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EDITORIAL 

 

Knowledge and disability inclusive development 

 

Charlotte Scarf, Fiona Budge and Rosamond Madden 

 

 

This Special Issue explores the role of knowledge and knowledge processes in disability 

inclusive development. To accommodate a large number of contributions we hope will be of 

interest to KM4Dev readers, the issue has been divided in two parts. The first part of the 

Special Issue was published in September 2016, and contains a more substantive editorial 

detailing the common objective of contributors to build understanding of the various ways in 

which different types of knowledge are recognized, valued and shared by different 

stakeholders in the development process, with the aim of generating new insights and 

evidence to inform policies and programmes to address disability-related disadvantage in low 

and middle income countries. 

 

This second edition comes at the dawn of a new year and a new administration in the USA 

where fears are widespread about the potential impact of so-called post-truth policymaking 

and programme planning. These fears extend to efforts to protect and promote disability rights, 

and rights-based approaches to development more generally. During the extended general 

election, president-elect Donald Trump was widely criticized for mocking a reporter who has 

arthrogryposis, a chronic condition affecting the joints. The controversial incident 

subsequently became the subject of a Hillary Clinton advertising campaign, and disability 

issues took centre stage at the Democratic National Convention in July.  

 

We hope that this unprecedented emphasis on the rights and struggles of people with 

disabilities during the US election will translate into broader interest and support for policies 

and programmes to improve quality of life for people with disabilities worldwide in coming 

years. This edition includes 8 papers that highlight the enormous variety of knowledge and 

knowledge processes that are relevant - and indeed essential - to inform such policies and 

programmes and accomplish this shared imperative. 

 

The first paper by Erik Post and colleagues outlines the theoretical rationale and impetus 

for ‘Participatory Inclusion Evaluation (PIE)’, a framework developed by the authors for 

evaluating community-based rehabilitation (CBR) programmes. CBR is a community 

development strategy promoted by the World Health Organisation (WHO) to support people 

with disabilities, their families and communities in low and middle income countries. 

http://journal.km4dev.org/
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Although CBR is widely acclaimed practice, evidence about efficacy is lacking (World Bank 

and WHO 2011; also see Millington et al. in the first edition of this issue). In seeking to 

provide a flexible and rigorous approach for assessing and generating quality evidence about 

the outcomes and impact of CBR programmes, PIE draws on diverse evaluation theories and 

methods commonly used in international and community development, in particular Outcome 

Mapping. The framework has been field tested in Uganda and Malawi, and is notable for its 

emphasis on participatory and creative mixed methods of data collection.  

 

The second paper by Valerie Karr and colleagues reports the findings of the ‘No One Left 

Behind’ pilot study of a methodology for assessing the inclusion of people with disabilities as 

target beneficiaries of international development projects. Using the World Bank as a test case, 

the paper focuses on the gap between rhetoric and reality of the Bank’s commitment to 

disability inclusive development based on an analysis of publically available information 

about active projects from 2009-2015. Only 2% (52 of 2,576 projects) were considered 

disability inclusive using this method. Of these projects, the majority (24 of 52 projects) were 

focused on social protection programmes. The authors note that this is indicative of a charity 

model rather than a right-based approach to disability. They argue that the World Bank needs 

to place greater emphasis on targeting persons with disabilities as project beneficiaries 

particularly in neglected areas, such as access to justice, political participation and economic 

participation, to ensure their full inclusion in society.  

 

The third paper by Zinayida Olshanska and colleagues reports the findings of the My 

Story My Rights project which tested ‘participatory narrative inquiry’ as a method for 

strengthening disability rights monitoring in Uganda. Through the project, 197 persons with 

disabilities shared stories about their human rights experiences, key themes of which were 

discussed by storytellers and community members at ‘sense-making sessions’ convened by 

the project team. A selection of findings was shared with the United Nations Convention of 

the Rights of Persons with Disabilities (UNCRPD) Committee in Geneva to support 

monitoring of UNCRPD implementation in Uganda, enabling persons with disabilities to 

contribute to that process. The study suggests that participatory narrative inquiry can add 

value to disability-rights monitoring by providing a framework for collecting rich information 

about the experiences of persons with disabilities, and for involving persons with disabilities 

in interpreting and giving meaning to this information.  

 

The fourth paper by Margo Greenwood and colleagues reports the findings of a 

collaborative research project lead by Sightsavers UK which gathered stories on the lived 

experiences of people with disabilities and older people in Tanzania, with the aim of 

generating evidence to inform policy and programme planning and improve quality of life for 

these groups. A community-based participatory research approach was adopted, involving 

http://journal.km4dev.org/
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community members, including people with disabilities, as peer researchers in conducting and 

analysing interviews. Findings are framed in terms of physical, social and attitudinal factors 

affecting inclusion and participation by people with disabilities and older people at individual, 

interpersonal and societal levels. The paper sheds light on barriers to inclusion and 

participation experienced by these groups in Tanzania, and provides policy and advocacy 

recommendations, from their own perspectives.  

 

The fifth paper by Fairlene Soji and colleagues describes a sustainable CBR programme 

undertaken in 44 villages in the Karnataka District of Bangalore, India. The programme 

placed strong emphasis on the development of community structures, including self-help 

groups, children’s parliaments, community education centres, and a disabled people’s 

organisation, with a view to ensuring ongoing sustainability of a broad range of program 

activities. Drawing on the findings of an independent evaluation conducted one year after 

cessation of program funding, the authors argue that the program succeeded in this objective 

where many do not, due to activities involving the community structures. Reflecting on 

lessons learned from the program, they reflect on the importance of establishing, capacity 

building and promoting community structures to support CBR sustainability.   

 

The sixth paper by Jyotishmita Sarma explores barriers to the built environment 

experienced by women with locomotor disabilities in the Delhi-National Capital Region of 

India. Drawing on rich narrative data about the life experiences of 12 women with a range of 

locomotor disabilities acquired at various ages, the paper elucidates a myriad of factors 

affecting accessibility of the built environment and which hinder the women’s access to 

education, employment, healthcare and public transportation. Findings are discussed in light 

of the broader human rights situation of people with disabilities in India, and the recently 

introduced Accessible India campaign.  

 

The seventh paper by Femke Bannink and colleagues explores family relationships of 

children with spina bifida in central Uganda. Using a locally adapted version of the ‘Family 

Relations Test’ to shed light on family structure and dynamics, the study indicates that 

mothers followed by elder siblings and grandmothers of children with spina bifida play vital 

roles in providing them with support and care, and facilitating their social inclusion both 

inside and outside the family unit; fathers are relatively absent. The authors argue for an 

extended family-centred approach to healthcare and social services for children with spina 

bifida in which the children, their parents (including their fathers), siblings and other family 

members are included. In low resource settings where services are weak or absent, direct 

involvement by these stakeholders is certain to ensure better use of scarce resources in 

providing necessary support.  

 

http://journal.km4dev.org/
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The eighth and final paper by Manon Geldof is a case study which presents the preliminary 

findings of a broader study on the role that parents and other primary caregivers of children 

with disabilities play in the first line of care, and the issues they face navigating the service 

system in Ghana. Four individual case studies are provided, highlighting the complexity of 

the caregiver experience and influences on the service-seeking process. Directions for future 

research and tentative recommendations for policymakers and professionals working in the 

field of child disability are provided.   

 

Our thanks  

We would like to thank all of the contributors who have written papers for this issue, and all 

of the colleagues who reviewed papers and provided feedback to authors. We are pleased with 

the quality of the contributions and would like to thank the authors for the efforts they have 

made to view disability inclusive development from the perspective of knowledge.  

 

 

Charlotte Scarf (Lead Editor), Fiona Budge, Rosamond Madden, Sunil Deepak, 

Beatriz Miranda, Penafrancia (Penny) Ching and  

Maya Thomas with Sarah Cummings 

Guest Editors, Knowledge and disability inclusive development  

 

 

 

 

About the Guest Editors  

Charlotte Scarf is an independent researcher, writer and editor based in New York, and an 

Honorary Research Fellow at the Centre for Disability Research and Policy at the University 

of Sydney. Her research is concerned with the politics of inclusion in knowledge- based 

development initiatives. She is interested in questions about power, partnership, participation, 

communication and learning in North-South encounters in the context of development. She 

holds a PhD in International Studies, a Masters in Communication, and a Bachelors in 

Economics with Honours in Political Economy. Email: charlotte.scarf@sydney.edu.au  

 

Fiona Budge is an independent researcher, trainer and facilitator. Born in New Zealand, she 

has lived and worked in Nigeria, Indonesia and Europe. She is a former supervisor and 

lecturer at the VU University in Amsterdam and a researcher for Disability Studies in 

Nederland (DSiN). She holds diplomas in Occupational Therapy and Comprehensive Nursing 

(Technical Institutes in NZ), a Bachelor in Cultural Anthropology and Public Relations (USQ, 

Australia) and a Master’s Degree in Medical Anthropology and Sociology (University of 

Amsterdam, The Netherlands). Email: fionabpost@yahoo.co.nz  
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Rosamond (Ros) Madden has worked on disability information, statistics and research since 

1992, in government and at the University of Sydney where she now serves as an Honorary 

Senior Research Fellow. Ros has worked internationally with the WHO on disability 

and other classifications for 20+ years, was a member of the Editorial Committee for the 

World Report on Disability (2007-2011) and is a current member of the Editorial Board of 

Disability, CBR and Inclusive Development (2011-current). Her continuing research interests 

include: disability measurement and policy, in the framework of the UN CRPD and using the 

ICF; research and monitoring for community-based rehabilitation (CBR) and other disability- 

inclusive development programs. Ros was made a Member of the Order of Australia (AM) in 

June 2014 for her work. Email: ros.madden@sydney.edu.au  

 

Sunil Deepak is an independent consultant, currently heading the north-east regional office of 

Mobility India in Guwahati (India) and is an advisor to Italian NGO, AIFO (Bologna, Italy). 

He has been involved in CBR programmes in Asia, Africa and South America for about three 

decades, especially in preparation of learning materials, implementing training of community 

workers and participatory research and documentation. He has collaborated extensively with 

different UN organisations, especially with Disability & Rehabilitation team of the World 

Health Organisation. He has a Bachelor’s degree in Medicine, Postgraduate Diploma in 

Anaesthesia and Leprology and a Master’s in Disability Studies.  

Email: sunil.deepak@gmail.com  

 

Beatriz Miranda has been trained as a sociologist and anthropologist (Ecuador-Mexico, 

Belgium and England). She works at the VUMC University of Amsterdam. Her main field of 

study and research is development and disability including leprosy. She has been involved in 

social research and cooperation projects in the USA, Central and South America, Belgium, 

England, India, China and Indonesia looking at social issues linked to AIDS, disability, 

gender, religion, street children, post-coloniality, race and ethnicity. She was the study 

manager of the SARI Project in Indonesia that aimed to understand the life of people affected 

by leprosy in West-Java towards an improvement of their life conditions. Currently she 

coordinates the BRIDGES project between Brazil and Indonesia regarding sustainability of 

small leprosy and disability organisations. She teaches Disability research, Sociological 

approaches to stigma and Sociology of the body, Medical Anthropology. She is also the 

coordinator of the Disability Studies on-line Programme at the 17, Institute for Critical 

Studies in Mexico. Email: mirandabeatriz@hotmail.com  

 

Penafrancia (Penny) Ching is a faculty member of the Department of Occupational Therapy, 

University of the Philippines Manila. She serves as the CBR program head of the College of 

Allied Medical Professions where she collaborates with various government and non- 

governmental organisations of persons with disabilities and CBR implementers. She is 
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responsible for the preparation and training of students in different community-based 

programs that integrate community development principles with health programs. Penny has 

worked in various low-resourced settings especially in the context of disasters and how needs 

of persons with disabilities and vulnerable groups are addressed. She holds a Master’s Degree 

in Community Development and Bachelor’s Degree in Occupational Therapy.  

Email: peching@post.upm.edu.ph  

 

Maya Thomas is the Editor-in-Chief of Disability, CBR and Inclusive Development Journal 

(www.dcidj.org). With a doctorate in Psychology, she has been an independent consultant for 

more than 25 years in the areas of policy development and strategy planning related to 

disability and development, particularly community based approaches; evaluation of disability 

programmes; and capacity building and training of planners and managers of disability 

programmes. Dr. Thomas was on the Editorial Committee of the World Report on Disability 

of WHO and World Bank (2011), and was a member of the Core Group for the development 

of the WHO CBR Guidelines (2010). Email: thomasmaya@hotmail.com  

 

Sarah Cummings is the Editor-in-Chief of the Knowledge Management for Development 

Journal which she founded with a group of colleagues in 2005. She is currently working as an 

independent social entrepreneur focusing on knowledge and development. She is a member of 

the KM4Dev community. Email: sarahcummingswork@gmail.com 
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