Development for all: Towards a disability-inclusive Australian aid program 2009-2014 (AusAID, 2008) outlines the commitment of AusAID (the Australian Agency for International Development) to assist its partners in Asia and the Pacific to make disability a priority for development. This document outlines three core outcomes desired from AusAid’s disability-inclusive strategy: improved quality of life for people with disability; reduced preventable impairments; and effective leadership and development. The process of producing the strategy document itself, as well as the strategies outlined within it, emphasise that people with disabilities, their organisations, families and carers should lead development activities that affect their lives.

KIPA Framework: Knowledge, Inclusion, Participation, Access 
The KIPA Framework (Edmonds, 2005) identifies four outcomes for integrating the needs of people with disabilities into national poverty-reduction strategies: knowledge, inclusion, participation, and access. Specific strategies are linked to each outcome. When these outcomes are achieved in development, the desired overall reduction in poverty is achieved, and persons with disabilities are able to have the same opportunities as other citizens of their communities.
International Classification of Functioning, Disability & Health 
At a more technical level, the International Classification of Functioning, Disability and Health (ICF) provides a standard language and a conceptual basis for the definition and measurement of functioning, disability and health, and definitions, classifications and codes for its major components: body functions and structures, activities and participation, and environmental factors (WHO 2001). The UN Convention on the Rights of Persons with Disabilities provides a normative legal and moral framework for policy in relation to functioning and disability. The ICF provides a technical framework and detailed language to translate rights, aspirations, policy values and broad aims into workable goals, entitlement programs and related information systems. 
1.4
Key concepts and definitions

Disability and related statistics

The accepted biopsychosocial model recognises disability as a multi-dimensional concept. Specifically, functioning and disability can be experienced as effects on any or all of body functions and structures, activities that people do and participation in any area of life. These effects result from the interaction of health conditions with all aspects of a person’s environment – physical, social and attitudinal (Figure ‎1‑1). 

Figure ‎1‑1: Interaction between the components of the ICF
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Source: WHO, 2001, p. 18

With this broad approach to conceptualising disability it is perhaps not surprising that estimates of disability prevalence vary, among various surveys and studies, depending on which components and domains of disability are studied: impairments, activity limitations and/or participation restrictions. Countries reporting a low rate - predominantly developing countries - tend to collect data through censuses or use measures focussing on impairments (Barbotte, 2001; UNESCAP 2004; Mont, 2007). 
Development

Development, like disability, is a complex and sometimes poorly-specified term. The meaning of development has changed over time. Terms such as ‘progress’, ‘growth’, ‘change’ and ‘modernity’ have been, and continue to be, associated with development. While there is no consensus on the meaning of development, the idea of development may be regarded as progression along a continuum toward:

· improved living standards in the access of basic needs – food, water, health, clothing, shelter, education;

· social, political and economic stability and freedom;

· freedom of choice; and

· active participation in decision-making processes (Godwyll, 2008). 

In a positive light, development is a solution to the challenge of poverty. Development can address inequality, exclusion, indignity and injustice. But development is often a judgement made of countries from the outside. Countries are categorised into ‘developed’ and ‘developing’ and the focus is on the deficiencies of the ‘developing’ and the means by which they might become more like the ‘developed’. In this sense development can become a tool of control over countries. Effective development avoids judgement and control and allows the beneficiaries to participate in decision-making processes to ultimately achieve sustainability. 

Disability and development: Disability-inclusive development

It is particularly pertinent to consider disability and development for a number of reasons. Firstly, from a human rights perspective, persons with disabilities have the same rights as others, including the right to development. Secondly, the UN estimates that approximately 10% of the world’s population have a disability, and that around 80% of those people live in developing countries (UN, 2008). Further, because disability has bi-directional links with poverty and other markers of development, problems of disability and problems of development cannot be solved independently of each other. Specifically, it is well noted that the Millennium Development Goals cannot be achieved unless development is inclusive of persons with disabilities as a significant marginalised group who have not always benefitted from mainstream development. Finally, inclusion of people with disabilities in development initiatives benefits not only people with disabilities, but in many ways it also benefits the broader population. The significance of the inter-relationship between these issues for Asia and the Pacific is specifically recognised in strategic agreements such as The Pacific Rim Declaration for Disability-Inclusive Millennium Development Goals (UN Enable, 2010), the Biwako Millennium Framework (UNESCAP, 2002) and Development for All (AusAID, 2008).

Disability-inclusive development firstly recognises the important inter-relationships between disability and development. More than that, a disability-inclusive development strategy is to the benefit of all peoples, including people with disabilities. Disability-inclusive development recognises that:

· all people are entitled to universal rights such as those outlined in the Universal Declaration on Human Rights, UN Declaration on the Right to Development and UN Convention on the Rights of Persons with Disabilities;

· disability is a multifaceted experience comprising impairments of body function and structure, activity limitations, and participation restrictions, arising from the interaction of health conditions, environmental factors and personal factors; and

· ‘disability and ‘development’ are socio-political labels that ought only to be applied with the inclusion of the persons to whom they are applied and never as a mechanism in the control of a person or group of people.

In practice, when consistent with these principles, disability-inclusive development is a collaborative partnership for the advancement of all people evidenced in improved living standards and access to basic needs; social, political and economic stability and freedom; freedom of choice; and active participation in decision-making processes. Disability-inclusive development occurs under the active control of people with disability and with respect and understanding of the diversity among people with disabilities.
In this project we recognise both disability-specific and mainstreaming approaches as components of disability-inclusive development. Disability-specific approaches address the distinct needs of people with disabilities. Mainstreaming approaches seek to ensure that people with disabilities are considered and included in all relevant sectors and policies, and that action against structural social inequalities is integrated into strategically important areas of development cooperation. This ‘twin track approach’ recognises that access to disability-specific approaches to preventing or reducing impairment and overcoming barriers complements initiatives to ensure that the environment supports diversity and the inclusion and participation of people with disabilities in their societies and the range of development activities. 
Research

For the purposes of the project, research was conceptualised broadly to include the process of inquiry, of asking questions to seek answers, to build knowledge in the field of disability and development.  Inquiry, discovery and dissemination of findings are key elements of research, whether the dissemination is through academic or ‘grey’ literature, or in other forms of reporting. 
1.5
Scope and limitations

While intended to be more comprehensive than the previous report to AusAID, the short time frame none-the-less limited the scope of the project. The six-week time frame included the desk-based reviews, the ADDC Conference (interviews and Roundtable), synthesis of results and finalisation of the report. Although each method also has limitations, to the extent possible these limitations are minimised by use of multiple methods. 

Limitations to the desk-based review phase

The desk-based review phase was to identify research and researchers in disability and development in the Asia and Pacific Region. The purpose of this phase was to present a preliminary report on research, research gaps, and researchers (an indicator of research capacity) to the Research Roundtable at the ADDC Conference. 

Research evidence that might be uncovered in a short-term desk-based review project by academic researchers is limited to that which is published electronically and in a form that is identifiable as ‘research’. The majority of ‘research’ identified in such reviews would typically be from ‘academic’ journals that are published electronically and available free or on subscription to universities. Even when not restricted to ‘scientific’ or ‘peer-reviewed’ sources, this is skewed toward the work of university-based academics, who are the main producers and consumers of such publications.

The second source of research evidence is research reports that are published online, predominantly non-commercial publications or the ‘grey literature’. Reports published by sponsors of projects are increasingly accessible to researchers, although ‘in house’ reports prepared in the course of program implementation, often referred to as operational reports, are much less publicly accessible. Sponsor driven research will tend to be that funded by governments, larger organisations, and higher income countries, where there are the resources to support ‘publication’ and where donors may have an expectation of receiving a report on specified outcomes. 

Our access to this sub-set of ‘research’ in a short-term Australian-based review is further restricted to that which is available in English. Given the multitude of national and local languages widely spoken in Asia and the Pacific region, there is undoubtedly much research that is published in other languages that we have not accessed.

Finally, much research that occurs in the field of disability and development is not brought to publication in a form that is necessarily identified by academics as ‘research’. People conducting the research may not publish their work as ‘research; if they do not identify themselves – or have others identify them – as ‘researchers’. For example, people who are engaged in inquiry, the systematic collection of information, and other activities that are, broadly, research may identify – or be identified – more strongly with communities of practitioners, policy-makers, or others not seen as researchers. People involved in research activities may also not publish their work as ‘research’ if they see that other forms of communication better meet the needs of their intended audience. For example, many stakeholders in the intended audience for research in disability and development are not consumers of traditional ‘research’ publications. In fact, limited resources (e.g., computer and internet access) and skills (e.g., education and information literacy) may mean that stakeholders do not have access to the very kinds of electronic communication that this research team is limited to including.

The ADDC conference phase, including interviews

There were also constraints to the interview and Roundtable phase, chiefly the challenge of having discussions and interviews of varying length and style in people’s busy conference schedules. Nevertheless, the opportunity to mix with, have discussions with and learn from the 70 people attending the Roundtable, and the many others attending the ADDC conference, and to interview more than 20 people in greater detail, was an excellent opportunity to glean views and knowledge from a range of experts in the region. The research team hopes it has done justice to the rich discussions at the conference and Roundtable.
1.6
Parameters for data collection

The frameworks underlying the project team’s work, and the three main objectives for the project, are outlined above. From this, more detailed parameters were specified, for the purpose of unifying the collection and annotation of research, including the desk-based review of research and mapping of researchers, interviews with key researchers, and feedback from the ADDC Conference Research Roundtable.

The parameters for data collection in this project, and their relationship to each other, are outlined in Figure 1‑2: Matrix of Project Parameters. The matrix expresses the parameters pertaining to research identified in the project in the column, and parameters related to researchers identified in the project in the row. The common parameters are highlighted in the central, common cell.

 SHAPE  \* MERGEFORMAT 



The common parameters that apply across all data sources represent the ultimate focus of this project. These are highlighted in the central cell of the matrix. Specifically, for each source it is necessary to identify how data pertain to the key concepts of disability, development, and disability-inclusive development, including how these are conceived by the research or researcher in comparison to their definition in this project. It is also necessary to identify where the data pertain to the project outcomes in terms of identifying existing research and research gaps, research capacity, and research priorities.
2. Existing research and research gaps in disability and development

The first task of this project was to conduct a desk-based review of existing research and research gaps in disability and development with a specific focus on the Asia Pacific region. 

2.1 Methods

Data collection

Using internet search engines such as Google and Google Scholar, a comprehensive, critical review of articles, documents and reports on research in the areas of disability and inclusive development was completed; attention was restricted to those published in the last decade. The search also included websites of Institutions of Higher Learning (Universities, Research Institutes within Universities); International and National Non-Governmental Organisations; Regional (Asia and Pacific) development networks; government departments; and multi-lateral research and donor organisations in Asia-Pacific and other regions of the world. The identification process followed a search of various terms gravitating around disability-inclusive development. Some of these terms included, but were not limited to: ‘development’, ‘social development’, ‘disability’, ‘disability and development’, ‘disability and MDGs’, ‘models of disability definitions’, ‘disability and development policy’, ‘poverty, ‘disability and poverty’, ‘handicap’, ‘impairment’, ‘discrimination’, ‘exclusion’, and ‘stigma’. 
The following parameters (Table 2‑1) were identified for comment in an annotated bibliography created for the project. Being reliant on brief published reports of research, it was not possible to identify every parameter for every piece of research. Likewise, for some parameters and projects direct evidence was reported, while for others evidence had to be inferred.
Table 2‑1: Parameters for review of research

	Parameter
	Indicative content

	Project / Topic
	Project title / Subject

Aspects of disability and development researched

(related to the candidate frameworks, such as the ICF)

Aim or information / evidence being sought

	Country
	Where the research was conducted

Reported country-level development activities

Reported national imperatives for disability and development

	Organisation, System, Funder
	Organisation/System in which the research was conducted

Funders and other sponsors and supporters of the research

	Demography
	target group: age, sex, location, characteristics

	Methods and Tools
	Methodologies, methods and measures

	Purpose
	policy development; capacity building in organisations and strengthening systems; and/or translation into practice at systems, local and individual levels

	Potential Application
	system, local and individual

	Disability-inclusive development

	Research frameworks
	Framework for the research

Explicit/implicit link to UN Conventions, MDG, BMF, KIPA, ICF

	Concepts
	How concepts are defined in the research 
(compared with our disability-inclusive development)

	Stakeholder involvement
	Relationships and partnerships with stakeholders

Significant issues identified in stakeholder community

	Research gaps and priorities
	Limitations of the current research

Identified research gaps and priorities: area, justification, evidence the area is a community or country priority, any evidence of the expressed needs of people with disabilities

	Research capacity
	Statements of research capacity reported


Analysis

Data were analysed thematically. The main analytical themes included: research theme and/or problem; purpose or contribution of the research project to disability-inclusive development; regional and demographic focus; research framework, methods and tools; research application; stakeholder involvement; research gaps, priorities and capacity. While some articles and documents clearly outlined and recommended key research gaps and priorities, in others a critical analysis was undertaken to distil such information.
2.2 Results from the desk-based review of research

Research addressing broad issues in disability in developing countries is rather limited and, where it exists, the emphasis is about establishing data sets on the prevalence of disabilities and understanding rehabilitation programs (Jeffery & Singal, 2008; Singal, 2010). Furthermore, the dearth of basic data on social indicators on how disability, poverty and development are operationalised in practice. In Asia and the Pacific, research in disability and inclusive development remains thin (Barnes, 2003; Sands, 2005; ADDC, 2008; Singal, 2010).  

Consistent with previous studies on disability-inclusive development research gaps and priorities (see Albert et al., 2005; ADDC, 2008), the present review provides evidence that affirms the need to not only engage in more rigorous analysis of disability-specific and mainstreaming issues in disability-inclusive development but it also highlights the countries within Asia and Pacific region that are more researched than others. Aside from the key research themes that have been already identified in previous reviews and research roundtables, the current review reveals some new themes, research priorities and gaps. These research gaps and priorities are by no means exhaustive. However, they broadly indicate key areas and themes which require more attention. The review further offers new insights into whether or not the research outputs have contributed to policy and practice. It also highlights areas that are currently critical in enhancing disability-inclusive development.
Research gaps and priorities

Some areas of existing research

While there was strikingly limited number of papers, reports and references in the literature that fit the current conceptual understanding of ‘disability-inclusive development’, there is a broad range of research reports that loosely reflect the BMF or make reference to the KIPA Framework. Broadly, these papers can be clustered into those that focus on policy and rights; people with disabilities and their environment; service provision; and infrastructure and information.

Policy and Rights

A significant number of papers have attempted to articulate issues of policy and rights within the disability-inclusive development. A few of these provide a snapshot of coverage. For example Thomas (2005) and Gartrell (2010) look at marginalisation of people with disabilities in the workforce while Morrow et al (2007) and Mwendwa et al (2009) analyse mainstreaming the rights of people with disabilities in national development frameworks. Closely related to this strand are papers that focus on broader advocacy issues and, more specifically, those that advance women’s empowerment (Peters et al., 2009; Kim, 2010).
Disability and People’s Environments

The second set of research papers found offered intriguing insights into disability and people’s environments. While some these papers overlapped in many ways with those in policy and rights cluster, the majority are centred on participation of people with disabilities in the identification, planning, design, implementation, monitoring and evaluation of development projects, albeit with limited scope of analysis (Harknett et al., 2005; Zook, 2010). Other researchers such as Lamber and Rössler (2007) offer some insights into the nature and  type of disability and societal attitude towards people with disabilities, especially in Asia. Closely linked to disabled people’s environment were studies done in Japan and China which unravel an emerging trend in independent living movement (see Hayashi & Okuhira, 2008; Fisher & Jing, 2008). Limited data were available that articulated rural-urban migration among people with disabilities. However, there is a growing research which purely focuses on the cause and treatment of specific impairment but fell short of fitting the definition of disability-inclusive development.

Services

Unlike the previous two research strands mentioned above, there was a large body of research on broader service provision, especially in education and health. Recent initiatives in inclusive education have featured highly in this regard. For example Filmer (2008) has closely analysed the linkages between disability, poverty and schooling while other researchers such as Groce and Bakshi (2009), Groce (2006), Robinson & Evans (2005), and Ainscow and Miles (2009) have looked at issues of education reform with emphasis on inclusion and teachers’ attitudes towards people with disabilities in the region. While there is a reasonable coverage of these issues in Asia, there is limited data on the Pacific region. 
Infrastructure and Information

A number of studies have addressed issues of access to infrastructure but very little on the monitoring and (impact) evaluation of development work. It has to be acknowledged that the research reported in the preceding sections highlights many emerging researchers in an emerging area of research in disability and inclusive-development.
Research gaps

The various existing research themes highlighted above have also given rise to a number of research gaps. The list must be understood within the context of an emerging trend in research activities which, by their nature, give rise to further exploration of the same topics/themes or, as a recommendation emerging from specific research activities already undertaken. In some cases, the list also includes topics which have been distilled from the data. The following are some of the gaps identified, listed under the headings used above:

Policy and rights

· Governance and management of development projects

· Targeted research on disability-specific indicators in, for example MDGs

· Impact evaluation of rights-based approaches to development

· Awareness of the CRPD among people with disabilities and the general public

· Anti-discrimination laws and the creation of barrier-free environments

· The impact of policy reform, processes and inclusion in different social, political, economic and cultural environments

· Sexuality, disability and inclusive development

· Ethnicity, disability and inclusive development

· Faith, disability and inclusive development

Disability and people’s environments

· Social security and people with disabilities

· Nature or kind of disability and societal attitude towards integration
· Social model of disability in disaster and emergency situations
· Impact of donor policies and development aid conditions on disability-inclusive development
· Forced and displaced migration among people with disabilities
· Locally appropriate approaches to rehabilitation for people with disabilities
· Climate change adaptation and people with disabilities

· Urbanisation, urban poverty and people with disabilities

Services

· Socio-cultural contexts and health service provision

· Access to rehabilitation

Infrastructure and Information

· Understanding and usage of ICF in research on disability-inclusive development

· Information management, monitoring and evaluation systems among DPOs

· Viability and effectiveness of partnerships between and among DPOs, governments, donor agencies and other NGOs in disability-inclusive development

· Viability of DPOs as agents of employment of people with disabilities (PWDs)
· Donor coordination and its impact on disability issues at country and regional levels

· Meta-analysis of emancipatory research

· Fundraising.

Research priorities
· Capacity development: Capacity building remains a priority to many DPOs and PWDs. In Asia and the Pacific region, it is a priority because of the complex social, political, economic and cultural dynamics. Evidence-based research on skills transfer between researchers and people with disability remains under explored. In particular, capacity development in research methodologies and training tops the list of emerging priorities not only in Asia and the Pacific region but elsewhere too. 

· Gender, disability and development: While there is a lot written about the nexus between gender, disability and development, mainstreaming of gender and disability in development projects, programs and policies requires further research to build deeper understanding. There are numerous claims and counter-claims with limited evidence of the effectiveness of disability mainstreaming. In a similar vein, gender-related values, attitude, socio-economic and cultural issues and their impact on people with disabilities remain a research priority. 

· Coordination, collaboration and partnerships: While partnerships have become a popular discourse in development lexicon, evidence-based research on their efficacy is limited. Stakeholder collaboration, coordination and partnerships mechanisms among service providers in support of disability-inclusive development is a research priority.

· Comparative analysis of country-specific disability rights policies and independent living policy implementation. Further research on the experience of disabled people of independent living policy would assist in understanding both the policy context and the conditions that facilitate social inclusion. This should also be looked at from a rural-urban perspective.

· Effectiveness of micro-credit schemes on the social and economic wellbeing of people with disabilities. In general there is a lot of literature on micro-credit schemes but less on the impact of the scheme on people with disabilities. Evidence-based research and/or impact evaluations are needed in this area.

· Effectiveness of ‘twin-track’ approaches to disability-inclusive development. While the social model of disability has gained prominence in the development sector, there are critics who question the impact and efficacy of the twin-track approach. The fundamental question which lingers over this is the operationalisation of the approach and whether there is an impact on the wellbeing of people with disabilities.

· Social safety nets/cash transfer programs: Research on the impact of social safety nets cash transfer programs on PWDs and the legal foundations to make cash transfers a ‘right’ is also a priority.

· Participatory development approaches and action research. Good practices of transformative participatory approaches in the conception, planning, design, implementation, monitoring and evaluation of development projects among people with disabilities.

· Care, support and treatment of people with HIV/AIDS and disabilities. More evidence is needed in this area. Again, calls for the inclusion of people with disabilities in HIV/AIDS outreach efforts are regularly countered with concerns that HIV/AIDS activities are already stretched to the breaking point and that funding to develop new disability-specific activities is not available.

· DPO umbrella organisations. The fundamental question emerging out of this theme is: how do DPO umbrella organisations strengthen their membership and sector networks.

· Research on the child and youth poverty within the context of people with disability.

· Strategic planning for DPOs.

· Sustainability of project management structures.

Disability and people’s contexts. Research priorities in this area are the living conditions of PWDs in Asia and Pacific region; public awareness of rights of PWDs; socially inclusive disability policies; and the impact of different social, political, economic and cultural environments on policy reform, processes and inclusion. 
Research capacity: some comments

A closer scrutiny of data on research capacity reveals conflicting messages. Determining whether research outcomes influenced policy or whether they reached their intended audience was difficult. However, there was substantial acknowledgement of challenges to the research process. These challenges or lessons learnt included organisational, systemic, social, political and economic topics. Systemically and organisationally, many researchers reported having difficulties accessing resources to enable them to conduct robust research. Linked to this is the question of capacity. Depending on the nature of the research, the greater proportion of robust research analysed in this review emerged from academic institutions with their affiliate research institutes. For most DPO’s, the capacity to conduct research and use research results for both institutional and organisational strengthening hinges on a number of factors. First, most of the capacity constraints emerge from the manner in which other researchers conduct research in the disability and inclusive development field and with people with disabilities. Essentially this is to do with skills transfer. Second, research capacity is further constrained by the manner in which researchers utilise networks, be it from within the DPOs or from other sectors. Third, the political space, as an environment within which researchers work, can sometimes dictate the success of a research activity. The review has highlighted the constraints of information access, academic and non-academic outlets, public versus private, and who needs capacity.

3. Disability and development researchers in Asia and the Pacific

The second task of this project was to conduct a preliminary mapping of disability and development researchers in the Asia Pacific region, again via a desk-based search and review.

3.1 Methods

3.1.1 Data collection

Sources for the identification of researchers included:

· the desk-based review of the literature;
· searches on specifically-targeted databases and catalogues such as Source and the British Library for Development Studies;
· searches within journals in the area, including those identified in the desk-based review of the literature, such as Journal of International Development and Asia Pacific Disability Rehabilitation Journal;

· hand-searching of organisations, grey literature, and conference programs and proceedings (recent and upcoming conferences, not just ADDC); and

· snowballing from known researchers, identifying co-investigators on their projects and colleagues in their organisations and networks.

Only research from the last 10 years was included in searches to identify researchers. Although it was not possible to search to the point of saturation, it was noted that additional searches were beginning to uncover many of the same researchers.

3.1.2 Parameters

Table ‎3‑1: Parameters for review of researchers

	Parameter
	Indicative content

	Personal factors
	The researcher’s background, experience, and empowerment

Experience of and attitude toward disability and development

	Country
	Country

Current development priorities, programs, and achievements

	Organisations and Systems
	Support for research, including funding

Imperatives impacting disability and development

	Colleagues / teams / networks
	Social capital

	Expressed needs 
	Expressed needs for resources, support, capacity development

	Disability-inclusive development
	

	Research frameworks
	Frameworks the researchers use for their own research

Explicit/implicit links to CRPD, MDGs, BMF, KIPA, ICF

	Concepts
	How the researchers define the research they are doing 
(compared with our disability-inclusive development)

	Stakeholder involvement
	Relationships and partnerships with stakeholders

Significant issues in stakeholder community

	Research gaps and priorities
	Expressed research gaps and priorities

	Research capacity
	Self-reported research capacity

Sense of empowerment to engage in research


3.2 Results from the desk-based review of researchers

The approach, as it evolved

The planned approach to identifying researchers and the focus of the information collected are outlined above. Where people are employed in organisations with a major focus on research, much of this information is collated and published by the organisation. With this information on research interests, geographic location, organisational location, co-investigators, colleagues, partnerships and the like, the analysis could attend to identifying the footprints of networks. Taking the purpose of this component of the project to be informing discussions and findings on research capacity, formal and informal networks are potential resources that could be supported, tapped into, further developed, adapted, expanded or replicated.

However, collecting reliable information on researchers, particularly those outside of the university sector (and then only information provided in English), proved to be difficult. It became apparent that using the methods outlined above to identify researchers was going to continue to identify more and more academic researchers, and further mask the contribution of researchers from other countries, language groups and sectors.

The focus of these results is on a limited set of information on 101 researchers who are also included in the desk-based review of research (n=65) and/or invited to key informant interviews at the ADDC conference. Sources of information include research that is not included in the desk-based review of research. Still, very little information was available in English for around 30 of those. The available data on a larger group of around 200 researchers we identified from all sources was used to check trends and gaps.

The questions it raised
Information from the desk-based review of researchers must be interpreted with regard to the limitations that apply to the desk-based methods in this project. Namely, research that is communicated in web-accessible forms does not necessarily reflect all of the research that is happening, and not all research that is communicated will be available to this project. 

It is also necessary to acknowledge that in using secondary data about researchers we need to be cautious in the desk-based review of researchers about the interpretation of information that is published for an entirely different purpose (communicating organisations activities and research results). Specifically, this raises questions about how the available information can be interpreted to address the purposes of the current project.

Even with key concepts, including research, defined, attempting to identify ‘researchers’ in a desk-based review has been difficult. It is sometimes clear (as in author contribution statements), sometimes implied (such as in descriptions of methods), and often unstated, that people we have identified as being involved in research are one of a team of people who together do research. Others are involved but may remain un-named. 

It is also not clear that all of these people would consider themselves researchers, even within our broad definition. Some are formally labelled and employed as ‘researchers’ and others are likely to identify themselves as researchers, but others may not identify themselves as researchers, though they may have some involvement with research. It is not possible to clearly classify people as researchers versus people associated with research. 

The ‘findings’ 

We identified a large number of people who may be associated with research, though in many cases it was not possible to locate much information about these researchers and their research work. Only 65 were associated with research in the scope of this project and it is impossible to clearly classify the group into researchers versus people associated with research. There are also indications that we have not been able to locate others who are researchers. It is therefore risky to infer one of the key elements of research capacity, that is, personnel already trained and engaged in research, from this component of the research alone.

On the basis of data that are known, as outlined, to be incomplete and inadequate, the following possibilities can be suggested, guided by the categories of the framework:
Researchers and their research

Very few researchers in our sample could be connected with multiple pieces of research. There were also few overlaps between researchers identified in the desk-based research review and those among the potential key informants attending the ADDC Conference. Although the latter partially reflects the complementary foci of those two methods, overall there is little evidence of researchers having established in the field as measured, for instance, by an academic view of research outputs such as publications. 

There are a sub-group of researchers affiliated with universities who themselves have multiple research outputs. However, most of these researchers are established in the development field and involved occasionally in disability-inclusive development research, or vice versa. There is little evidence of disability-inclusive development as a research area that independently interests and supports researchers.

Country: researchers and research

Most researchers identified were based in Australia, the United Kingdom, and the United States of America. The next most common countries, with ten or more researchers identified in each, were Indonesia, Bangladesh, India and Cambodia (although these figures were influenced by numbers attending the ADDC Conference). Very few researchers were identified from the Pacific Region, and most of those were people from Fiji, the Solomon Islands and Vanuatu who were attending the ADDC Conference. 

Countries in the Pacific Region were also relatively rarely identified as locations in which these researchers were conducting most of their research. Afghanistan, Pakistan and Sri Lanka were among the countries represented more often as locations for research than as a base for researchers. A substantial number of researchers from higher income countries, and particularly from the United Kingdom, conduct research in countries in both Asia and Africa. Researchers from other countries appear to be researching mostly in their own countries, although several are conducting research internationally. (We do not speculate on the reasons for this distribution, including factors such as opportunity and need for research.)
Colleagues, teams, and networks

Patterns of colleagues and teams working together are most notable for their absence. A relatively small number of researchers were involved in multiple projects at all, and in very few cases were the same researchers working together on multiple projects. There do not appear to be researchers established in disability-inclusive development, nor established patterns of inter-disciplinary partnership giving rise to the routine involvement of disability and development researchers in each other’s work.

In the process of conducting the desk-review, researchers’ involvement in practice networks of NGOs was frequently apparent. What was not as evident was their involvement in networks of research. Examples of networks performing some of these functions are Source: International Information Support Centre on information exchange and Global Partnership for Disability and Development as a network with capacity building and knowledge sharing and creation among its aims.
Research frameworks

Many researchers have made explicit, or at least implicit, reference to the documents we had considered as candidates to our organising framework. Most strongly represented was the use of a rights-based framework, often with specific reference to the CRPD and the BMF. The MDGs were also referred to by many researchers, though less often as a framework for research than as a justification for action. The ICF was referred to by some researchers on disability, as were social models of disability.
In line with findings on individual researchers and collaborations, a few researchers have focussed research specifically on the issue of disability-inclusive development itself. More often researchers have approached the issue of mainstreaming disability in development from a development basis by researching the inclusion of people with disabilities in existing programs. Another group of researchers have focussed on disability-specific strategies, either narrowly focussed on particular disability groups or through broader strategies such as CBR. There was little evidence of cross-fertilisation between these groups.
Stakeholder involvement

The involvement of stakeholders in the work of researchers was particularly difficult to identify in this desk-based review. Most examples were from specific research projects. The development networks that turned up in the process of conducting this desk-based review would suggest that this is an under-estimation of the involvement of stakeholders in research. Looking to examples of specific research projects, however, two main approaches are apparent. 

In one approach researchers affiliated with organisations that have a research focus (university or international NGO) travel to an area to conduct fieldwork. Periods of fieldwork range from days, to over a year. The researcher then leaves that area. Given the factors outlined above, it could be hypothesised that this research is particularly likely to be published and accessible to this project team.

An alternative approach identified in research in this project was for researchers to employ and train local people to conduct aspects of the project. While this strategy was able to be identified through descriptions of methods or acknowledgements in publications, information was almost always insufficient to identify the people involved, their roles and capacity. In some cases the philosophical orientation of the researchers and framework for the research would suggest that inclusion and partnership could be expected, but again this information is not available.

Less commonly identified in this project were reports of multi-lateral collaborations that extended beyond single research projects to streams of research on agreed priorities. Having said that, there are indications that some of the large international development research institutes are working with the same organisations and people, and employing and training local people across multiple projects in the countries in which they are conducting research. This was not a strong theme and it was difficult to identify any detail about the nature of this work even where there were indications it was occurring. 
Discussion
We have emphasised to this point how the methods of this component of research offered a limited picture of researchers in disability and development in Asia and the Pacific. Of course, it may be the case that we have identified all the researchers that have been working in the field in the last decade. However, particularly given our broad definition of research, we think this unlikely. This leaves us to consider the implications of what we have identified, but also the implications of the fact that we have not been able to identify some things we might expect.

Firstly, if what we have identified fairly reflects the field, then there are several indicators that research in this area is in its infancy and that its development could be fostered further. Specifically, the apparent lack of established researchers and of patterns of inter-disciplinary research partnerships may be an indicator of an emerging research area. The recent focus on disability-inclusive development identified in the framework underpinning this project is at least in part acknowledged by researchers, but not fully embodied in research practice.

We have had difficulty identifying and finding out about researchers in disability and development in Asia and the Pacific. The majority of what we identified came from Asia, with little from the Pacific Region. Indeed, many countries are not represented at all, which is consistent with a recent systematic synthesis of CBR evaluations (Kuipers et al., 2008). As we have indicated above, there is probably information that we have not been able to identify as research or to access. However, funders, policy-makers, and practitioners in all fields are increasingly looking to evidence-based strategies to achieve optimal outcomes and maximise limited resources. If research is not widely communicated, then experience is not shared with others who stand to benefit.

The difficulties with identifying researchers, plus the problems in finding out about research are barriers to developing the field. If researchers and supporters of research cannot locate others with similar topical interests and complementary skills, then each are limited to their own personal networks and to developing their own research agendas. In an emerging field the potential for growth is maximised if the stakeholders are better connected.

There is insufficient evidence to comment on the kinds of relationships between researchers and the organisations that support their research – and the degree to which these relationships foster well-functioning and productive research partnerships thereby growing capacity in this field.

4. Key informant interviews

4.1 Methods

Key informant interviews were conducted at the ADDC Conference with participants attending the Research Roundtable. The ‘interviews’ were of varying length and style: small group discussions, individual interviews over lunch or during breaks in the conference program, two or three brief ‘catch-ups’ with people who had many other demands on their time, and longer conversations extending over dinner.

In each discussion, the project team briefly introduced the project and its aims, and asked people to share their ideas on the two key areas of inquiry: research priorities and gaps, and ways of building capacity for research on disability-inclusive development. A semi-structured interview schedule had been prepared but was used mainly as a ‘back-of-mind’ aide memoire for the project team (Appendix 1). The conversations flowed freely over the two main topics, largely driven by the interviewees, who had a great deal to communicate.

4.2 Results from the key informant interviews

During the course of the ADDC Conference the project team was able to interview more than 20 of the people who attended the Research Roundtable. These people had a range of affiliations, including with: DPOs, educational institutions, research institutes, family and government. Many had more than one affiliation and role in relation to the topic of research on disability-inclusive development. Their countries of origin (and in most cases where they now live and work) were: Bangladesh, Cambodia, Fiji, India, Indonesia, Nepal, Papua New Guinea, The Philippines, Vietnam, and Australia.
An overview of the issues the participants raised is set out in Tables 4.1a and b. As the interviews progressed over the three days of the conference (and some further discussions the following Monday), ideas were progressively grouped into apparently common topics and themes shown in the headings in the table. As far as possible the ideas communicated and tabulated here reflect the terms used by interviewees, as noted down by the project team during the discussions. The aim is to reflect the perspective on, and frequency of the topics raised.
Table 4.1a: Research priorities and gaps

	Education: 

Education is vital to level the playing field – is it doing it? Which models work, with what effects? Effective teaching methods need research. 
Community based education. How to get education to children in distant areas. (What about mobile instructional manager for rural and remote areas?) 
Comparative research: educational practices – inclusive and other; comparisons with other countries – multinational work
Can countries report on MDG number 2 regarding primary education?
Strong monitoring and evaluation are needed.
Quality education, not just education
How to change from special education to inclusive education. Whilst focusing on inclusive education, there is a need to address specialised support which may include areas such as  provision of assistive devices, one to one teaching for those with multiple disability, counselling and even mentoring
Inclusive education goes beyond education – culture and heritage, teachers etc
A research/policy centre on inclusive education. A strong monitoring and evaluation system

	Health services:

Access is an issue, also the service itself (quality); routine records should be better and more useful
Physical access is a problem in many buildings. Health staff are not clear on disability policy. What are the barriers?

Using current health services data collection to add items about disability as one step to getting disability specific data; educate maternal health services so that disability is identified and counted and also to help develop strategies to combat ‘preventable’ disability
Research on how to implement health services free of charge to PWD; overcoming access barriers; possibly leading to guidelines
Research on how to meet needs of the children with severe disabilities with limited resources and expertise 

	Specialist support services:

Lack of buy-in with indigenous cultures because health and support services are based on the medical and welfare models 

	Poverty:

Food and mobility are basic – we can’t empower people to do research if they don’t have basic needs met (e.g. 2 bowls of rice on the table per day). 
Research (e.g. on cause and effect in the disability-poverty relationship) must be done by people in their own context
People with disabilities are the poorest of the poor. Because of this, and that there is no data collection, only those people with disabilities who turn up to DPOs or hospitals are known about. Need to understand about how to meet basic needs first; then to provide for living with disability after e.g. accident, stroke. This does not exist now. Research is a long way from meeting basic needs. VERY keen to get numbers to show that people with disabilities  need services etc
Research to help developing income support schemes. In some countries there is support for soldiers with disability as a result of war, but not for people with mine injuries or after traffic crashes.

	Employment:
Need research to inform guidelines
What are the barriers to employment?

Is employment related legislation and a quota system working?

	Environment:

Climate change: For instance, why do people with disabilities live in a certain area in one country where flooding is a danger
Political agendas (e.g. Australian government Intervention programme)

	Impact of modernity:

Need to understand (research) changing conditions to urban, modern society – diminishing family support – people with disabilities  left to fend for themselves become poorest of poor and victims of violence/ abuse – captured as ‘shut in’ (hidden) or ‘shut out’ (abandoned)
Overall impact of modernity on psychological illness/ prevalence of mental illness in community. 

	CBR: 

Its effectiveness in promoting disability-inclusive development 
Effectiveness (generally) of CBR
How to integrate PWD at the communal plan level 

	Twin track policy: 

How well does the mainstream development agenda work?

	MDG reports: 
To what extent is disability included (could be examined by review of country reports)

	Evaluation and implementation:
[This was a recurring theme in various comments (e.g. education, methods, partnerships)]

What are the real benefits of programs? What are the gaps?
Few DPOs document their work adequately.

How is policy effectively implemented? Knowledge, attitudes, practices; for instance research about understanding of disability within ministries; how to change staff practices in the health sector.
Information is needed at the right level for implementation. For instance if information about implementing CRPD is too broad, it is not seen as applicable to each ministry (e.g. planning).

Sustainability of services is a problem. Sometimes NGOs come and provide services for 3 or 6 years and the program is meant to be taken over by government and continue, but this does not always happen. Research on what makes this happen (i.e. successful capacity building for sustainability of services) would be useful.

	Methods needed:

Longitudinal studies – (e.g. to measure progress, record life experience, see long term results of interventions).

Qualitative research as well as quantitative research is important.

Routine records to be used (e.g. health).

Models of research (methods and evaluation) – lack of awareness and sensitivity towards culture.

	Lived experience:
Hearing the ‘real voices’ – lived experience; understanding of culture; hearing the voices of different groups

What are the factors behind ‘neglect’ of children and adults with disabilities (e.g. people may have other children, farms to tend).
‘Practical things’ should be the focus of research
People must understand cultural context before they talk about raising awareness
Research to find out who is out there and what their needs are, because now no one really knows
Tracking voices of different groups – find out what they need within a cultural context

Understanding the indigenous cultural context: Imposed services do not work, voices from indigenous not heard, for instance about what they would like; ‘same old same old’.

	Inclusion – exclusion

Economic benefits of disability-inclusive design
Cost of exclusion – (it is considered ‘too expensive’ to provide services in the remote and regional (indigenous) community, but the costs of exclusion are not known 

	Demography, prevalence and epidemiology:

As above (poverty), no data; need numbers about the poorest of the poor, currently invisible in data collections. Lots of research is going on, using international frameworks (e.g. MDGs) but not including disability at all. Want to get systematic data using a localised model to account for highlands and distinct language/ cultural groups. Think research ought to be participatory at local level going from village to village to find out about disability. 
Keen to get data about different patterns of impairment; rural urban differences, patterns in and between ethnic groups; ‘causes’ including childhood disability, traffic crashes, maternal health problems (e.g. prolonged labour, very young women giving birth). Gender issues are important.

People with multiple disabilities should also be a focus of research – this is a group that is often left out from the consideration of ‘disability groups’.

Frustration with variability in overall disability estimates e.g. from 1.4% to 4% to 15%, depending on source, scope, collection method etc.
Hidden groups among Indigenous PWD, because of perceptions of disability (e.g. mental health) and past history (people being taken away, also have to leave remote communities because of lack of services)

	Language, definitions, meaning must be researched and clarified including:

· Definitions to enable improved quantification
· Appropriate language to market products to people with disabilities (so they do not feel pigeon holed). 
· Appropriate language for the education of people in the community
· Appropriate approach to bring people along with changes – to build partners – to keep minds open to learning new approaches
· What is inclusion?
· What disability means in different languages in the Pacific: language and culture 
Language is a big issue; disability can be a ‘foreign’ concept; need to research how disability is understood in different  communities in country – qualitative research


Table 4.1b: Capacity building

	Training:

General training on disability, for instance of teachers, doctors, nurses
Awareness raising in education institutions about the need for such training 
· Advocating to universities the benefits of undertaking research in this field
· Advocating more education about disability
Textbooks (e.g. medical) are not ‘disability friendly’: revise textbooks, educate writers.

	Resources are needed for research:
Funding including convincing donors 
Technical resources and access to resources generally 
Access to information about funding
Training on research methodology (including participatory research), technical support 

	Documenting programs:

Routine documentation is often not recorded, but would help people find out what are the real benefits of programs

Participatory research should be carried out alongside program development. Donors may need to be lobbied about this as often they determine what outcomes are to be evaluated.

	Capacity development:

‘Bottom up’ development is needed… 
…But also developing capacity of all stakeholders 
Start with people and community. Use ‘community readiness model’ (research from life experience and then community goes to next level) 
Important to enable PWD to be researchers 
Developing research capacity of people implementing programs to do research at field level 
Good example: Writing and research workshops for people (in field) – learn from African experience in CBR writing and researching workshops.
Important to network and use existing resources, set up in-country research committee to establish guidelines, workplan and time frames 
Need to have DPOs in some areas where these do not exist (e.g. there has not been an Australian national  indigenous DPO – just starting up now)

	Dissemination and implementation:

Policy implications of research; using research’s most crucial results
Making more ‘grey literature’ accessible and able to be shared so people learn from others’ experience
Could do a project to gather grey literature which is in donor reports or in operational reports still sitting in the ‘bottom drawers’ of programs

Implementing the results of epidemiological research (e.g. in disability prevention)

Funding sometimes prevents dissemination
Open access vehicles for dissemination are needed
Research is often not seen and not used; dissemination is needed to assist implementation and advocacy

	Real partnerships, real resources, real understanding of barriers:

‘Disability is about PWD otherwise we slip back into the medical model’
PWD sometimes feel ‘used’ as puppets to get things done
DPOs are sometimes asked to ‘consult’ but not allowed to be partners in the research process. DPOs should be resourced to build their capacity to educate donors to include DPOs in research as part of the project
Donors must develop goals with partners; sometimes their high expectations are not met if this first step is not done. Real discussion about what information is needed 
Get agreement on development process (from implementation to effectiveness)  which would help to build relationship between partners
Donors are sometimes not values focussed in relation to the PWD that they are intending to serve. Need to promote trust and respect and willingness to meet PWD needs not donor needs.
Spirit of Article 32 must be followed
Real partnerships (government, PWD and NGO) and ministry commitment will help make change sustainable. Network within country
Must develop common understanding rather than comply with donor plans
Whose evaluation and tracking is done? Who sets targets?
Clarify and agree on goals of research and how it will help PWD 

All must be involved, all the way along during the research process
It takes time to build trust: Come to the country and the DPO and see what their organisation is like and what they do before try to set goals 
It is important that the different organisations (government, NGOs etc.) find ways of cooperating rather than ‘fighting’ among themselves

There are advantages, in some countries, of coordination by government so that understanding of disability policy is communicated though all levels of government, and services and polices are actually implemented; for instance that people in schools and health services know what the policies are in relation to PWD. DPOs may try to advocate with teachers and find they do not know the policies. Some governments may require capacity building to carry out a coordination role (across ministries and NGOs and as well as at different levels within ministries).
There are good examples of coordination and collaboration (e.g. in eye health in some countries) and this approach is needed in disability
There are good examples of PWD being involved in research throughout a project, and being trained to participate. It would be good to disseminate information about such models.
Capacity building of DPOs may need to include support in English language
Researchers should have skills in training DPOs as research leaders
Donors should focus more on capacity building – across governments, NGOs, DPOs

	A ‘map’ – of different sectors, different ‘levels’ of implementation, different needs – might help organisations locate themselves

	Disability policy:

Change in policy is the start – provides regulation on how to control, how to monitor, how to evaluate, how to include (e.g. rights to justice under the law) 


5. Research Roundtable

This section of the report presents the results of the Research Roundtable – as far as possible reflecting the words and ideas of participants. The results are grouped into major themes developed in a project team workshop following the Research Roundtable. However, discussion of the results is ‘held over’ to section 6, when all the results of the project are combined.
5.1 Preliminary results presented to the Roundtable

Gwynnyth Llewellyn and Jonathan Makuwira gave a brief presentation to the Roundtable plenary session, in the morning and before the group broke into separate discussions at their tables. So as to provide some context for the day’s discussions, they outlined key findings so far, based on the desk reviews (Sections 1-3 of this report):

· The project method including the team’s reference to the frameworks;

· The fact that this presentation outlined only the desk review findings and that information from the interviews and the Research Roundtable would be a vital addition to what is included in the project report

· The contrast between the size and significance of the region and the small amount of research found on disability-inclusive development; despite the likelihood of there being much more information than was found, how can it be found and shared?

· The research found: on policy and rights, disability and environments; services and access; infrastructure including information 

· The apparent absence of ongoing research program and partnerships; the apparent absence of multilateral partnerships;

·  Some thoughts on the importance of research on disability-inclusive development, and the types of questions it could answer and data it could provide;

· Some speculation about the kinds of knowledge and information that already exist but were not readily available to the project team based on their searches.
5.2 Discussion at the Roundtable: responses to ‘research matrix’

The first major discussion at the Roundtable occurred when people were asked to discuss, at each table, the following topics, related to the ‘research matrix’:

· Key researcher institutions, organisations, partnerships and networks

· Research priorities

· Research gaps

· Research capacity development needs

· Research funding sources (and describe their role in developing research priorities).
Table facilitators (who chaired the discussions at tables and took responsibility for reporting back) ensured that the discussion was recorded on sheets of paper under these headings. After the Roundtable, the project team workshopped these response and ideas, together with the other documents from the afternoon session (described in section 5.3), and also the interview responses, so as to group all the ideas and discussions into two major areas:
· Recurring issues that need to be researched (essentially research priorities and gaps), and

· Ways in which capacity could be built to enable research to happen (which came from the other three areas of discussion). 
Further, headings within each of these two areas were developed, during the project team’s workshopping, to reflect the major themes of the Roundtable discussions and the interviews. The results of this analysis and synthesis are set out in Table 5.1a and b. The right hand side of the tables indicates what was written on the table response sheets to the ‘research matrix’. 
Clearly, with so many consistent and sometimes cross-cutting themes, the allocation of quotes from the Roundtable to a particular area of the following tables involves judgement, but we trust that the strength of the views overall comes through these tables. In perhaps 2-3 instances, an item was placed in two areas of the tables; for instance ‘CRPD as a research agenda and guiding tool for good research’ was considered to be relevant to clarify ‘exclusion of people with disabilities’ as an ‘issue for research’ and also a common platform for partnerships in ‘capacity building’.

Table 5.1a: Recurring themes discussed seen as needing research (Research priorities)
	Area for research:
	Worksheet responses to the ‘matrix’ at the Roundtable:

	Lived experience
	Strong qualitative data on the lived experience – and ensuring it is quality data 
Lived experience research

Longitudinal studies
Use of both qualitative and quantitative research methods

	Exclusion of people with disabilities from the ‘mainstream’ facilities/services of the society in which they live


	CRPD as a research agenda and guiding tool for good research; monitoring and evaluation

Existing barriers – access to services

Links between poverty and disability

Economic and social costs of exclusion. The costs of exclusion (social, emotional, wellbeing, economic; impacts on families).

Strong economic data to help inform projects/proposals, for instance to help improve productivity of individuals and organisations
Understanding the influences

Access to education; inclusive education:

· Training needs of teachers/schools to provide quality education

· Impacts on PWD, families and communities (initial and ongoing)

Access to health services for children with disabilities.

Reproductive health for women with disabilities – barriers to access

Effective way of overcoming barriers, for instance health service provider attitudes
Documenting effective training models for primary health care programs or mainstream organisations

Involve children and adults with disability in assessing whether a service is inclusive (to increase accountability)

Understanding the needs of carers and families – how to improve service delivery for this group, strengthening the group

Follow-up treatment for victims of abuse

Role of media – representation of PWD and possibilities for empowerment of PWD

Community education and advocacy to inform communities about disability and how to involve PWD 
Research on marginalisation of PWD in the context of natural disasters and conflict situations and how this translates into practical changes and policies

Access to sport:

· Links between mainstream sporting body and disability sporting community

· Quality of people delivering programs

· Male: female ratios

· Countries involved in Paralympics

Effects of climate change on PWDs

Accessibility of water and sanitation

Access to justice

Access to employment

	Prevalence data illustrating diversity (culture, language, geographic region, gender, impairment)
	Relevant, valid and reliable data, meaningful to PWDs

Recognition of aspects of culture e.g. deaf society

Information that will be useful in raising awareness at all levels of planning with the community, government, civil society.

Women and disability caused by violence during pregnancy. Women acquiring disability during childbirth e.g. obstetric fistula

Information and research on children with severe disabilities: general health issues and health services; how to assess and involve them

In all research questions, keep focus on women, youth, children with disabilities

The people with disabilities who are not getting heard (mental health, intellectual disability, ethnic, Indigenous, children, people with multiple disabilities)

	Effectiveness of what we do (twin track approach, policy and services, DPO advocacy, putting CRPD into practice)
	Measuring the effectiveness of programs. What are the outcomes? How to validate and keep accountable.

Monitoring existing services for quality and quantity

Effectiveness of DPOs in advocacy and how to do it better.

What is an effective and efficient DPO? How do we get there?

Capacity building for PWD and strengthening DPOs- what is best practice?

How effective are umbrella organisations in addressing sector specific issues?

Are there good examples of ‘best practice? These need to be made widely available. For instance:

· Successful management of projects in post conflict situations

· Inclusive education; capture best practice, evidence to guide the way forward

· Operationalising CRPD into policies in the community; implementing the rights based approach

Comparison of use of medical and social models of disability

Barriers to inclusive development; how to have effective partnerships between DPOs, NGOs, government

How governments can move towards rights-based policies

Effectiveness of international cooperation, so that the recipient becomes independent and gains sustainability

Measure the impact of what grass roots and national agencies are doing

Measure how disability has been included in the MDGs

Celebrating success

	Identifying regularly used terms such as disability, inclusion, development and how these are understood in particular cultural contexts.
	Understanding disability in different cultures and ‘ethnicities’ and sectors (e.g. government)

Move from the medical model to understand the social face of disability


Table 5.1b: Ways in which capacity could be built to enable research to happen

	Broad strategy for capacity building:
	Worksheet responses to the ‘matrix’ at the Roundtable:

	Partnerships
	Need to strengthen networking and partnership capacity.

CRPD as a research agenda and guiding tool for collaborative research and partnerships in research

Enable discussion among DPOs, community based organisations, NGOs, donors to identify common goals and priorities:

· Gather stakeholders and discuss priorities

· Include decision makers in discussions to understand interests and priorities

· Map how decisions are made by stakeholders

Initial reviews of research needs, identification of appropriate partners

Research institutions to partner with groups that have coverage in a country
Universities to assist DPOs – real partnerships

Local steering committees to coordinate and ensure dialogue throughout research process
Better definition of research policies

Accessible processes. Being able to find research policies of government

English language level expected in research proposal submissions

Simplify procedures for applying for research funding

Small scale grants

Involve the corporate social responsibilities of business agencies in assisting with funding

Language barriers in publishing

Long term funding is needed. Research is not tangible – finding funding is hard

When research is being done, often other needs are discovered, but multilateral agencies dictate where the funding has been allocated

Partners may include: DPOs, NGOs, community based organisations, universities and research bodies, hospitals, governments, donors, regional forums, research councils

Funding sources and research institutions often do not value stories or small projects – links need to be made

A Disability Research Fund is needed that operates on the same principles and the Disability Rights Fund (DRF) – to make funding for research accessible and jointly negotiated (as the DRF makes funding for human rights advocacy accessible and jointly negotiated)

Develop funders’ capacity to hear what DPOs are wanting in support.

Participatory approach: factor the real cost of this into grants

How to avoid tokenism. What does ‘real’ engagement and research consultation look like

	Information sharing
	Sharing information on ‘what works’ (best practice).

Documentation of best practices in various sectors.

Achievements and good practice; improvements in self help groups

Accessible formats for information

Sharing in the right language, dialect (ie possibly involving translation of resources and reviews)

Operationalising CRPD

How governments can move to rights-based policies

Inclusive education

Effective training of primary health workers

Simplify restrictions in journals for dissemination of research information

Getting information out about what journals/funds are accessible for people with disabilities and people with English as a second language

What do we do with all the findings of research/publishing research?

How do we make ‘grey literature’ available?



	Making disability core business in all aspects of development
	Partnerships for inclusive development

Valuing the contribution DPOs can make to the development agenda

Development organisations need to be educated and transformed in relation to  disability knowledge,  understanding and disability-inclusive development

Knowledge and awareness of disability inclusion – in all institutions

Donor funding criteria should be turned around, to require DPOs to lead, and research institutions to assist/support. Funding should include such supports as assistive technology, transport, support workers.

Research is too often donor driven

Build capacity of DPOs, PWDs, NGOs to advocate for change in development/aid priorities

Disability-inclusive development (ongoing balance between types of data and stories/lived experience vs hard numbers)

Measure how disability has been included in the MDGs

	Embedding resources in all program funding for information gathering, evaluation and research documenting and sharing the knowledge gained
	Using basic information to build up research

Use available records (e.g. hospital records)

Donor funding often not for a long enough time period to measure change, effectiveness
Allocate funds specifically for research and not just program implementation

Donors and governments: Include research funds, in proportion, to capture learnings.

	Nothing about us without us principle to underpin research process from beginning to end
	Research bodies (e.g. universities) must involve DPOs as leaders/experts in research (ethics committees should require this); also must develop local capacity e.g. in local universities.

Consultation with PWD

Build up skills of DPOs in how to plan, conduct, write up and distribute research. Teaching governments about the importance of recognising participatory research results

Build capacity towards participatory research/recognition by government

Universities need capacity built to include disability studies as part of their core activities – partnership between DPOs, civil society and universities

Enhance capacity of PWD and DPOs to participate in research: training in setting up research; how to develop questions to approach donors to fund research; training of DPOs/PWD as researchers (e.g. tools and methods); how to write proposals for research funding; how to collect and use information with confidence; use of suitable tools. ‘Research needs to come with practical tool kits’. Training for people in the field or research techniques. Improve the awareness and capabilities of PWD being involved in research. Training local people to do research. Knowing how to use research results and get them into policy

What is research? A broad process of discovery and knowledge building. What roles do various stakeholders play? How do we build skills and which skills?

Demystifying research from the ‘ivory tower’ of universities to practical application for people in disability-inclusive development

Different relations in research process so DPOs impact – not token

How to use basic information to build up research

Use styles of collection of data that work in local setting e.g. stories.

Identify specific research needs of specific disability groups

Conduct some pilot studies across the region as part of capacity building

Learning between DPOs in different regions

Different roles DPOs can play: linking, facilitating partnerships and research

DPO processes: so information is not lost (recording stories) that can be used as an ongoing source of data captured in story /concern

Build expectation that you can have a voice in the academic community and that it is legitimate


5.3 Discussion at the Roundtable: next steps

At the second major discussion session of the Research Roundtable, each table was asked to identify some of the practical solutions to the following questions 

1. What do we do now?

2. How do we do it?

3. What strengths do we have?

4. What do we need from each other, or other resource persons (identify whom)?

The questions sought to identify what needs to be done and how it could be done. The groups identified existing strengths but had difficulty identifying who/what organisation could resource another for a particular need.  This is possibly because needs and strengths were diverse across groups and between countries represented at each table. It also possibly reflects the finding that information about research findings and personnel who could support building capacity in implementing and distributing research was scarce, not well understood and consequently little used. Again, grouping of the comments was done after the discussion, by the project team, while the words are those of the participants, recorded during table discussions.

1. What do we do now?

	Data collection and dissemination 
	Government needs to be lobbied (responsibility under CRPD) and supported on data collection, better analysis and dissemination of data (DPOs have a role with this)

Measure exclusion of PWD including quality of life, economic and wellbeing/social 

	Education, information and training for stakeholders 
	Raise awareness about CRPD as a focus for change 

Interaction with relevant agencies, government and ministries, DPO’s

Dissemination of the information

Support and train DPO’s to set their own research agenda 

	Best practice development 
	Identify disability tool to address wider development issues 

Best practice research - promote collaboration across groups and cultures to share information and identify common strategies as well as points of difference.

Participatory research, engage PWD at each stage of research from design to evaluation 

	Address disparities 
	Focus on equalising the differences between urban, regional  and remote areas within a country 
Target discriminatory and stigmatising cultural traditions, perceptions and attitudes

	Network 
	Bring stakeholders together (including DPO’s) to confirm requirements and to set research agenda. 

Share details between each other, including ADDC conference participants. 

Determine the role of media and promote its use

	Inclusive education 
	Determine what it means, mechanisms for quality education and identify the need for teachers with specialist skills and support. 


How do we do this?

	Use CRPD  
	CRPD as a measurement tool to determine country’s progress post ratification

Use CRPD in advocacy and to sensitise audience to issues Researchers to understand the language of PWD

	Share information 
	Information portal - directory and forums and to share experiences 

More regional conferences that bring stakeholders together (DPO, government, donors, civil society) and promote better understanding of each other’s needs, promote more targeted funding 

Use whole of life approach

DPOs, NGO’s to have links to other organisations on their websites. 

Assistance to DPO’s to develop a website 

Role of media – free media messages on research findings 

Develop a movie on specific disability issue

Researchers to understand the depth of information so that research is more representative

	Assistance to DPOs to expand their role 
	Establish realistic goals, priorities and limits to their work  (particularly for small DPO’s who have limited people and resources) 

Strengthen their representation

Help DPO’s to understand and strengthen their representatives skills 

Identify stakeholders at all levels 

DPO’s and PWD understanding of CRPD 

Guidance to set research agenda and target research 
Share resources 

Facilitate interviews, focus groups, collect the life experiences and histories 
Partner with NGO’s community health support

	Target women with disabilities 
	Women with disability forums/monthly meetings 

Locate isolated women 

	Collect and publish grey  literature 
	Collation of material in a journal

Promote sharing of reports etc on websites

	Develop mentor programme 
	Mapping of potential mentors and recipients (individuals, DPO’s, NGO’s universities in country and overseas)

One organisation to take responsibility to set up formal mechanisms, facilitate roles and support between mentor partners

Use internet to overcome distances and between countries 

Sponsored exchange programmes to promote research 

	Establish rules/criteria for exchange programmes, research or funding 
	Include DPO’s active involvement as condition for funding 

Establish protocols and mechanisms to acknowledge/recognise participants as co-researchers

	Learn from other areas 
	Learn from other UN conventions and their implementation e.g. rights of the child

	Develop research capacity and activity 


	Identify drivers for government 

Establish realistic research agendas and partners and targeted research 

Use existing information and to learn about research 
Identify champions and train in research 
Funding for scholarships for PWD

Help people to understand research 


What strengths do we have?
· The best advocates are DPO’s, families and communities of PWD who are aware and understand the CRPD. They have expertise about their lived experience, condition (‘nothing about us without us’) 

· Current partnerships, organisations (e.g. Office of Human Rights) and other supportive laws (e.g. country’s constitution) 

· The use of a rights based approach and the CRPD, which has already got disability up on the international agenda 

· The diversity of groups and cultural differences (understanding and appreciation) 

· Examples to copy from other sectors outside disability and/or examples on disability (from other regions) using rights based approaches 

· People with disabilities who work in government organisations  

· Networks – vocal regional, national and international. The relationships between  partners (government, NGO’s, universities and DPOs)

· Participatory approach 

· New technologies 

· Role models (people and programmes)

· System of decision making in societies e.g. communal collective society in some countries 

· Knowledge and experiences – which could be shared 

· International platforms such as sport and development, Education for All (UNESCO) 

· Existing resources, such as the Asia Pacific CBR sources, EENET (Enabling Education website), ASKsource

· PWD doing research – start small, achieve and build up 

· The use of research for advocacy

· The potential for DPO’s to approach and advocate with in-country universities (rather than overseas) to include disability in their research agenda  
What do we need from each other, or other resource persons (identify whom)?
The groups came up with some suggestions which have been tested and are known to have worked. Other suggestions have not been tested, but also may work. The next steps would involve organisations such as Nossal, CBM Australia and AusAID synthesising the information and developing resources and structures. 

Resources may include producing a series of ‘tip sheets’ on key topics to provide one page identifying ‘what works’ and provide practical suggestions for all stakeholders. Some of the key topics are:

· How to document the lived experience, what can be done with this information and how to disseminate 

· Practical ideas about how to build research capacity 
· Ideas on how to lobby 
· Recognising and using strengths, sources of support 

· How to include people with disabilities as research partners 
· How to articulate and negotiate one to three research questions 
· How to negotiate on one or two outcomes (how these should be determined and how to measure change (effectiveness)  
· Strategies for sharing information 

· The language of research 

Structures may include 

· Networks 

· Review of funding applications, programme requirements e.g. participatory research 

· Mechanisms to promote sharing of information, dissemination and publication of grey literature  

· Structures to develop a mentoring programme 

6.
Discussion and conclusions
The two stages of this brief project have led to some clear and consistent conclusions.

6.1
The desk reviews

The desk reviews provided useful background and stimulated a range of questions in the project team’s minds. The project team found, in the time available before the Roundtable, a limited number of studies that could be described as focussing chiefly on both disability and development (ideally, on disability-inclusive development). Insofar as disability-inclusive development may be an emerging concept, a number of scholars are also emerging in the field, although it was hard to conclude that there was evidence of strong emerging partnerships or ongoing research programs.

What is the significance of finding such limited evidence of research, even allowing for the project’s limitations? The Asia and Pacific region is a significant region of the world. Asia has some 60% of the world’s population and is growing rapidly. There is a vast range of cultures and languages across the region, and within countries. This apparent anomaly – the size and significance of the region and the small amount of research found on disability and development – raises two main possibilities, that:

· There is much more research, in more languages and more media, than we have discovered; and/or 

· There is in fact a limited amount of research (even if we interpret ‘research’ broadly to mean inquiry, discovery and knowledge sharing), in which case the ‘research gaps’ are on a vast scale.

The project team recognised that ‘research’ found in a desk-based review conducted over one month is limited in meaning because:

· We are able to find resources on the internet and in library databases, and these are primarily in the academic and scholarly literature with some from particular internet sites

· We are able to find papers published in English

· Both disability and development are complex topics and a range of secondary searches might yield more information

·  It was apparent from the papers we found that there is a wealth of knowledge, on which the papers draw, but which is not directly reflected in the ‘literature’.

This last point brings us to consider what we mean by ‘research’. In all countries there are processes of inquiry, discovery and knowledge sharing that are occurring and which empower those involved in the processes and those enlightened by the knowledge. This body of knowledge is unlikely to be adequately reflected in the desk-based reviews.

The project team is also aware that the project itself could have been enriched with increased participation of people with disabilities, and from the region, in all stages. This is a major reason why the project team decided it must go to the roundtable ‘listening’ rather than ‘telling’ in order to promote ‘fresh’ discussions. Overall the project material from the desk-based reviews provided us with ideas and prompts for our discussions at the ADDC Conference.
6.2
The interviews and the Roundtable

The interviews and the Roundtable provided rich material which largely answered the questions raised by the desk reviews: 

· Yes, there is a wealth of knowledge, much of which has limited distribution and is thus untapped; 

· There is a desire for more knowledge, and for people with disabilities to be fully involved in meaningful research for the betterment of the situation of people with disabilities; and

· There is a strongly expressed need to form effective and respectful research partnerships, and to share information and learn from the experiences of other people, organisations and countries. All stakeholders, including people with disabilities, should be fully involved.

Research gaps and priorities

During the ADDC Conference, and in their meetings with key informants, members of the project team heard about significant gaps in systematic and robust data on disability. Information is needed about:

· People with disabilities in each community and across each country. This matters because data can inform and influence governments and communities about the diversity of disability related to: national social, religious and economic contexts; ethnic and language groups; impairment type and severity; family financial and human resources that lead to certain behaviours and choices; city, urban and village locations; and ideas about disability (given the concept of disability is foreign to many); and how people with disabilities ought to be treated. 

· Substantive barriers to PWD accessing the basic facilities and services that are available to other citizens, variation in these barriers across societies, and the impact of these barriers on implementing disability-inclusive development in Asia and the Pacific region.
· The ongoing (and in many instances preventable) social causes of disability, such as poor maternal health, traffic accidents, infectious illnesses.

· Who among people with disabilities get services or are able to get services, and who is not, and what the barriers are. 

Research gaps were identified in the ‘how to’ of disability-inclusive development – about:

· Outcomes: With extensive focus on activities in programs, there was often little information, if any, about outcomes from programs 

· The good practices – and benchmarks – to which DPOs could aspire

· How to put into practice specific inclusive practices such as inclusive education

· The way in which DPOs and people with disabilities are supported in development work and by development agencies acknowledging and discussing donors’ expectations and donors’ values and processes

Importantly, significant gaps in research were identified with respect to the lives of people with disabilities.

· About understanding the real issues, the practical realities of the everyday lives of people with disabilities 

· About the structural, attitudinal and economic barriers preventing the participation of people with disabilities participation in society; for example the pressing concern of finding enough daily food or not being able to go outside their home in an inaccessible environment

· About situations of people with disabilities in a changing context and world
· Research about people with disabilities by people with disabilities.
Research processes and partnerships
Moreover, questions were raised about the research process and the involvement of people with disabilities. In essence these questions go to the heart of the relationship between donor organisations and the groups that they fund and specifically DPOs and PWD:

· The way in which people with disabilities and DPOs are supported by donors and organisations – is this participatory and emancipatory with a drive toward empowerment and self-realisation, or is it more of a giver-recipient nature, or somewhere in-between?

· What are donor expectations and values in their work with DPOs and about the concept of disability-inclusive development?

· How do we make research more participatory, so that DPOs are not – and do not feel like –   ‘puppets’ in the funding process, but rather are the drivers in setting research questions about issues which matter to people with disabilities?

Given the high level of commitment by participants to building research capacity and in a partnership model it would be of value that an outcome of this project were a time limited and defined project led by CBM Australia and ADDC to produce a user-friendly, Principles for disability-inclusive development research document. This should be distributed widely and ( in conjunction with Recommendation 2) via social networking media. Suggested principles for disability-inclusive development research coming out of the current project and building also on a small number of documents that already provide some guidance in the field could cover (for instance):

· Frameworks for conducting disability-inclusive development research: the key documents (listed in section 1) are  endorsed by the number of articles found referring to or using one or more of these frameworks as background, and the frequent mention of at least CPRD and the BMF at the Conference; the selecting of one or more as a framework for a specific research study will depend on the area to be studied; for instance, if rights are a key focus, the CRPD and BMF could be considered; whereas if aspects of disability are to be studied, the ICF could be one of the frameworks used.

· Participatory and partnership processes to identify priorities appropriately within countries, in the cultural and policy context.

· Participatory and partnership processes to build capacity within a country, to build partnerships and skills transfer, and to involve DPOs and PWDs and NGO’s with whom there may already be relationships.

· Appropriate and capacity building roles for researchers from higher income countries in research and research capacity building.

· Participatory and partnership processes to build capacity across countries; for example by building on regional or cross national DPO organisations and/ or NGO’s.
6.3
Conclusions

From the desk-based reviews and, more importantly, the discussions undertaken for this project, the project team has distilled five major areas considered priorities for research, and five main strategies for building capacity among partners to undertake collaborative disability-inclusive research. 
Research priorities
There were five main issues that recurred and were seen as critically important in considering research priorities. These are:

· The lived experience of people with disabilities in all its richness and diversity: 
Hearing the ‘real voices’ of people with disabilities is essential to understanding their strengths, their needs and the barriers they face in their daily lives. Cultural context and a general understanding of their environments are crucial aspects of the qualitative and quantitative research needed. Nevertheless such research should be ‘practical’ and focussed on ways of improving the situation for the people concerned.

· The exclusion of people with disabilities from the ‘mainstream’ opportunities, facilities and services of the societies in which they live: 
Access to education, employment, cultural and sporting activities, and to health and other social services area are essential to enable full participation in society. Without the means to participate, and without access to services that many people in society are able to take for granted, people with disability are at risk of remaining among the ‘poorest of the poor’. The CRPD provides the broad framework for this and other research, indicating the range of services and areas of life from which barriers should be removed.

· Prevalence data that are able to illustrate the diversity of disability on many dimensions including but not limited to culture, gender, impairment, ethnicity, age and place of residence: 
The variability in the prevalence estimates available in many countries, and the difficulty in disaggregating estimates to sub-populations of interest are a source of frustration to many. 

· The identification of regularly used terms such as disability, inclusion, development and disability-inclusive development and clarifying how these are understood in particular cultural and national contexts:
This clarity is fundamental to research, to meaningful prevalence estimation, to communication and to implementation. The need for clarity and precision was discussed at the ADDC Conference as well as throughout the Research Roundtable.

· The effectiveness of what is being done, whether this is policy development and implementation, or programs and their operations, or DPO representation and advocacy: 
It is seen as critical to have better information on the effectiveness of policies (such as the ‘twin track’ approach), of services (such as inclusive education) and organisations (including donors and DPOs). Such research should be action oriented, so as to demonstrate ‘what works’, how it works, when and why – and what does not work. Highlighting examples of good practice would be useful. Measuring progress against the MDGs should include indicating how effective they have been for people with disabilities.

Building research capacity
The desk review findings suggest that research in disability-inclusive development in Asia and the Pacific region is in its infancy. The difficulty identifying researchers, over and above the problems of finding out about research, is a barrier to developing the field. If researchers and supporters of research cannot locate others with similar topical interests and complementary skills, then they are limited to their own personal networks and to developing their own research. In an emerging field the potential for growth is more likely to be maximised if the stakeholders are connected. 

Five strategies emerged as foundational to building research capacity in disability-inclusive development in Asia and the Pacific region: 

· Building and maintaining partnerships and relationships that foster, enhance and sustain research implementation and outcomes:
Respectful and collaborative partnerships in research were seen as essential to building sustainable and practical research programs in disability-inclusive development. All stakeholders, including PWDs and DPOs, should be involved in all phases of research, from negotiation of key research questions right through to reporting and disseminating results. Tokenism in this involvement must be avoided; if necessary to achieve this, specific initiatives to build capacity among stakeholders should be undertaken, for instance training for DPOs on research methods; education of government officials and universities about the lived experience of disability. Involvement of different levels of government is needed, to ensure research results and related new policies are understood and implemented, for instance in schools and health clinics. CRPD can provide the unifying and guiding framework.

· Embedding resources in all program funding for information gathering, evaluation and research activities, and documenting and sharing the knowledge gained:
This strategy should ensure, for instance, that basic information could be routinely collected from services, to enable monitoring and, over time, evaluation. Specific research should also be funded, related to program implementation. Donor funds should take into account the need to monitor effectiveness, possible over the long term.
· Information sharing:
Making better use of what is known is essential and efficient. Sharing information of ‘what works’ and good practice enables better policies and programs to be formulated. Publishing reviews of what is known in fields such as inclusive education, tailored to inform all stakeholders, would be of great value. Ways of accessing, and synthesising results from, the ‘grey literature’ should be developed and used.

· Making disability core business in all aspects of development:
Development by its nature should be open to the message of inclusion, and disability must be part of this openness. This may require the education of donor organisations and NGOs, and capacity building of DPOs to advocate for change. 

· Asserting and operationalising nothing about us without us as the fundamental principle underpinning the research process from beginning to end: 
This strategy and key message underpins many of the other main priorities and strategies identified; without real involvement of people with disabilities, the goals of disability-inclusive development cannot be achieved. If capacity building of DPOs to carry out advocacy and research roles is required, this must occur.

Recommendations 

The five research priorities and five key strategies, together with all the findings of this project, led to two main recommendations about how to make progress in the research field of disability-inclusive development.
1. To develop a sustainable participatory disability and development research agenda in Asia and the Pacific region the following are required: 
a. Drawing up principles and guidelines for disability-inclusive research, built on Article 32 of the UN Convention on the Rights of Persons with Disabilities. 

b. Framing an initial research agenda, building on the  UN Convention on the Rights of Persons with Disabilities, and drawing on the recurring issues requiring research outlined in this report

c. Sharing of practical ideas for capacity building of DPOs and other research partners, based on the detailed suggestions contained in Sections 4 and 5 of this report

d. Including in every offer of funding the resources required to build research capacity and sustainability in the country in focus, among the research partners including DPOs
e. Exploring the potential of the concept of the Disability Rights Fund and its participatory principles and processes built on Article 32 of the UN Convention on the Rights of Persons with Disabilities for resourcing research.

2. To ensure information dissemination and sharing of expertise and practice experience in research across the region, the following are required:
a. Dedicated funding from organisations and agencies  to develop and maintain a social networking medium on disability-inclusive development and research on this topic, possibly by way of an interactive website in which information, reports and research, principles and best practices can be shared, deposited and disseminated, and new partnerships formed, by enabling people with disabilities, DPOs, NGO, funders, and governments to find partners with similar interests. 
b. Alternatively, upgrading of the Australian Development Gateway (www.developmentgateway.com.au) to become an interactive website, expanded to include a dedicated disability-inclusive development focus, and positioned as the central repository and interactive resource for disability-inclusive development and research on disability- inclusive development in Asia and the Pacific region.
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Appendix 1: Structured interview questions/topics

	Topic 
	Prompts for questions 

	Researcher 

(For some interviewees demographic information such as country and institution will be known before the interview)
	· Major areas of interest 

· Current network and partners for research.

· Research experience (e.g. main areas of work); their role in the research,  research ‘training’ (formal, informal).

· What frameworks have you used, or do you see as most useful (e.g. KIPA, ICF, UNCRPD, MDG) and why.

· What information do you typically collect in your work and is it used for? Do you see potential to develop further related research?

· Country of research, institution and position

· Background (health, development, disability)

	Research priorities 
	· What areas of research do you think are important currently? Why? – e.g. of value to people, country, most impact, most needed, most cost effective?  

· If research resources were available, what topics of research would be your top 3 priorities?

· How do the priorities you name align to ongoing activities of the agency or DPO you are involved with?

	Research capacity
	· What is needed to build research capacity in your area of work? 

     - Organisation and systems?

     - Resources (e.g. networks or systems, equipment, software access to journal databases)

     - Colleagues, teams, networks? Mentoring or other support?

     - Enhancement of the range of skills? Which skills? Suggestions? Other?

· What do you think are the 3 most important of these general strategies for building research capacity? Does this apply to your institution or to your country generally?

· How has your research been used:

· In policy? In practice?  In what way, why not, any issues you see? 

· Has any of your research been published? In what form (academic, government reports etc) – circulation details?

· Research lessons learnt – what might you have done differently? 

· Have you applied for research grants? Where and how did the applications go?

· What would be the 3 main things you would wish for, to enhance your own capacity to do the research you would like to do?

· What partnerships in research would be helpful in your situation, in the context of ongoing work by your agency, DPO etc?


Appendix 2: ‘I think that’- post it notes on main topics 

After research matrix discussions people were asked to say or add anything they thought important by writing it on a yellow ‘sticky’ and attaching it to butchers paper. These thoughts follow here, verbatim, and were also considered in the workshopping of all the major ideas from the Roundtable.

I THINK THAT... (sticky note) – 
Top priority (research area, question, methodology, capacity development need, etc):

· Hearing talk about getting stories out – I’m wondering if MSC stories may be a simple, achievable place to start.

· The ‘how’ of capacity building, not the ‘what’

· Absorptive capacity of DPOs, especially in the Pacific

· Interested in stories as a source of data

· How to foster genuine partnerships with donors, not just asking for money

· The CRPD as a research agenda

· DPOs should claim their rights and do their responsibilities (build capacity on research)

· Role of DPO/NGOs in facilitating partnership building with their beneficiaries

· NGOs espouse top-down approaches – lack of understanding of participation

· What about the statistics of PWDs as it is very important to the development plans and programs? The classification of disability is not clear based on estimated data and statistics of PWDs from other countries in the world.

· Include children in participatory approaches

· Experience – outcomes, capturing lived experience

· Experiences and research interests – Effective methods of training; PHC programs to incorporate inclusive disability development practices into their programs

· Coordination across government departments in service delivery – Research this. i.e. Person cannot go home because there are no support services. Yet the cost of supporting person away from home

· Strategy for ongoing information recording by DPOs

· Research can be done informally and in participation with DPOs through developing good indicators for monitoring and evaluating programmes. This way data will be collected particularly on effectiveness by DPOs and reported by them.

· Twin track approach

· Research experience – Doing the situational analysis of disabilities in the partnership with PWD to represent civil society and government. How to make inclusive education work?

· Has anyone had success in getting justices for PWDs in regard to legal/law systems in developing countries – especially for those who are female victims of sexual abuse

· Coordination of research and research agendas

· Participatory approach, mixed methodologies research

· In many countries there are PWDs and others who are victims of war crimes and psychological trauma. Has anything been done/going on to find out about/help these people?

· How to effectively strengthen DPOs – evidence!

· Involving pwds as board team of researchers because it is important to formulate research what the needs not what donors want to do

· Participatory approach – Participation of pwds in consultation, planning, issues affecting them, objectives ( how the research improves their lives, etc. Based on what is stated in the CRPD art. 1-30

· Effectiveness of advocacy programs e.g. Awareness and accessibility. How it is making difference to the life of pwd at home, community and at international level.

· Including pwds at all levels of research will provide clear assessment of how CRPD is implemented and the progress to reaching the MDGs

· How to effectively consult for disability-inclusive development with people with a range of disabilities

· Participatory approach – community led meetings creating opportunities to gather data – lived experiences – gap analysis, brainstorming

· Has there been any research or thoughts about conducting research on the role of media in mainstream or alternatives in advocating pwd and their goals? Is there any research on the representation of pwd in the media?

· Participatory approach – Develop grant policies that would push for research undertakings and partnerships but protect the interests and priority of DPO and ensure their capabilities are enhanced to become better researchers

· Research interests – Establish or determine differences of needs and ?? of each of sector and what appropriate strategies and support needed that will make inclusive education responsiveness and appropriate

· Participatory research – Partnerships between DPOs and academics across the Asia Pacific region

· Research priority – Learnings from different implementations of the CRPD and national disability strategies – development at policy level

· Research interests – GBV and women and girls with disabilities. HIV and women with disabilities

· More evidence on impact of programs using sport and physical activity programs for development outcomes in Asia-Pacific.

· Research tools and reports available in disability accessible formats

· Research can be conducted based on funding support so what research questions related to convince the donors it is a priority?

· Principles, methods and impact of participatory research

· Capacity development of researchers with disabilities should be part of the ADDC research strategy

· Research experience and interests – Acknowledgement of the dominant culture//power paradigm ( Recognition of minority groups (ethnicity, language, faith based, regional, remote)

· Participatory approaches need to be resources to be real

· Need to be varied, not one size fits all

· Formal method including informal

· Questions need to be asked in form of examples
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