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Abstract

:

This project report captures 10 years of work by the Women’s Refugee Commission on the inclusion of disability in humanitarian responses. The report covers early research on refugees with disabilities and subsequent work on disability inclusion, including the target areas of gender-based violence, child protection, and sexual and reproductive health. Later presented work focuses on engaging organizations of persons with disabilities (DPOs) in humanitarian responses—both as expert resources to inform humanitarian actors as well as sources of information, services, and social support for refugees with disabilities living in their host communities. The report concludes with recent work on soliciting input from DPO networks on the Guidelines on the Inclusion of Persons with Disabilities in Humanitarian Action, which are currently under development.
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1. Introduction


Refugees with disabilities have historically been overlooked, neglected, and marginalized in humanitarian responses [1] (p. 1). The Women’s Refugee Commission is a non-governmental organization for applied research and advocacy that works to improve humanitarian responses in situations of crises and conflict, in order to enhance the protection and well-being of displaced women, children, and youth. This project report documents a variety of initiatives undertaken over the past decade by the Women’s Refugee Commission (WRC) to place refugees with disabilities higher on the international agenda. The WRC’s efforts focused on ensuring that disabled refugees’ needs were addressed, that their voices were heard, and that they were included in all humanitarian programs and services. The work was initiated with the UN Refugee Agency, the UN High Commissioner for Refugees (UNHCR), and its partner organizations, and was later expanded to bridge the gaps between humanitarian service providers and organizations of persons with disabilities (DPOs). Ultimately, this work is focused on influencing the broader humanitarian community through the World Humanitarian Summit and the resultant development of inter-agency guidelines on disability inclusion in humanitarian practice (currently under development).




2. Methods Used by the WRC


This report covers a decade of work, including numerous assessments, consultations, and provisions of technical assistance in multiple of countries with a myriad of UN, international NGO, local NGO, and DPO partners. This section summarizes the methods used to inform WRC initiatives and their respective limitations. As such, different methods were employed for the different activities and assessments, including:

	(1)

	
Review of existing UN, NGO, international, and national policies on disabilities, with a particular reference to displacement and disability. Literature reviews were conducted using Google Scholar as well as accessing international NGO, disability NGO, and research institute websites and UN databases. The following key words/phrases were used: refugees with disabilities, disabilities in humanitarian action/response, displaced women and girls with disabilities, and disability inclusion in humanitarian practice.




	(2)

	
Global desk research into conditions for displaced persons in different refugee and internally displaced person (IDP) contexts. This included a review of UNHCR country reports, policy documents, and systems (such as the ProGres registration system to assess how refugees were identified), as well as available public documents from UNHCR’s implementing partners with respect to disability (such as Handicap International, Christian Blind Mission, HelpAge, and World Vision) to assess if and how disability inclusion was referenced and noted.




	(3)

	
Telephone and Skype interviews with key actors and experts, including relevant staff at the UNHCR’s headquarters from the Division of International Protection: the Community-Based Protection Advisor, the Education Advisor, and the Child Protection Advisor. Selected staff from partner organizations, including headquarters-based staff at Handicap International, Christian Blind Mission, HelpAge, World Vision, Mercy Corps, and the International Rescue Committee, were also interviewed, as were the disability advisors from both the World Bank and the U.S. Agency for International Development.




	(4)

	
Field studies into the specific conditions for refugees with disabilities,




	(5)

	
Participatory assessments with refugees with disabilities.




	(6)

	
Direct observation of service provision for refugees with disabilities in multiple contexts.









The various field studies and assessments conducted were generally in response to requests from the field, that is, made by organizations that already understood the need for disability inclusion but struggled with operationalization. As such, the field assessment sites and partners supported may not be reflective of humanitarian response globally. Further, the refugees with disabilities who participated in group discussions and activities were those who voluntarily agreed to participate and gave verbal and/or written consent, as did their caregivers, when necessary. Thus, those with severe and/or multiple disabilities were often excluded.



The participatory self-assessment of DPOs was designed to support remote data collection from grassroots groups of women with disabilities in their local languages. Some women’s DPO leaders, however, had limited in-person contact with members, which made it challenging for them to complete the activity as outlined. Others found the self-assessment tool too technical or challenging to understand. This resulted in a number of semi-complete sections in the assessments. The WRC also used existing DPO partnerships for the participatory self-assessment, which limited the scope of the findings to certain geographical regions, notably Africa and South Asia.



	(7)

	
Online surveys of both humanitarian practitioners and DPOs.







Online survey respondents were invited to participate through their affiliation with an existing network, such as membership in the Gender-Based Violence Area of Responsibility (GBV AoR, a global level forum for coordination of efforts related to preventing and addressing GBV in humanitarian contexts) or a DPO regional network, and/or their connection to the disability, humanitarian, and gender communities to share positive practices on inclusion of women and girls with disabilities. As such, most respondents already had some interest and/or experience in disability inclusion. The survey did not intend to reach nor be reflective of the views and experiences of the broader humanitarian community. The findings, therefore, may not reflect the range of challenges that less experienced humanitarian organizations and actors may face or perceive related to disability inclusion. Further, the survey findings are biased towards larger organizations and agencies with linkages to global communities of practice, those with access to the internet, and those able to read and write in English.



	(8)

	
Training and workshops with both persons with disabilities as well as humanitarian practitioners.







Overall, the decade of work included field-based activities in: Nepal, the Philippines, India, Bangladesh, Thailand, Jordan, Lebanon, Iraq, Yemen, Uganda, Ethiopia, Burundi, and the Northern Caucasus in the Russian Federation. More than 2000 refugees and their care-givers were consulted over the many projects, as well as 200 experts and humanitarian practitioners. Other than the online surveys conducted, all research was qualitative and primarily used focus group discussions, participatory ranking exercises, and stories of most significant change methodologies. Tools and techniques employed were adapted to account for speech, hearing, and visual impairments. The WRC’s internal research working group reviewed all research protocols and questionnaires.



The following sections summarize the salient findings of the above data collection efforts.




3. Humanitarian Context


There are over 68.5 million people displaced by conflict and violence [2]; this is the largest figure ever recorded [3]. The majority (85%) are displaced in less developed countries [2], and they are displaced for longer periods of time—26 years, on average, for refugees [4] (p. 2). An estimated 15% of these individuals are persons with disabilities [5], translating to approximately 10,275,000 people.



Historically, humanitarian response has viewed persons with disabilities as people with needs rather than as individuals with abilities, capacities, and contributions, resulting in a disparate response of specialized services, such as community-based rehabilitation (CBR) and the provision of mobility devices, rather than a focus on disability inclusion across all humanitarian programs and services [6] (p. 34). Ultimately, this has increased invisibility, isolation, and neglect, with few benefitting from educational resources, employment, sexual and reproductive health services, and community participation and leadership opportunities [1] (pp. 2–5).



While most are overlooked, those with physical impairments, due to their heightened visibility, often receive more targeted support than those with sensory impairments; those with intellectual impairments generally receive least [6] (p. 34). Humanitarian actors have been remiss at understanding and identifying the diversity that exists within the disability population [7] (p. 168), [8] p. 18); further, they often lack the requisite knowledge and skills for working with and including persons with disabilities in their assessments, programs, and staffing [8] (p. 18), [9] (pp. 17–20).




4. Localization


Disability expertise exists in almost every situation where humanitarian actors respond to emergencies and displacement. While this expertise rarely forms part of the work of mainstream service providers (for example, providers of health services and education, employers, and water and sanitation providers), local organizations of persons with disabilities (DPOs) are generally present (although almost never engaged) in humanitarian responses [10] (p. 2). There is a myriad of reasons for this: ignorance about the existence and expertise of DPOs, humanitarians’ reluctance to work with and through the most local of civil society organizations, the severe funding challenges DPOs face, and the challenges in bringing non-humanitarian actors into humanitarian responses [10] (pp. 25–27).



Despite the rhetoric and push for localization in humanitarian programming, including at the World Humanitarian Summit [11], progress has been slow. Further, the discussion on localization has had a focus on partnering with national non-governmental organizations—generally those already engaged in the response, rather than local civil society groups who lack humanitarian experience. Drawing on locally available expertise, for example through DPOs and local LGBT groups, could help shape and inform responses, this, however, has never been a strength or a common practice of humanitarians [12] (pp. 25–30). When attempting to understand safety concerns, the rights’ environment, advocacy with hosting governments, and the like for traditionally marginalized populations, who is better placed than local civil society groups such as DPOs and LGBT organizations to provide the context, experiences, and expertise?




5. Protection Concerns of Women and Girls with Disabilities


The mapping activities undertaken by the WRC found the inclusion of women and girls with disabilities remains a gap in humanitarian response as well as a corresponding lack of leveraging of the expertise that organizations of women and girls with disabilities could bring to the response. Additional pieces of research carried out by the WRC found high levels of risks among refugee women and girls with disabilities [1,8,12]. The risks result, in part, from the marginalization and exclusion of women and girls with disabilities in programs and services that could strengthen their social and protective networks [1,12].



In 2008, WRC conducted cross-sectional research that examined the protection concerns and inclusion into services of persons with disabilities in humanitarian settings including field studies in Nepal, Thailand, and Ecuador—which found sexual violence, domestic abuse, and physical assault among the risks facing refugee women with disabilities [1] (p. 32). More recent assessments undertaken by WRC with refugees and displaced persons in Bangladesh, Ethiopia, India, Lebanon, Nepal, the Philippines, Thailand, and Uganda found violence was reported by both men and women with disabilities in all contexts [9] (pp. 11–13). These same assessments found that isolation, the lack of contact with community networks, and few independent living options exposed both men and women with disabilities to different forms of violence including inside the home [8] (p. 11).



From 2012–2014, WRC conducted a study into the sexual and reproductive health access, needs, risks, and capacities of refugees with disabilities in Kenya, Nepal, and Uganda. The field studies found that refugees with disabilities who are isolated in their homes, and those with intellectual disabilities, had reduced access to information about family planning, violence, and other sexual and reproductive health issues. Risks of sexual violence were highlighted across all three of the field study sites [13] (p. 4). In another project, WRC conducted participatory research with the International Rescue Committee on disability inclusion in GBV programming in Ethiopia, Burundi, Jordan, and the Northern Caucasus in the Russian Federation. The research found that women with physical disabilities who are isolated in their homes in urban settings were being raped on a repeated and regular basis, often involving multiple perpetrators; and that women, men, girls, and boys with intellectual disabilities were particularly vulnerable to all forms of sexual violence [9] (pp. 10–17).



Additional research carried out by WRC in Lebanon, Uganda, and India on the risks of gender-based violence in urban areas for marginalized refugee groups found that refugees with disabilities are stigmatized and discriminated against on the basis of their disability [12]. This discrimination is further exacerbated when their disability intersects with other social markers such as refugee status, nationality, ethnicity, religion, and gender. Further, the additional stigma associated with being raped makes many women and girls reluctant to report such violence. Their isolation and limited interactions with people outside their immediate family also add to reporting barriers [12] (p. 111). Other GBV risks identified included isolation, the loss of protective networks, discrimination in GBV service provision, and limited linkages with host country DPOs [12] (pp. 115–118).




6. Linkages to Host Country DPOs


Recognizing that organizations of persons with disabilities play a critical advocacy role in shaping government policy and programs, the Women’s Refugee Commission (WRC) undertook a multi-year project to engage DPOs in humanitarian response. The efforts included training and capacity-building and the forging of links between DPOs and more traditional humanitarian actors. As the needs and capacities of women and girls with disabilities were most under-represented in gender, protection, and disability fora in humanitarian crises, the WRC focused specifically on supporting organizations and networks of women with disabilities with the aim of engaging them to advocate on humanitarian issues at local, national, regional, and global levels. The project, funded by the Australian government and UN Women, commenced with a mapping to identify and document the role of organizations of women with disabilities in humanitarian response, and effective strategies for the inclusion of women and girls with disabilities in humanitarian and post-conflict programs [10] (p. 8). This mapping included online surveys for select humanitarian practitioners and disability actors, a self-assessment exercise, and key informant interviews [10] (pp. 9–11).



While there is little in the peer-reviewed literature that specifically focuses on the inclusion of women and girls with disabilities in humanitarian action, there is a growing body of grey literature, reports, and assessments, as well as governmental policies, that recognizes that women and girls with disabilities face additional risks in humanitarian crises [8,9,14,15,16,17,18,19,20]. Yet, even though it is increasingly recognized that women and girls with disabilities are at heightened risks and continue to be overlooked and excluded, humanitarian actors fail to identify, engage, and include these populations. This is both a consequence of naivety, failing to even recognize this gap, as well as hesitancy and inexperience. Practitioners often believe that they don’t know how to talk to or work with these populations and fail to recognize that expertise is available locally through host country DPOs [8,9]. A WRC report from 2008, however, found that refugee women and girls with disabilities were largely not connected with local DPOs and local DPOs were not informed or aware of the unique needs and vulnerabilities of displaced and refugee women and girls with disabilities living within their countries and communities [1] (p. 4).



In order to identify initiatives relating to disability, gender, and humanitarian action, including project resources, trainings, and positive programming practices, WRC undertook a number of activities referenced above: an online survey for humanitarian professionals (91 respondents), an online survey for disability actors including DPOs (35 survey respondents), key informant interviews representing a range of organizations across the disability and humanitarian sectors (roughly 24), and participatory self-assessments for women DPO leaders (9 organizations participated) [9] Findings from humanitarian professionals included acknowledgement of gaps in policy development and implementation, that is, policies and commitments on protection and empowerment of affected populations generally lack specific reference to women and girls with disabilities. Humanitarian professionals also noted the negative attitudes of family and community members who were often fearful or protective with regards to female family members with disabilities being included in their programs and services Additionally, staff knowledge, attitudes, and practices lead humanitarian actors to believe that they are ill-equipped to include women and girls with disabilities in their programs and services [10] (pp. 13–14).



Findings from organizations of women with disabilities identified strengths and potential contributions – such as playing critical roles in identifying the concerns of women and girls with disabilities in affected populations, assistance in mobilizing those populations, and bringing critical expertise to humanitarian organizations. The women’s DPOs also identified a number of barriers and challenges to further engagement in humanitarian response. These included: funding challenges and resultant limited organizational capacity, perceptions of being excluded from both the disability and women’s rights movements, and a lack of understanding of humanitarian issues, architecture, and processes [10] (pp. 20–27).




7. Moving Forward


In an attempt to address some of the concerns noted in engaging and supporting DPOs to play a role in humanitarian response, the WRC undertook four complementary activities: (1) supporting DPO pilot activities that included refugees; (2) facilitating training focused on strengthening the role of women with disabilities in humanitarian action; (3) bringing women with disabilities to global fora such as the Commission on the Status of Women in New York, the Association of Women in Development (AWID) conference in Brazil, and the World Humanitarian Summit in Istanbul; and (4) conducting workshops with regional DPO networks to solicit input on the Inter-Agency Standing Committee (IASC) guidelines being drafted on disability inclusion. Each of these activities is described in detail below:

	
DPO Pilot Activities: One of the pilot activities undertaken provided funding support to the Lebanese Association for Self-Advocacy (LASA), an organization run by and for persons with intellectual disabilities. Throughout 2015–2016, LASA expanded their engagement with refugees with intellectual disabilities and facilitated 14 training and educational sessions on rights, decision-making, and safety with refugees with disabilities and their caregivers. The sessions, which brought together both Lebanese individuals and refugees with intellectual disabilities, helped create linkages and address the isolation and lack of peer and protective networks many refugees with disabilities face [21].



	
Training focused on strengthening the role of women with disabilities in humanitarian action: In an effort to strengthen the capacity of women with disabilities and DPOs to engage in humanitarian response and include refugees with disabilities in their advocacy efforts, programs, and services, WRC facilitated a number of workshops with DPOs in refugee hosting countries. Participating DPOs and DPO networks included: The Network of African Women with Disabilities, the South Asia Disability Forum, Women Challenged to Challenge (Kenya), the African Disability Alliance, and the Special Talent Exchange Program (Pakistan). The trainings aimed to enhance the capacity of women with disabilities to effectively advocate on women’s and disability issues within relevant humanitarian fora at national and regional levels by: (1) increasing understanding of the humanitarian system; (2) helping participants identify gaps and opportunities for inclusion of women and girls with disabilities within the humanitarian system; and (3) developing advocacy plans to strengthen their inclusion. While just an initial step for tackling a longer-term issue, a facilitator’s guide was produced to help continue and spread the efforts and learning [22].



	
Bringing women with disabilities to global for a: To further highlight the voices and capacities of women with disabilities, WRC sponsored a number of women to speak at high level global fora including the Commission on the Status of Women in New York, the World Humanitarian Summit in Istanbul, and the Association of Women in Development (AWID) conference in Bahia, Brazil. At each event, the women highlighted the critical role local organizations of women, including those with disabilities, can play in bridging the humanitarian/development divide, and representing the rights of refugee women and girls with humanitarian organizations, government departments, and in human rights mechanisms. Participation and speaking at these events sought to address the exclusion women and girls with disabilities face from both the disability and women’s rights movements [23].



	
Workshops to solicit input on the Inter-Agency Standing Committee (IASC) guidelines: Finally, during the Spring and early summer of 2018, WRC facilitated two regional workshops to engage DPOs in the drafting of the U.N. Inter-Agency Standing Committee (IASC) Guidelines on the Inclusion of Persons with Disabilities in Humanitarian Action process. The IASC Guidelines are a direct follow up to the Disability Charter signed onto by 25 governments, 14 UN agencies, and nearly a hundred international organizations, networks, and NGOs [24]. While not legally binding, the Guidelines will serve to inform humanitarian response and provide concrete instructions to humanitarian actors on expected practice. WRC is leading on the integration of gender and gender-based violence in the inclusion guidelines and the regional workshops, one in Addis Ababa, and one in Bangkok, focused on eliciting input from persons with disabilities on the integration of gender and the prevention and response to GBV throughout the guidelines. The objectives of the consultation workshops were to:

	(1)

	
Identify priority areas for gender mainstreaming and GBV prevention and response across the guidelines;




	(2)

	
Collect useful resources, promising practices and other relevant information for gender and GBV actors to be integrated into the Guidelines; and,




	(3)

	
Map opportunities for gender and GBV actors in the regions to contribute to later phases of the Guidelines development and rollout process.














The workshops included representatives from DPOs and DPO networks, as well as Child Protection and GBV sub-cluster actors in the regions. Critical issues raised by participants included: emphasizing the positive potential of persons with disabilities, including positive examples of inclusion, highlighting intersecting identities, ensuring that persons with multiple disabilities are identified and included, fostering the participation and empowerment of women and girls with disabilities, and organizing meetings between GBV actors and organizations of women with disabilities to broaden partnerships for prevention and response to gender-based violence. Participants also emphasized the importance of ensuring that all actions relating to inclusion are based on the human rights model of disability and avoiding use of the medical model and that all actions are firmly aligned with the Convention on the Rights of Persons with Disabilities (CRPD) [25].




8. Challenges


While the WRC’s support of DPO pilot activities as well as the facilitating of DPO trainings and workshops provided opportunities for DPOs to further engage in both humanitarian policy and practice, DPOs struggle with limited resources and stretched capacity. They frequently lack an understanding of the intricacies of the humanitarian system, its actors and procedures, and have limited ability to reach and include the displaced populations in a meaningful way in their advocacy and programming efforts. DPOs generally lack long-term institutional support and strategic investments, such as those that support women’s movement building efforts by financing grassroots women’s groups and organizations around the world; leaving them in a precarious situation for more intentional and robust engagement in the humanitarian sector.




9. Conclusions


Millions of those displaced have one or multiple disabilities. They have lost their protective networks and often the few services that might have been available to them. The humanitarian actors, responsible for ensuring that people are assisted according to their needs, lack the awareness, capacity, and expertise to appropriately include persons with disabilities in their programs and services. This results in increased isolation, marginalization, and heightened risks—including of sexual and gender-based violence for refugee women and girls with disabilities. While expertise is available locally through organizations of persons with disabilities (DPOs), these organizations are seldom identified nor tapped. They are not brought into the humanitarian response as resources, service providers, or trainers.



The work outlined in this paper, highlights initial efforts by the Women’s Refugee Commission to bridge the gap between DPOs and humanitarian organizations, to further capacitate and engage DPOs, especially organizations of women with disabilities, in humanitarian response, and to link displaced persons with disabilities to host country DPOs to reduce isolation, marginalization, and invisibility. The engagement of DPOs in humanitarian action could provide the needed expertise on disability inclusion that is so often lacking among humanitarian service providers and it could result in the strengthening of social networks for refugees with disabilities, ultimately enhancing their protection and inclusion.
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