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1. INTRODUCTION TO THE STUDY

This research-based report seeks to empirically assess the contemporary landscape of disability
in Nepal, with a focus on the unique challenges faced by persons with disabilities (PwDs) in
the wake of the earthquakes that devastated Nepal in April and May of 2015.

Recognizing that it is often the most vulnerable segments of society who suffer the most in the
wake of disaster, UNDP Nepal commissioned this study to analyze the uneven impacts of the
earthquake on socially disadvantaged groups and persons with disabilities. Conducted during
the Early Recovery phase, this study focused on identifying trends of structural inequality and
social exclusion that affect differential patterns of resilience and recovery as well as ways these
trends might be mitigated from the perspective of policy and practice. As the Reconstruction
Phase officially begins, it is important to review and incorporate lessons learned during the
Early Recovery period into the larger program of reconstruction and long-term recovery.

Further, because issues related to disability are relatively understudied in Nepal and only
beginning to be analyzed in the context of disaster, this report also attempts to provide a
thematic framework for understanding the social, economic, and institutional issues that shape
specific patterns of vulnerability for persons with disabilities in Nepal. Drawing from
fieldwork, systematic consultations with disabled persons organizations (DPOs) in Nepal as
well as a review of the international literature on disability, this report seeks to place
contemporary issues of disability in Nepal within the broader context of disability studies and
global frameworks such as the UN Convention on the Rights of Persons with Disabilities
(CRPD), which the Government of Nepal ratified in 2009.

Importantly, this report argues that the current historical moment of post-disaster recovery in
Nepal and its focus on ‘building back better’ affords policymakers an important opportunity to
recognize and operationalize the core principles of the recently adopted Sustainable
Development Goals (SDGs), which emphasize better accounting for the needs and capabilities
of persons with disabilities and the guidelines of the Sendai Framework for Disaster Risk
Reduction Framework (SFDRR) that historically incorporated ‘explicit recommendations
toward a disability-accessible and inclusive environment not evident in previous disaster risk
reduction conferences’ (Stough & Kang 2015: 140). As the first country to face a major national
disaster following the promulgation of these two groundbreaking agreements, Nepal is in a
unique position to: a) reduce the social and physical vulnerability of persons with disabilities
in Nepal; b) actively incorporate a commitment to social inclusion that will help to mainstream
Nepali persons with disabilities within long-term development initiatives; and c) initiate a
process of learning and evidence-based policy reform that can help to establish a precedent for
future disasters.

The central goal of this report, however, is to investigate the situation of disability and social
exclusion in Nepal using the 2015 earthquakes as a lens. It highlights the systemic inequalities
that produce ‘inequalities of opportunity’ and uneven vulnerabilities for persons with
disabilities in Nepal and identifying strategies and programmatic opportunities that can help
promote patterns of post-earthquake recovery and development that are more inclusive of
persons with disabilities in Nepal.



1.1  Disability & Disaster

Awareness about the inherent vulnerabilities of persons with disabilities (PwDs) during
disasters has increased markedly in recent years. This recognition has occurred in part due to
the increasing inclusion of the disability agenda in topics of international discourse such as
inclusive development (i.e., SDGs) and disaster risk reduction (i.e., SDRRF) but also due to
repeated and tragic incidents that demonstrate how persons with disabilities are routinely
“ignored or excluded at all levels of disaster preparedness, mitigation and intervention” (IFRC
2007: 90).

A 2013 survey of over 5,000 persons with disabilities representing 126 countries conducted by
the UN Office for Disaster Risk Reduction (UNISDR) found that only 20% could evacuate
their living spaces without difficulty in the event of an emergency, highlighting the importance
of accessibility during a national disaster (UNISDR 2013). Commenting on the report, he
UNISDR head, Margareta Wahlstrom, stated: “The results of this survey are shocking. It
clearly reveals that the key reason why a disproportionate number of disabled persons suffer
and die in disasters is because their needs are ignored and neglected by the official planning
process in the majority of situations. They are often left totally reliant on the kindness of family,
friends and neighbors for their survival and safety: (UNISDR 2013). For example, “after the
2011 earthquake and tsunami in Japan the mortality rate among persons with disabilities was
twice that of the rest of the population” (IFRC 2015, citing Government of Japan 2012)

Recognizing these systemic patterns of vulnerability, international humanitarian institutions
have now come to a broad consensus that it is critical to consider disability-related issues in all
stages of disaster planning and to include persons with disabilities as active and valuable
stakeholders in disaster risk-reduction activities. The 2006 Convention on the Rights of Persons
with Disabilities (CRPD) calls upon states to take “all necessary measures to ensure the
protection and safety of persons with disabilities in situations of risk, including situations of
armed conflict, humanitarian emergencies and the occurrence of natural disasters” (UNCRPD
2006: Article 11). More recently, the Sendai Framework for Disaster Risk Reduction (SFDRR)
represents the historic “infusion of disability-related terms and concepts such as accessibility,
inclusion, and universal design... these disability-related concepts will now serve the field of
disaster risk reduction as important overarching disaster-related principles” (Stough & Kang
2015: 140).

Despite the tragic circumstances, the 2015 Nepal earthquakes provide a unique opportunity to
consider the current state of inclusion for PwDs in Nepal. Unfortunately, though this was the
deadliest natural disaster in the history of Nepal, causing nearly 9,000 casualties and over
22,000 injuries, both the historical record and recent research conducted by several
seismologists indicate that seismic activity is a near certainty in other regions of Nepal that
remain geologically overdue for large earthquakes (~8.0 magnitude) in the not too-distant
future. With these grim realities in mind, it is important to analyze the successes and failures
of disaster preparedness and disaster response in Nepal in order to generate evidence-based
lessons that can inform future disaster risk reduction (DRR) activities in Nepal. This report
argues that the best lessons can be learnt by considering the experiences of the most vulnerable
sections of society, which necessarily includes Nepalis persons with disabilities.

As Nepal remains in a state of transition between the ongoing recovery and the slow process
of long-term reconstruction, there is a very real need to put this knowledge to use in real time.
Within the rebuilding process, issues of social inclusion are particularly relevant with regard
to Priority 4 of the Sendai Framework, which explicitly states that the empowerment of women
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and PwDs “to publicly lead and promote gender equitable and universally accessible response,
recovery, rehabilitation and reconstruction approaches are key” to the principle of ‘Building
Back Better’ (UNISDR 2015: 17). Finally, the recent propagation of the 2030 Sustainable
Development Goals, which include specific recommendations for the inclusion of PwDs, Nepal
has a significant opportunity to operationalize those principles and also to enact legislation that
reflects Nepal’s 2009 ratification of the CRPD.

Based on empirical research conducted in some of the earthquake-affected areas and intensive
consultations with Disabled Persons’ Organizations (DPOs), this report seeks to promote
greater dialogue about disability in post-earthquake Nepal. The challenges faced by PwDs in
Nepali society remain highly under-recognized, and many issues related to disability are largely
absent from an otherwise vibrant discourse on social inclusion in Nepal. A recent report on
disability found that “policies alone have not translated to concrete benefits for people due to
lack of awareness, advocacy and Government capacity to deliver its promise’ and despite a
small increase in institutional interest and investment in recent years, issues related to disability
remain marginal with the disability movement has being ‘able to promote mainstreaming, or
to position the rights of persons with disabilities as part of the sociopolitical and development
agenda” (Norad 2012: 10-12).

Disasters and other crises often exaggerate existing inequalities. But they also present
opportunities to identify gaps in existing policies, to innovate new practices, and initiate greater
efforts to correct for the uneven distribution of vulnerabilities. The SDGs and CRPD both
provide a framework by which UN agencies operating in Nepal can affect this kind of change,
yet these efforts must also be informed by a greater understanding of the myriad social
challenges that exist in Nepal.

The implementation of these conventions, however, will no doubt be challenged by
longstanding patterns of structural inequality. As Lynn Bennett once said of Nepal’s social
exclusion: “Successful policy reform must address not just the formal rules and procedures that
are written down and enforced by law, but also the thicket of informal behaviours and deep-
seated norms and values and networks of political alliances and obligations that stand between
the formal policy statement and its actual implementation” (Bennett 2005: 2). Hence, any effort
to promote the well-being of persons with disabilities in Nepal will require a commensurate
effort to understand both the specific challenges faced by them and greater recognition of
intersecting layers of social exclusion based on gender, ethnicity, caste, and class that
exaggerate existing inequalities.

Recognizing both these challenges and the fecundity of the current historical moment in Nepal,
this report concludes with a series of forward-looking policy recommendations focused on: a)
promoting more inclusive and equitable patterns of post-earthquake recovery in contemporary
Nepal; b) addressing the needs of persons with disabilities in Nepal in both the immediate post-
disaster setting and the longer term; and c¢) promoting the principles of social inclusion across
all activities focused on disaster risk reduction and disaster management, so as to limit the
vulnerability of marginalized groups in the context of future disasters.



1.2  The Intersection of Disability & Social Exclusion In Nepal

While disability-based subordination is recognized as a social phenomenon, there is often no
integrated political attention to why disability manifests in particular individuals or communities.
(Ribet 2011: 106)

The 1982 UN World Programme of Action Concerning Disabled Persons defined the principle
goal of inclusion as ‘equalization of opportunities” while the CRPD reiterates the importance
of accessibility and inclusion, embodied in the principles of ‘universal design’ intended to
provide equal access to all differently-abled people. Collectively, such international
agreements represent an important shift in the conceptualization of disability from a ‘medical
model’ of disability focused on impairment to a ‘social constructionist model” focused on the
progressive adaptation of structures and social attitudes to include or ‘mainstream’ persons
with disabilities. “In other words, the focus of the ‘new paradigm’ is on eliminating the
attitudinal and institutional barriers that preclude persons with disabilities from participating
fully in society’s mainstream” (Silverstein 2000: 1695).

Mainstreaming disability, however, is far easier said than done, particularly in developing
nations and highly unequal societies. The literature on disability repeatedly affirms that “a
strong cycle of disability and chronic poverty exists — those who are poor are more likely to
become disabled and those who are disabled are much more likely to be poor. They reinforce
each other, contributing to increased vulnerability and exclusion” (Wapling 2012: 4).

Similarly, removing barrier to equal participation and ensuring equal access in social, political,
or economic terms is often only the first step toward counteracting the systemic
disempowerment of persons with disability. Efforts focused on equality are insufficient, and
must be complemented by further efforts to promote the voice and agency of persons with
disabilities based on principles of equity and social justice. It becomes necessary to go beyond
simplistic principles of ‘equality’ by adopting an equity-based model of disability that accounts
for the wicked patterns of structural inequality and social exclusion that systemically
disadvantage persons with disabilities. Recognizing the primacy of these social and political
factors, this report seeks to situate the analysis of disability in Nepal not only within the
international frameworks for the rights of the disabled, but also within the larger topic of social
exclusion and structural inequality in Nepal.

One definition of exclusion deployed in Nepal states, “Exclusion restricts individuals social
and economic opportunities on the basis of their initial circumstances, not on the basis of merit
or skill,” creating disadvantages that go beyond poverty or lack of human capital to social
hierarchies that produce an ‘inequality of opportunity’ (Bennett & Parajuli 2013: 3). Social
inclusion, on the other hand, is oriented toward the support ‘equality of agency’ understood as
the capacity to act.

Decades of research in Nepal have demonstrated the ways gender, caste, and ethnic
classifications and identities strongly condition the level of social exclusion faced by Nepalis
(Cameron 1998; Bennett 2005; Gurung 2006; Bennett, Sijapati, and Thapa 2013) and yet the
ways in which these patterns intersect with discrimination faced by persons with disabilities is
relatively understudied (see ‘References’ attached). The existing yet limited literature on
disability studies in Nepal and the rich scholarship on social exclusion thus provides the context
for the report to demonstrate the various ways certain persons with disabilities face multiple or
‘intersectional’ layers of exclusion and discrimination, such as a Dalit woman with disabilities
who is subjugated by hierarchies of gender, caste, and disability, severely limiting her
educational, economic, and social opportunities. Using a framework based on multi-
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dimensional forms of social exclusion, the research findings highlight the following
overlapping issues of social exclusion:

a) Persons with disabilities in Nepal face additional challenges in the context of the 2015
earthquakes with regard to disaster preparedness, the immediate impacts of the
earthquakes, access to relief, and trajectories of recovery.

b) The overwhelming majority of persons with disabilities in Nepal have not been
adequately informed, consulted, or accounted for with regard to DRR in Nepal, creating
a significant awareness gap.

c) The structural inequalities that perpetuated pre-earthquake discrimination create
feedback loops which increase the negative effects of disaster for both persons with
disabilities and their households and which decrease post-earthquake well-being and
resilience.

d) Intersectional discriminations related to caste, gender, ethnicity, and class have proved
to be significant in shaping the different post-earthquake experiences of persons with
disabilities in Nepal.

e) Different kinds of disability create specific challenges in the post-disaster context,
indicating that disaggregated data on disability is needed to understand the unique risks
poses by different disabilities—particularly in terms of intellectual or developmental
disabilities (the most marginalized and therefore at risk) and mental disabilities (the
most misunderstood).

f) The 2015 earthquakes have both created new disabilities and exacerbated existing
patterns of disability in Nepal that are ‘emergent’ rather than congenital (including
mental disabilities) and that require greater policy consideration.

g) Persons with disability are not adequately informed about or included in the institutional
process of recovery and reconstruction, reflecting a continued ‘inequality of opportunity’
that requires immediate action.

Many Nepali persons with disabilities, however, maintain a great deal of agency despite a
complex array of physical, mental and social limitations, reinforcing the idea that PwDs have
different capabilities and that these are often under-recognized. The report, therefore, also seeks
to highlight existing successful case studies that indicate opportunities for positive change.
Lastly, it reiterates the idea that the current moment offers a rare opportunity to reconfigure the
landscape of disability in Nepal in ways that will ultimately promote a more inclusive future
for persons with disabilities.

1.3  Research Methodology

This study was conducted between January and March of 2016 (eight to eleven months after
the first earthquake of April 25 2015) during a critical interim period when hundreds of
thousands of earthquake-affected Nepalis were struggling to begin rebuilding their lives while
waiting for the Reconstruction Phase to officially begin even as Early Recovery programmes
were ongoing and nearing completion. This report, therefore, provides a snapshot of not only
a particular moment in post-earthquake Nepal but also a summary of several months of
intensive activity leading up to that point and a sketch of the assemblage of hopes and concerns
that structure differently imagined futures. Drawing on data collected from both abled and
disabled groups, representing a socially and spatially diverse sample in earthquake-affected
areas, this report attempts to capture both the variegated needs of differently positioned
populations and the differential evolution of these needs over time.



Field-based assessments were conducted in four districts—Sindhupalchowk,
Kavrepalanchowk, Nuwakot, and Gorkha—using a range of different research methods
(surveys, semi-structured interviews, and focus group discussions) to collect data from 458
unique respondents distributed across 24 village development committees. Within this sample,
166 respondents, or roughly a third, were PwDs representing the full gamut of disability types,
castes and ethnicities, and gender.!

A series of informational interviews were also conducted with representatives of the
Government of Nepal and disabled persons’ organizations operating in each of the districts
while also engaging in institutional consultations with disability-focused NGOs in Kathmandu.
Lastly, two ‘Roundtable Discussions on Disability in Nepal’ were held with representatives
from both civil society? and government? to help validate the preliminary findings and solicit
additional insights into the social and institutional landscape of disability in Nepal. In sum, the
methodology was informed by a commitment to triangulation, whereby data was collected from
a variety of differently positioned individuals representing earthquake-affected populations,
government representatives, and civil society groups.

All of this was supplemented by a comprehensive literature review focused on: a) disability in
Nepal; b) the international discourse on the rights of persons with disabilities; ¢) comparative
disability policy frameworks; and d) the inclusion of issues of disability and PwDs in the
context of disaster risk reduction, humanitarian disaster response, and post-disaster recovery.
The study also referred to the broader literatures on social exclusion in Nepal, disaster risk
reduction, and disaster and social difference as well as recently published research-driven
assessments of post-earthquake relief and recovery in Nepal.

' Our sample of 166 PwD respondents from the four earthquake-affected districts includes 82 PwD survey
respondents, key-informant interviews conducted with 29 PwDs, and 55 PwDs who were consulted as participants
in the context of different field-based Focus Group Discussions.

2 Civil Society organizations participating in the first Roundtable Event included: the National Federation of
Disabled—Nepal; the Nepal Disabled Women’s Association;, UNDP Nepal, UNICEF Nepal; Handicap
International-Nepal; the Karuna Foundation; CBM—Nepal; Koshish Nepal; the Nepal Association of the Blind;
the Association of the Deaf and Hard Hearing Nepal; the Federation of Parents of Children with Intellectual
Disability; the Transcultural Psychosocial Organization—Nepal; ENGAGE; the Hospital and Rehabilitation Center
for Disabled Children; the Nepal Healthcare Equipment Development Foundation; the Nepal Spinal Trauma
Center; and the Disability Research Center at Kathmandu University.

3 Government of Nepal institutions represented at the second Roundtable Event included the Ministry of Women
Children and Social Welfare, the Ministry of Health, the Ministry of Urban Development, and the National
Reconstruction Authority.

10



2. THEMATIC SUMMARY OF FINDINGS -

Disability is an evolving concept resulting from the interaction between persons with impairments
and attitudinal and environmental barriers that hinders their full and effective participation in
society on an equal basis with others.

- Preamble of the UN Convention on the Rights of Persons with Disabilities, 2006

Ensuring inclusion of persons with disabilities during emergency response must be considered a
core component of principled and effective humanitarian action. It is based not only on[ the
humanitarian principles of humanity and impartiality, but also on the human rights principles of
equity and non-discrimination. - Handicap International 2015: 3

Several international studies have indicated that persons with disabilities face heightened levels
of risk and vulnerability* both during and after a disaster: “Emergencies have particularly
serious consequences for persons with disabilities. New physical barriers are created and
support networks are disrupted. Access to information is difficult for everyone, especially
persons with sensory disabilities. Relief services are often not adapted to persons with
disabilities, who struggle to cover basic needs and become increasingly dependent on outside
support” (IFRC 2015: 40). Our study seeks to understand the needs of persons with disabilities
in post-earthquake Nepal, to highlight intersectional patterns of social exclusion that
exaggerate or intensify these patterns of vulnerability, and to understand the specific needs and
capabilities of different kinds of disabled persons in the post-disaster context. Overall, our
research indicates that structural inequalities and patterns of social exclusion affect highly
uneven patterns of recovery and ‘resilience’ across different demographic groups in Nepal, and
that these social exclusion disabilities face

Figure 1: Level of Damages Incurred in Comparison to Others in the Community

Total

Others

Janajati

Dalit

Non-PwD

PwWD 49.4 1'

B Same as others W Better than Others m Worse than others ® Don't know

As the multidimensional exclusion perspective adopted for this study would suggest, the
earthquake had differential impacts on the socially disadvantaged groups. In the aggregate,

4 Following international convention (Handicap International 2015) this study understands vulnerability as “the
characteristics of a person or group and their situation that influence their capacity to anticipate, cope with, resist
and recover from the impact of a major event” (Blaikie et al 2014: 11).
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when asked about the perceived level of damage experienced in comparison to others in the
community, approximately, 38% of the sampled households indicated that they felt the damage
they experienced was worse than the others (Figure 1). Amongst the families of persons with
disabilities and Dalits, the perceived level of damages was much higher at 49% and 45%
respectively. Though almost 90% of respondents indicated that their houses had been destroyed
‘to the extent that it was not possible for them to either live in the house or to use it for other
purposes’, the level of overall damage was particularly high for Dalit households (94%),
correlated perhaps from widespread use of weaker building materials resulting from caste-
based socioeconomic marginalization (NNDSWO 2016).

The earthquake also led to significant impacts on households’ economic activities and sources
of livelihood. Approximately, 62% of the sampled households indicated that their sources of
economic activities or livelihoods had been destroyed and this figure was particularly high for
families which include persons with disabilities. Notably, a relatively lower percentage of
Dalits (57%) indicated such an impact on their economic activities/sources of livelihoods
which can be explained by the dependence of Dalits on wage-based livelihood sources’ or
traditional occupations (Figure 2).

Figure 2: Impact on Economic Activities/Sources of Livelihood
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The following anecdote of a single woman with physical disability who suffered immense
damages and losses during the earthquake highlights the sense of hopelessness that
marginalized groups, including persons with disabilities, experience when a natural disaster
strikes them.

There was a wound in my leg when I was fifteen. The wound healed but my leg started getting
thin and became shorter. I got married because the boy’s side told that they did not have a
problem with my disability. However, later they started ignoring me and they stopped bearing
my expense. | came back to my parents’ house. But I thought I should not be a burden to them
as | also had to cover my son’s expense. So I started a shop with the help of my parents and
brother. However, with the earthquake of April 25, my shop got destroyed along with the house.

5 In our sample, 17% of Dalit households indicated that their primary source of income is wage-based labour (both
agriculture and non-agriculture) while the average for all the households was only 11 percent. Similarly, a higher
percentage of Dalits (24%) mentioned having their ‘own business’ when the average for the sampled population
was 16%. The continued prevalence of caste-based occupational division in Nepal could mean that for Dalits,
‘own business’ is associated with blacksmith work, tailoring, leatherwork, goldsmith work, copper/bronze work,
earth-digging, sweeping and cleaning, ploughing, musical instrument playing, human waste disposal and carcass
disposal, where the damage by the earthquake could have been limited.
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All the materials got buried. I have not been able to re-start the shop because I do not have any
money for investment.
—Single Woman with a Physical Disability, Nuwakot

As part of our post-earthquake survey, we asked persons with disabilities to identify the most
significant challenges faced in their everyday life. The following chart (Figure 3) represents
the major trends in these answers, indicating that issues of accessibility, physical vulnerability
and livelihood are the most pressing challenges.

Figure 3: Challenges Identified by Persons with Disabilities in our Survey in the Post-
Earthquake Context
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A majority of persons with disabilities who interviewed reported having daily problems in
accessibilities to buildings, transportation and moving around their own locality due to difficult
terrains, spatial exclusion, and in some cases their old age. A physically-disabled man from
Kavrepalanchowk said, “It’s difficult to move around here after the earthquake due to the tough
landscape, so getting to places takes too much effort for an old man like me, so I hardly go
anywhere and know much about what’s going on in the village.” This quote indicates that
problems of mobility and problems of inadequate information are related in post-earthquake
Nepal, as many relief activities require being physically present, which affects both PwDs and
their caregivers. For example, the mother of an intellectually disabled woman in
Sindhupalchowk said, “My disabled daughter and I missed out on several relief materials as
there is no man in the house. An old woman like me cannot jostle with the crowd.” In addition,
a global study on “Disability in Humanitarian Contexts” recently conducted by Handicap
International (2015) identified significant service gaps during times of disaster and crisis
related to the inaccessibility of information, the lack of assistive devices and rehabilitation
services. These are just one of the reasons why “Persons with disabilities too often fall through
the cracks of humanitarian response.” (Handicap International 2015: 4).

Importantly, as stated in the preamble of the CRPD which recognizes the diversity of persons
with disabilities, disability is not a monolithic category. Instead persons with disability
experience significant variations in the type and severity of disabilities that affect both
everyday experience and the experience of disaster. Therefore, as one respondent with a
moderate physical disability told us: ”A disabled person like me who can easily walk and go
anywhere could get access to all the information, but those who need assistance to move and
deaf persons could not get information easily. And because of this situation, lots of apaangata
[PwDs] did not get relief support after the earthquake.” By comparison, a hearing impaired
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Chettri man from Kavrepalanchowk said, “It is difficult for us as we don’t understand/ hear
clearly what people are talking about and feel left out. This creates further problems in
communicating with others and getting information after the earthquake.” In short, diversity
within disability means that disabled people face various kinds of difficulties owing to their
degree and type of disability—for example, a person who is both deaf and blind person might
have a wholly different experience compared to someone who is mildly physically disabled.
Therefore, it is necessary to disaggregate our understanding of both disability and vulnerability,
to better account for the specific needs and capabilities of different kinds of persons with
disabilities by recognizing diversity within disability.

With these broader framings in mind, the following sections provide specific details on the
unique challenges and patterns of social exclusion faced by different kinds of persons with
disabilities in Nepal. These findings highlight the ways that existing social inequalities within
the ‘opportunity structure’ (Bennett 2005) of pre-earthquake Nepal have produced both uneven
patterns of vulnerability to disaster and a variety of different trajectories within the processes
of relief and recovery. The findings identify not only the effects of the social in the post-disaster
landscape, but also operational strategies for countering the inherent biases created by social
exclusion as well as case studies where post-earthquake efforts were able to promote social
inclusion and opportunities for translating such policies into practice.

2.1  Gender and Disability

Intersectional discrimination begins first from the family itself for women with disabilities (WwDs)
affecting her life towards deprivation, pessimism and isolation. Slipping lower and lower in the
social hierarchy, they are most of time perceived as ‘unwanted and unproductive human resources’
and are silenced. Having no social security, government unable to respond, identify and sensitize
the rights and service delivery of WwDs both in private and public sphere, WwDs are ‘excluded
within exclusion’. (Gurung 2010: ii)

The CRPD critically acknowledges the importance of gender and “recognizes that women and
girls with disabilities are subject to multiple discrimination, and in this regard shall take
measures to ensure the full and equal enjoyment by them of all human rights and fundamental
freedoms” (CRPD 2006). Equally, understanding patterns of discrimination faced by people
with disabilities in Nepal requires consideration of the gendered nature of these experiences
and the ways systematic discrimination of Nepali women perpetuates certain patterns of
disability and neglect. Issues of gender color the experiences of women with disabilities
(WwDs) in the social, political, familial, economical aspects of their lives, and they are
routinely marginalized by “double discrimination that is the root cause of the inferior status of
women with disabilities, making them one of the world’s most disadvantaged groups”
(Dhungana 2006).

A 2007 survey by the Nepal Disabled Women Association (NDWA) indicated that 84% of
disabled women reported not being able to lead a dignified life (Khanal 2007: 48) Further,
“Disabilities were seen more prevalent among males than female. The result of sex
differentiation reduces the chance of survival among females. The reason for the lower
prevalence of disabilities in women could be because their disabilities were not identified. Girls
and women are often able to perform certain activities, albeit at enormous personal cost (pain
and/or effort), to hide their disabilities” (NPC 2001: 6). Despite these challenges and advocacy
efforts by groups such as the NDWA, the policies and programs focused on disability in Nepal
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do not adequately account for the additional challenges faced by women with disabilities in
Nepali society.

This study brought out starkly the gendered differences in marital status between men and
women with disabilities, as 75.6% of the men with disabilities surveyed were married
compared to only 43.2% of women with disabilities; further 32% of WwDs in our survey were
widowed, divorced, or separated. Similar findings have been reflected in other research as well
with one suggesting that “most disabled women in Nepal are single and they may face increased
stigma, being disabled, single and childless” (UNESCAP 1995, cited in Morrison et al 2014).
Most WwDs themselves choose to remain single as they do not want to become a ‘burden’ for
another family, as a single woman with a physical disability from Dhulikhel said. Marriage is
often times connected to household work, reproduction and contribution to household economy
through agriculture or other forms of labour, and women with disabilities are perceived as being
unable to contribute fully or not at all. Being female adds another layer of complexity to the
disability narrative. Being female and disabled not only affects your chances of getting married
but decreases one’s status. Male PwDs, on the other hand, have greater chances of marriage as
the numbers suggest.® As a woman with disabilities from Sindhupalchowk says: “Even if men
are disabled they have an inheritance. But we women don’t. That is why a disabled man can
marry an abled woman.”

“As long as a disabled man earns a living his chances of getting married and having a family
life are much higher than those of a disabled woman” (Dhungana 2006). It is clear that property
and inheritance are important factors that determine one’s ‘bargaining power’ and imbalance
gender relations, which reproduces the perception that women are of diminished value for
society (Agarwal 1997).

Numerous international studies have shown show that persons with disabilities are more
vulnerable to harassment and abuse compared to able-bodied people (see Mays 2006). For
example, a survey in Orissa, India, found that virtually all of the women and girls with
disabilities were victims of domestic violence, 25 per cent of women with intellectual
disabilities had been raped and 6 per cent of disabled women had been forcibly sterilized (UN
Enable CRPD Fact Sheet). Similarly, NDWA has conducted numerous studies that show that
‘gender related violence is a cause and consequence of disability’ (De Alwis 2010, cited in
Norad 2012).

This study found a higher proportion of men with disabilities (47%) reporting having faced
problems accessing public facilities compared to women with disabilities (32%)—probably a
reflection of the fact that WwDs are generally confined to their homes while men tend to be
more mobile and hence more likely to experience such difficulties. As a visually impaired
woman from Sindhupalchowk told us, “Men can go anywhere with the white stick but women
are humiliated when walking with the white stick. In crowds and even in vehicles, there are
problems of men trying to touch the private parts of the body.”

A mother of an intellectually disabled woman in Sindhupalchowk also expressed fears of public
violence: “I have heard about cases of rape. And since my daughter is disabled, I fear that such
a terrible thing might happen to her. That is why I cannot leave her alone and go outside.” This
respondent’s worry for her intellectually disabled daughter is not unfounded and should be
treated with serious concern. Her worry for her daughter is based on the prevalent
assumption/notion that underpins the vulnerability of disabled women (Chenoweth 1993, 1997,
and Sceriha 1996 cited in Mays 2006) and also on the even more disturbing assumption about

¢ A study of the discriminatory laws of Nepal by the Forum for Women Law and Development (FWLD) highlights
the fact that Nepal’s Civil Code allows a man to remarry if his wife becomes disabled.
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intellectually disabled women being promiscuous (Chenoweth, 1993, 1996, 1997; McMahon
et al 1996).

In the wake of the 2015 earthquakes in Nepal, many persons with disabilities have now been
living in temporary circumstances and collective housing, which includes internally displaced
peoples (IDP) camps. These living conditions have been especially tough for women with
disabilities who have to share the same living space and toilet facilities with others. A
physically disabled woman from Sindhupalchowk says:

Women had problems after the earthquake as they had to stay in the same shelter as everyone else.
Personally, it was difficult for me as | had to share one tent with my parents, older brother and
sister-in-law, so there was a lack of privacy. Maintaining hygiene was a challenge, especially during
my periods. The water source was not nearby and we had to share public toilets with other displaced
quake victims.

Likewise, a woman from Kavrepalanchowk who has speech and hearing impairment told us
that she used to have her own room, but that after the earthquake she is required to share the
same space with her brother and sister-in-law. The brother-in-law and sister in law feel that it
is difficult to maintain personal privacy in such a space. She finds it difficult to change her
clothes and feels uncomfortable, and she has difficulty in expressing herself. On a similar note,
a physically disabled woman in Nuwakot told us that the simple act of going to the bathroom
is a major issue for young girls with disabilities since fathers and mothers are able to carry a
disabled boy to the bathroom, but gender norms limit the help that female children receive after
a certain age. Parents and caregivers of PwDs, especially female PwDs also reported having a
difficult time living in temporary shelters. One father of an intellectually disabled daughter in
Nuwakot says: “Apart from life-threatening condition, this group of population especially
female is more prone to other types of violence as well such as sexual violence. It can occur in
an unsafe shelter or in the absence of parents.”

Returning to issues of intersectionality (Tamang 2011, Nightingale 2013) or ‘exclusion with
exclusion’, Pratima Gurung of the Nepal Indigenous Disabled Association (NIDA) provided
the following statement: “The general public realizes only a single factors of exclusion, what
is presented, like if a woman is disabled. If she has a severe disability then her disability is
reflected and focused. If they can’t see her disability, then maybe her gender is reflected, but
not the other factors like poverty, caste, ethnicity, geographical location, education, awareness
about the legal procedures, her language or culture. These reasons for exclusion and their
impacts are not fully acknowledged.” Again, it is crucial to understand disability as just one
layer among the many factors and barriers that reproduce social exclusion, many of which may
be invisible.

2.2 Social Exclusion Based on Ethnicity & Caste

Persons with disabilities are among those who have been historically excluded from the mainstream
socio-politics and economic development. If they are women and/or belong to marginalized castes,
class or ethnic groups, then they often face multiple discriminations.

(Norad 2012: 7)

In Nepal, social exclusion is the product of interwoven patterns of inequity rooted in underlying
norms of social hierarchy, behaviors and social practices that reproduce discrimination,
material patterns of structural inequality related to economic production and livelihood, and
spatial center-periphery dynamics that links marginalized people to marginalized geographies.
As global statistics on disability indicate, poverty and underdevelopment also leads to a greater
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incidence of disability within marginal populations, though official data disaggregated by
ethnic or caste group is not available in Nepal, it is widely understood that disability is more
prevalent within minority groups.

In highly unequal societies like Nepal, persons with disabilities must often overcome multiple
or ‘intersectional’ layers of disempowerment and discrimination, a background condition of
chronic underdevelopment, and patterns of structural inequality which perpetuate and intensify
systemic conditions of poverty. The findings from indicate that the intersection of disability
and social exclusion reinforce the disadvantages that are linked to the identity of the socially
excluded groups and manifest themselves in their exclusion from access, opportunities, and
resources.

Figure 4: Perceptions of Being Excluded from Public Life
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Our survey results (Figure 4) directly indicated that perceptions of being excluded were highest
amongst PwDs (37%) and Dalits (40%) compared to the overall average reported across
demographic groups (29%).

Similarly, compared to PwDs from other caste and ethnic groups, a significant proportion of
Dalit PwDs (62%) and Janajati [indigenous] PwDs (81%) reported having inadequate or poor
access to public facilities. Likewise, a much larger proportion of Dalit PwDs (85%) reported
less than adequate access to public services, as did Janajati [indigenous] respondents (74%).

Figure 5: Access of Different Categories of PwDs to Public Facilities
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Figure 6: Access of Different Categories of PwDs to Government Services
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In rural Nepal where the general socio-economic conditions are particularly bleak, lack of basic
skills, educational opportunities and livelihood/employment options, PwDs from socially
excluded groups experience stigmatization and negative stereotypes that cast them as
unproductive and dependent. As a result, families of such PwDs tend to face poorer living
conditions and higher levels of poverty as exemplified by the narrative below by a Dalit with
a physical disability.

Earlier, I used to make my living by playing instruments during wedding and other ceremonies.
One day, around eight years ago, I fell down from my bed and broke my leg. I went to the
hospital but the treatment did not go well. But because I did not have any money, I could not go
to a better hospital. I need to carry a stick to be able to walk. And, since I can walk around with
the help of a stick, the VDC has refused to categorize me as a disabled person even though I
walk with great difficulty...I feel very sad that I am unable to work now and need to depend on
others. The only son I had treats me as a stranger now. He does not come home either for Dasain
or for Tihar. I cry a lot while I am alone remembering him. As we grow old we start becoming
a burden to our children. On top of that [ am disabled; he does not want to take care of me. If he
would have wanted, he could have taken me to Kathmandu. But why would he? He does not
love me anymore... | am also hurt by the attitude of the VDC secretary who has refused to
categorize me as a disabled person. Because of that, I have stopped taking part in any of the
VDC activities. I think the VDC is a corrupt body and they do nothing for the welfare of the
Dalits or people who are disabled.
—Dalit Man with Physical Disability, Sindhupalchowk

To make matters worse, the earthquake affected the socially excluded groups, namely, Dalits,
Janajatis and women, particularly those with disabilities, disproportionately. The corollary to
the existing structural and other barriers, as will also be discussed below, was that these groups
either did not get equal access to the assistance and/or the assistance provided did not meet
their requirements and special needs. As was pointed out in a report on the situation of Dalits
in the aftermath of the earthquake, “Relief is perceived by the Dalit community as being
‘hunekhaneko laagi’ (‘for powerful and well-to-do people’) which contradicts the idea of
relief” NNDSWO 2016: 13).

Regarding issues of ethnicity, findings also reinforce previous studies indicating that
indigenous persons with disabilities (IPwDs) face additional layers of exclusion and that
Jjanajati [ ‘indigenous’] and Dalit groups were disproportionately affected by the quake (Gurung
2013). According to a small study done by Nepal Indigenous Disabled Association (NIDA)
across 6 districts (Sindhupalchowk, Dolakha, Ramechhap, Dhading, Nuwakot and
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Kavreplanchowk), 65-70 percent of indigenous persons with disabilities affected by the quake
and 50-55 percent of IPwDs did not receive relief. For example, NIDA informed us that among
the 48 PWDs who lost their lives during earthquake in Sindhupalchowk district, 29 of them
were indigenous persons with disabilities—indicating uneven vulnerabilities.

Similarly, based on a key informant interview, language was a barrier that prevented some
groups of Janajati indigenous people from accessing both information about relief and relief
materials. For instance a study conducted by one of our DPO respondents found that a 52 year-
old Tamang single woman who became newly disabled during the earthquake in Nuwakot, was
unable to access relief materials during early relief distribution due to the simple fact that she
did not understand Nepali, only her native Tamang language, and there were no
translators/interpreters in the relief team that could translate for her. An inclusive approach to
disaster risk reduction and post-disaster recovery would require the recognition and mitigation
of these barriers.

Despite the momentum gained by the Indigenous Movement in Nepal in recent years, Gurung
& Thapa (2013) argue that this movement has not included a call for recognition of the rights
of indigenous persons with disabilities. Though “the fundamental rights set forth in the
Constitution and international human rights treaties like ILO Convention 169 and UNDRIP
[the United Nations Declaration on the Rights of Indigenous Peoples] assure the right of
minorities including indigenous persons to live a minimum standard for the survival, well-
being and dignified life” (Gurung & Thapa 2013: 1) these conventions have not been
adequately utilized to promote the rights of indigenous persons with disabilities. Thus
“sensitization and implementation about IPwDs within Indigenous People Organizations
(IPOs) about the rights of disabled people through the CRPD, the Disabled Protection Act” is
needed alongside increased advocacy within DPOs about the specific rights guaranteed to
indigenous PWDs through UNDRIP and ILO-169711(Gurung & Thapa 2013: 6). To prompt a
greater recognition of these rights during the recovery phase, it is imperative that there should
be adequate representation of Dalit PwDs and IPwDs in the reconstruction phase so that the
agenda of ‘minorities within minorities’ are highlighted, particularly in parts of Nepal where
indigenous groups represent a majority of the population. Given the disproportionate number
of indigenous people affected by the 2015 earthquakes, the integration of these rights
frameworks is perhaps more important than ever.

2.3 The Social Politics of Relief Distribution

The relief distribution was not helpful to persons with disabilities. Blind people couldn’t go there,
other physically disabled didn’t get there, and there were obstacles because to get the relief the
person needed to be present him. —Physically Disabled Woman, Kavre

85% of humanitarian actors responding to our survey recognize that persons [Twith disabilities are
more vulnerable in times of crisis and 92% estimate that these persons are not properly taken [ linto
account in humanitarian response. (Handicap International 2015: 4)

As widely reported in the national and international media, access to relief materials and other
post-disaster support services has varied significantly across different districts and even
between different VDCs and Wards within the same district—the result of a complex mix of

7 Articles 21 and 23 of the United Nations Declaration on the Rights of Indigenous Peoples (UNDRIP) clearly
state that special attention should be paid to vulnerable individuals and groups within indigenous communities.
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geographic, social and political factors. Importantly, there are also micro-political and social
dynamics within individual settlements that dictate who has access to assistance and support
and who does not. Importantly, our research indicates that persons with disabilities were both
overlooked and marginalized during the Emergency or Relief phase that followed the 2015
earthquakes, reinforcing the findings of several other international studies which have reported
that “persons with disabilities are too often neglected in the contingency planning, assessment,
design, and delivery of humanitarian relief” (Handicap International 2015: 5, see also Handicap
International 2015, IFRC 2015). Our research also indicates that information barriers are a
significant driver of this trend, and that uneven patterns of relief distribution in Nepal are
exacerbate by intersectional forms of social exclusion related to gender, ethnicity, caste, class
and geographic marginalization. From the beginning, our study was informed by the idea that
needs of differently impacted populations change over the course of the emergency phase that
follows a disaster, that “the evolution of such needs will not only be a function of the intensity
and nature of the impacts of the disaster but also of the disaster response.” (The Asia
Foundation 2015: III). To quote one of study respondents from Sindhupalchowk, it is obvious
that “some people have moved on the recovery phase, but others are still stuck in the relief
phase.”

Throughout our research, it was clear that persons with disabilities faced greater difficulties in
accessing relief materials and other post-earthquake assistance due to limitations on physical
mobility and a relative inability to be physically present to be recognized.

Those who could jostle would receive [the relief materials]. The elderly who were physically weak
were unable to but there used to be situations where a family with physically strong sons and parents
received even up to 10-15 sacks of rice.

—Janajati FGD Participant, Sindhupalchowk

Information is an important lifeline in the wake of disaster, both in Emergency Phase and the
longer-term Recovery Phase that follows, as it not only helps people save lives and property
but also enables them to cope with the impacts. In the immediate aftermath of the earthquake,
a relatively higher percentage of PwD households (26%) and Janajati households (24.5%)
indicated that they found it difficult to get access to information related to immediate relief
compared to other demographic groups (Figure 7).

Figure 7: Access to Information in the Immediate Aftermath of the Earthquake
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Our findings indicate that limited access to information evidently had bearings on the level of
support that different groups were able to receive. In general, a lower percentage of PwDs
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(46%) and Janajatis (49%) were able to get assistance relatively easily compared to other
demographic groups such as Dalits, those from high-caste Hindu groups (listed as ‘Others’
below), and abled persons (60%, 64% and 53%, respectively) (Figure 8).

Figure 8: Perceptions of the Relative Difficulty of Receiving Relief
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Findings from our qualitative research indicate that discrepancies and exclusions of some
groups and individual households were less frequent in localities where local relief
coordination mechanisms existed, and that these discrepancies were more likely in places
where few materials arrived. Successful and equitable distribution was typically driven by the
strategies of individual local leaders acting as coordinating individuals (many of them leaders
within the Ward Citizen Forum which acts as the unofficial local government) who would
inform each of the affected families and ensure that the relief is distributed to all of them.?

There was the lack of realization on the part of both state and non-state actors that some
vulnerable groups like PwDs have special needs that require targeted relief distribution. The
following quote demonstrates a common approach to relief distribution, which represents a
lack of attention to the most vulnerable.

We tried to distribute and facilitate all the available relief materials to all of the households across
the village equally regardless of any special consideration to the particular vulnerable groups like
single women, senior citizens, persons with disabilities and Dalits, because, the impact of the
earthquake has been equally severe and devastating to all of the villagers whether they are rich or
poor or persons with disabilities. —VDC Secretary, Sindhupalchowk

Till now I have not heard of any distribution of relief materials for persons with disabilities. Neither
are there any programs for them.

—Physically-Disabled Dalit man, Karthali, Sindhupalchowk

Overall, we found only a very few programs that systematically distributed materials to persons
with disabilities, and even fewer that distributed specific items to help counter disabilities (i.e.
assistive devices). In Gorkha, we did find that the District Disaster Relief Committee did try to
distribute a targeted one-time cash transfer of NRs 10,000 (~USD $100) to the ‘most vulnerable

8 This trend was reported by a diverse group of respondents in the four districts, representing men and women,
different ethnic and caste groups, and both disabled and abled persons. Proximity to the road was variably
identified as a major factor influencing relief both positively and negatively, promoting divergent patterns of
increased coordination or conflict. However, perhaps predictably, PwDs living in settlements near the road seem
to have had greater exposure to relief.
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groups’ which included PwDs during the early relief phase, but this was the sole example of
such a coordinated activity. All other efforts targeted for persons with disabilities were
conducted by DPOs or INGOs like Handicap International or CBM. Though these few
disability-oriented organizations did provide specialized care, rehabilitation services, and
assistive devices, they were not present in the majority of our study areas, indicating the
difficulties in ensuring adequate coverage and pointing to the need for the integration of
disability issues within large ‘mainstream’ humanitarian agencies.

Importantly, difficulty in accessing emergency services and relief materials in a crisis situation
not only has an impact on the household’s ability to cope with the immediate impact of a
disaster but can also have bearings on the mental and psychosocial wellbeing of the disaster
victim. According to the ‘Disaster Risk Management Global Platform Fact Sheet (2011) there
are many factors that adversely affect the mental health of disaster victims and that
‘psychological well-being is influenced by a variety of social factors such as dignified and safe
provision of overall aid’. And, therefore, it is crucial that vulnerable groups such as persons
with disabilties are targeted via specific risk reduction, emergency response and recovery
measures.

On a broader scale, it is necessary to introduce a model of disaster response and relief that is
based on principles of equity rather than the common approach informed by a loose
commitment to equality, which reinforces and even exaggerates existing inequalities in the
post-disaster context. To accomplish this, it is necessary to sensitize representatives from the
Government of Nepal and other disaster-response institutions to the specific needs of excluded
groups and persons with disabilities. As a recent report focused on caste-based discrimination
in relief activities argued, it is critical to change the mentality of ‘frontline actors’ who shape
disaster response (NNDSWO 2016). Most importantly, these principles of equity need to be
incorporated into all disaster-risk reduction activities (see Part 4 on ‘Disability and Disaster
Risk Reduction’ below), to increase the efficacy and appropriateness of the immediate disaster
response and to increase awareness about social exclusion and disability before a disaster
occurs.

2.4  Continued Exclusion and Increased Vulnerability

The differences in the severity of the impact of earthquake based on markers of identity and
disability, as also documented in other reports, also defines the relative ease with which
different population groups are able to deal with damages and losses during the recovery and
reconstruction phase (Naujoks 2016). Findings from our study also indicate that the situation
has not changed in the post-earthquake period and perhaps even worsened. The deeply
entrenched social hierarchies, disabling social and environmental factors as well as their
individual impairments have significant ramifications for the post-earthquake recovery of
persons with disabilities, single women, and other marginalized groups. Across our broader
sample, twenty-nine percent of our survey respondents indicated feeling excluded, with
disability being the most commonly cited reason (35%).
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Figure 9: Reasons Identified for Feeling Excluded in the Post-Earthquake Period
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Further, of all the different types of services provided for relief and recovery, the weighted
average of the support received is much less for households that include persons with
disabilities (PwDs) as to opposed to those without (Non-PwDs). The following graph depicts
this trend, with ‘0’ representing ‘No Support’ and ‘1’ representing ‘Support’. The difference
between PwDs and Non-PwDs is less (ranging from approximately 5 to 9 percentage points
difference) for immediate rescue and the material needs of the Emergency Phase but much
higher (ranging from 24 to 200 percentage points difference) for assistance that would help
earthquake-affected households recover in the medium and long-term (e.g., safe demolition
and debris management, health assistance, rehabilitation of schools and other infrastructure,
and livelihood support such as cash for work and business/microenterprise support).

Figure 10: Differences in Access to Support/Assistance
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Similarly, when our team conducted fieldwork in January, most people were still living in
temporary shelters (many still are even now). Our survey data shows that 61.7% of persons
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with disabilities in our sample were living in temporary shelter made of CGI Sheets and that
they had been living in these conditions for an average of 7.2 months. Likewise, in terms of
gender, Sita Adhikari, Woman Development Officer [WDO] in Gorkha district, said that during
the emergency period, people were living in camps and their living conditions posed threats to
women and children, especially persons with physical and intellectual disabilities. They were
vulnerable to being physically abused. The camps also posed serious threats to the health and
safety of pregnant and postnatal as well as lactating mothers. The living condition was difficult
for single women as well. In addition, she added, the cases of violence had increased after the
earthquake. At the time of the interview, her office was getting five or six cases every day
relating to physical, economic, and sexual violence. These cases of violence appear to have
risen partly due to increased alcohol consumption, a trend which places women and children
at greater immediate risk, increases the economic instability for displaced households, and can
cause both disabling accidents and long-term health problems, including congenital disabilities.

2.5 Public Health & Healthcare

Chronic public health problems in Nepal related to water, sanitation and hygiene (WASH),
disease, malnutrition, and inadequate access to healthcare are both a cause of disability and a
source of recurring health problems for persons with disabilities. Health problems and
disabilities can exacerbate poor living conditions and erode the economic well-being of
families, creating feedback loops that can lead to long-term impoverishment. The 2001
Situation Analysis of Disability in Nepal found that 30.3% of the disabilities are attributed to
disease or lack of medical care, pointing to the fact that a significant percentage of disabilities
in Nepal are preventable and that disability is deeply embedded in broader issues of public
health (NPC 2001). The same study also found that 50% of different types of disabilities
occurred before the age of five. Further, given that 15.4% of the disabilities were a result of
accidents “indicates neglected traumas or, in other words, the lack of appropriate medical
treatment following the accident” (NPC 2001: 7).

Healthcare and rehabilitation facilities are largely centralized at the national and district level.
Government healthcare typically provides only emergency care and very basic needs.
Rehabilitation and physical therapy services are available only to those with mobility-related
disabilities or musculoskeletal conditions, and there are very few public treatment options for
mental and intellectual disabilities. At the time of the Norad (2012) study, for example, there
were 400 physiotherapists but only eight speech therapists in the entire country. During the
consultations, Handicap International-Nepal pointed out a lack of technical capacity for the
fitting of assistive devices as a major problem in rural areas, as there are typically only one or
two technicians per district. Women’s health is also a major issue for women with disabilities
(WwDs) in Nepal, as indicated by a 2007 study conducted by the NDWA that found that 54%
of WwDs reported ongoing health problems and 45% reported facing reproductive health
issues (Khanal 2007) indicating a major gap in health services.

Access to and availability of health care facilities has emerged as crucial for PwDs in the post-
disaster situation. Three respondents of the survey ranked problem in accessing health services
and medicines is top most challenge in the post-earthquake context in their localities. While
health problems were not commonly cited by PwD respondents as a major issue during our
field research, this likely indicates the emergence of other problems in the wake of the
earthquake rather than any kind of satisfaction with the healthcare system in Nepal. And despite
the initiatives mentioned above, a key informant from Bahrabise, Sindhupalchowk, was quite
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blunt: ‘People with disabilities have not received health services after the earthquake in our
community.’

Field observations at our research sites indicate that ‘local’ district-level and community-level
health infrastructures are not accessible to people with disabilities, reflecting a broader trend
across Nepal. In addition, this situation is similar in many public places. Though perhaps
unavoidable, the centralization of most health services in market towns poses a challenge for
persons with disabilities living in rural areas without road access, particularly in the wake of
the earthquake when road and trails have been significantly damaged.

A select few institutions and DPOs have been working to create more inclusive and disabled-
friendly health infrastructure and to provide specific care to persons with disabilities, and the
role of these organizations in the post-disaster period has been praiseworthy. During our field
research, we found a handful of high-quality post-earthquake programs offering specific health
support for disability, such as the UNICEF-supported rehabilitation center at Chautara in
Sindhupalchowk district; the field offices for Handicap International in Nuwakot; and the
Hospital and Rehabilitation Center for Disabled Children (HRDC) treating and rehabilitating
victims and providing relief materials and medical assistance in difficult-to-reach sites, as well
as a few smaller volunteer efforts. As referenced in the section on ‘Disaster Risk Reduction’
below, these kinds of mobile response units are crucial in the wake of disasters. The majority
of healthcare and rehabilitation, however, was provided thru pre-existing institutions such as
the Spinal Injury Rehabilitation Center in Kavre district, which has been providing integrated
facilities and services to disabled persons living with spinal injuries for years. Unfortunately,
however, such centers are very limited, centralized in the Kathmandu Valley or district
headquarters, and not available in the many of the more remote parts of the country.

One very telling example of an inclusive and disability-focused post-disaster healthcare
intervention is the ‘medication rehabilitation shelter’ started by the Nepal Healthcare
Equipment Development Foundation (NHEDF) in the immediate aftermath of the earthquakes.
Based in Panipokhari in Kathmandu and started to provide shelter to ultra-poor and displaced
Nepalis sleeping in the streets while seeking healthcare in Kathmandu, this facility has now
provided accommodations, rehabilitation services, and assistance with medical treatment to
over 300 persons injured or disabled by the earthquake. Created to fill a gap in disaster
response, the continued existence of the NHEDF shelter represents both a failure within
Nepal’s healthcare system and the possibilities for innovation. Novel programs like these
should be supported, expanded, and replicated in other settings across Nepal.

2.6 Unequal Educational Opportunities

UNESCO estimates that children with disabilities represent more than a third of the 67 million
children who are out of school worldwide (UNESCO 2007). In 1998, UNDP estimated that the
global rate of literacy among PwDs was 3% for men and only 1% for women while a UNESCO
report states that 90% of children with disabilities in developing countries do not attend school.
Summarizing this systematic underperformance, the Millennium Development Report stated:
“Even in some countries that are closer to achieving the goal of universal primary education,
children with disabilities represent the majority of those who are excluded” (MDR 2010: 18).

In Nepal, a range of studies indicate that disabled children systematically lack access to
education, both in terms of inclusion and in terms of attention to special needs related to
specific impairments (UNICEF 2001, Human Rights Watch 2013). Nepal’s Child Protection
Act 1992 states that disabled children cannot be discriminated against and states that disabled
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children who cannot be cared for by their family must be provided for in children’s homes and
receive necessary education. Further, the CRPD obliges signatories to ensure that persons with
disabilities are not excluded from the general education system on the basis of disability and
particularly children with disabilities must not be excluded from free and compulsory primary
education, or from secondary education. And yet, the 2001 Situational Report on Disability
found that “68.2 percent of persons with disabilities have no education as compared with 44
percent of total population” (NPC 2001). A decade later, the Flash I Report 2011 released by
the Ministry of Education shows that children with disabilities represent only 1.0% of total
enrollment at the basic level, 1.1% of enrollment at the primary school level and 0.8% of
enrollment in lower secondary schools (MoE 2011).

Although the Constitution of Nepal has established education as one of the fundamental rights
of every citizen to enable him or her to live a life with dignity, the inclusion of PwDs in
education remains highly problematic in Nepal. Hence, “despite a political commitment to
persons with disabilities to provide the access to education, in practice it’s falling short in
implementation. Lack of disability friendly environment, inadequate learning and teaching
materials, lack of special teacher, negative attitudes of teachers and parents people with
disabilities are left behind from the mainstreaming of education” (NDWA 2013: 3).

According to our survey data a higher proportion of PwD children were not attending schools
at all compared to non-PwD children. Of those attending schools, a lower percentage are
attending local government schools, indicating perhaps that public schools are not PwD-
friendly in terms of access. And as a 2013 study by Human Rights Watch states that “even if
school buildings might be accessible the roads to schools are not” (Norad 2012) illustrating the
host of infrastructural issues that need to be sorted out before education is truly accessible to
disabled children and youth.

Figure 11: School Attendance by Demographic Group
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Our survey data reflects this pattern of unequal education, as 28% of persons with disabilities
in our survey were illiterate and an alarming 46% of women with disabilities were illiterate—
providing more evidence of a significant gendered gap in the care for children with disabilities
in Nepal. Only 7.3% of PwDs surveyed had passed their School Leaving Certificate (SLC)
examinations and among females this figure was only 2.7%. The gendered difference in literacy
rates confirms similar global trends which say that girl children with disabilities are the most
excluded from going to school and education with both lower enrollment and higher dropout
rates (Human Right Watch 2011). The research findings show that that the education of female
PwDs is considered less of a priority in many households, reflecting a systemic cultural bias in
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favour of the education of male children and hence severely limiting the collective ability of
female PwDs to determine their own futures.

Additionally, = multiple  vulnerabilities = of  being  female  coupled  with
intellectual/mental/developmental disabilities ensures almost zero access to school and quality
specialised education, as the mother of a 16 year old girl with learning and development
difficulties from Sindhupalchowk said: “We don’t know about special schools for children with
disabilities. We send her to the school where other children go. She’s not regular; she goes to
school depending on her mood. Therefore she is still in Grade 3 and she’s already 16 years
old.”

During interviews, a large number of the persons with disabilities expressed frustration about
the gap in educational opportunities that has led to their marginalization in their families, in
their communities, and within the broader economy and society; decreasing livelihood
opportunities and possibilities for economic autonomy. One woman with disabilities from
Sindhupalchowk simply stated that: “Due to lack of education I am behind and dominated by
my community and family.” Echoing her, an abled male from Sindhupalchowk described the
cycle of disadvantage faced by PwDs due a lack of education: ‘Persons with disabilities are
marginalized because of their education. They are not as educated as others [abled people] and
so they are unemployed and cannot earn money.’

For schools that do offer special education programmes for students with disabilities, the
Government of Nepal has a scholarship policy to help cover the expense of education—with
four tiers of funding, ranging from NRs 5,000 to 30,000 NRs per annum depending on level of
dependency, severity of disability, and geographic location. These scholarships are made
available through the District Education Office, and demand often exceeds available funding.
In Nuwakot, for example, a local DPO representative said: ‘There are four schools for PwDs:
one school for the blind in Tupche; two for children with hearing problems in Bageshwori and
Nuwakot; and one for students with intellectual disabilities in Majhitar. The government
provides support for twenty students in each of these schools.’

The quality of special education programmes, however, is extremely uneven, reflected in the
survey result that only 12.2% of PwDs think that the PwD Special Education Programmes are
‘Good or Adequate’. Additionally, the lack of teachers trained or specializing in special
education is also a factor constraining the quality of education for PwDs. A key informant from
Sindhupalchowk said: “In Chautara there is a special school for the disabled with 181 students.
They are good at their studies but the lack of teachers and equipment makes it very hard to
study for them.”

On the highly positive side, however, the research team did encounter a few PwDs who had
been able to transition into higher education after attending these schools.

I was enrolled in a special school for deaf children by my father in Class 8. I managed to acquire
good results in my SLC and this encouraged me to pursue higher education and teach other deaf
children. I am currently doing my BEd and teaching at the school [Kavre Deaf School, Banepa]. |
want to be a role model for these children.

—Hearing-impaired woman, Kavrepalanchowk

As the study showed, interruption of education among PwDs has increased due to:

e Problems of travel/mobility to relocated schools, which has affected everyone but
particularly PwDs

o Damage to the limited facilities for special education that existed

e Many PwDs living in camps for internally displaced people
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o Lack of PwD-friendly facilities in Temporary Learning Centers

o Exclusion and teasing when entering new learning environments

o Strain on household finances due to deaths, injuries, or lack of work among caregivers
o Barriers to adaptation for children newly disabled by the earthquake

During times of crisis and inadequate shelter and food, the ability of households to invest in
their children’s education is severely curtailed, and PwD children are often the least priority.
Newly disabled children also have a particularly hard time as they adapt to their differently-
abled bodies while their parents struggle to meet medical costs even as they restore their homes
and livelihoods. Unable to go to school due to the difficult terrain coupled with their
disabilities, many have been forced to remain home and miss out on school. The mother of a
newly disabled, paraplegic 16-year-old girl from Sindhupalchowk said:

We lost our house, one cow and one buffalo. I used to sell the milk here in the village and made a
small income to buy vegetables for dinner. My husband lives in Kathmandu, he has a job there but
he lost it last year because we were so busy running around hospitals for our daughter. We’re in
trouble now, we’ve borrowed money and have been living off of that. I don’t know how we’ll
continue like this. And I worry so much for my daughter. She hasn’t been to school in a year, she
missed out on this year’s SLC exam as well, let’s see maybe next year we’ll manage something...

2.7  Livelihood Struggles & Constraints Economic Recovery

The community still doesn’t understand the issues of apaangata [persons with disabilities]. We are
seen as ‘kaam na laagne’ [useless], unable to work and earn a living. —Dalit PwD in Kavre

Disasters have direct and indirect impacts on the livelihoods of those affected, and interruptions
and dislocations of livelihood tend to have more severe effects on poor and marginalized
households. Of our sampled households, 62% indicated that the earthquake had destroyed their
sources of employment and livelihood. Consequently, individual households have adopted a
number of strategies to cope with the effects of the earthquake. This was particularly evident
in the form of changes in employment patterns and livelihoods strategies. There is a clear shift
away from self-employment in agriculture towards other forms of livelihood with an overall
average decrease of 11% following the earthquake, with this decrease being more pronounced
in the case of PwD, Dalit and Janajati households.

Figure 12: Changes in Employment Status/Livelihood Strategies

Category of Work PwD Non-PwD Dalit Janajati Others Total

or Livelihood Pre | Post Pre Post | Pre | Post Pre Post Pre Post | Pre | Post
Agriculture - Self 42 30.9 55.8 452 | 429 31 54.3 41.5 46.9 40.8 | 49.7 | 389
Employed

Agriculture - Wage 0 0 1.9 1.9 24 24 1.1 1.1 0 0 1.1 1.1
Non Agriculture- 11.1 9.9 9.6 135 | 143 | 143 10.6 10.6 6.1 122 | 103 | 11.9
Wage

Remittance 3.7 3.7 6.7 5.8 7.1 4.8 32 32 8.2 8.2 5.4 4.9
Operating Own 17.3 | 18.5 14.4 11.5 | 23.8 | 23.8 11.7 12.8 16.3 10.2 | 15.7 | 14.6
Business

Private Sector 3.7 3.7 2.9 1 24 24 2.1 2.1 6.1 2 3.2 2.2
Employment

Public Sector 6.2 6.2 3.8 3.8 24 24 53 53 6.1 6.1 4.9 4.9
Employment
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Social Security 9.9 4.9 0 0 0 2.4 6.4 2.1 4.1 2 4.3 2.2
Allowance

NGO Employment 2.5 1.2 1.9 1.9 2.4 2.4 3.2 2.1 0 0 2.2 1.6
Others 3.7 11.1 2.9 4.8 2.4 7.1 2.1 7.4 6.1 8.2 3.2 7.6
Not Applicable 9.9 10.6 7.1 11.7 10.2 10.3

Across demographic groups, a decrease in self-employment in the agriculture sector was
complemented by a slight increase in other categories of employment, but most importantly
the self-reported rate of unemployment (‘not applicable’) went up significantly for all groups.
Early recovery-oriented programs such as Cash for Work (CfW) and Food for Work (FfW)
implemented by I/NGOs were reported to have been beneficial both in terms of coping in the
post-earthquake situations and rebuilding/reviving various services such as roads, water
sources and public buildings that are important to their livelihoods. These interventions created
short-term employment opportunities to those who lacked other options or those whose
agricultural land or livestock was damaged by the earthquake. For carrying out such activities,
workers reported being paid between NRs 400-700 per day or being paid in food staples (rice
and pulses) and working for anywhere from a few days to two months.’

The major help was provided by UNDP. At a time when everything was devastated everywhere
and no one had money in their pocket, UNDP took the responsibility of clearing the debris and also
gave us money for doing that.

—Local CfW Participant, Karthali, Sindhupalchowk

The WFP program provided us with rice after we dug the road, cleaned the surrounding and
constructed the roads to reach the source of water. We have been eating that rice.
—Focus Group Participant, Sindhupalchowk

During the course of field research, we noted that a small number of persons with disabilities
had participated in cash-for-work programs such as the UNDP Safe Demolition and Debris
Management Programme and the food-for-work road restoration program implemented by the
World Food Programme Roads Access Program (mostly people with less-severe physical
disabilities). In general, however, PwDs were less likely to gain temporary or full-time
employment within earthquake recovery programs, due to limitations (both real and perceived)
that have systematically limited livelihood opportunities for persons with disabilities in Nepal.
As one abled respondent in Sindhupalchowk told us: “Persons with disabilities are
marginalized because they are disabled. PwDs cannot work and produce the things as expected
as abled person.” To mitigate these kind of attitudinal barriers to socioeconomic inclusion,
post-disaster recovery programs should take a proactive role toward employing persons with
disabilities as per their respective capabilities.

Reflecting a larger economic pattern in Nepal, one livelihood strategy adopted in the aftermath
of the earthquake was an increased in the frequency of household members migrating outside
the locality for employment. At the time of our data collection, eight to ten months after the
earthquake, an an average, 38% of the households indicated that they had family members
working outside their own Village Development Committee (VDC), whether elsewhere within
Nepal or abroad in a variety of common locations (i.e. India, the Gulf States, Malaysia,
Singapore, Korea, etc). After the earthquake, a further 16.2% of the households indicated that
family members had migrated, with the largest proportion seen among abled populations and
high-caste Hindus. The imperative to leave home at any cost is also apparent in 50% of the
post-earthquake migrants choosing Kathmandu or other parts of Nepal compared to 44% of the

° Based on interviews in 24 VDCs within Sindhupalchowk, Nuwakot, and Kavrepalanchowk districts.
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pre-earthquake migrants; with fewer people going abroad for work after the earthquake
(perhaps due to financial constraints). Most importantly, the percentage of households with
family members abroad was significantly lower both before and after the earthquakes for
households with PwDs—28.4% for vs. 45.2% and 12.3% vs 19.3% respectively—indicating
perhaps the economic challenges of being a caregiver

Figure 13: Changes in Migration Trends Prior to and After the Earthquake

Frequency of Migration Pre- and Post- Migration Destinations by Household
Earthquake by Household
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Notwithstanding recent changes in foreign employment policies at the national level (namely,
the initiation of ‘free-visa and free-ticket’ policies announced by the government just a few
months after the earthquake in June 2015, which were weakly implemented) the continuing
high costs associated with new foreign migration were perhaps prohibitive for most households
after the financial losses and damages incurred by the households—an effect which was likely
stronger within economically marginalized groups such as Dalits and PwDs. Though this data
clearly indicates a rise in migration to Kathmandu—a function perhaps of displacement, the
lack of market access in many rural areas, and new possibilities for casual labor in demolition
and reconstruction—we also see fewer households migrating in the post-earthquake period,
and a relatively smaller number going to the Gulf. Regardless, the qualitative data shows that
migration has contributed strongly to coping with the impacts of earthquake!'°.

As my husband is abroad he has been sending money. If people have migrants in their home, the
recovery is easier but for those who do not have any migrants it is difficult.
—Tamang Woman, Karthali, Sindhupalchowk

My husband is earning and supporting our family. Sons are abroad and they send some remittance
at regular intervals. So, [ am in better situation than others.
—High-Caste Hindu Woman, Sindhupalchowk

19 In some cases, Nepalis working abroad returned to Nepal after the earthquake if they were able (many could
not easily break their contracts), but as anecdotal evidence also indicates many migrants and their families decided
that sending remittances was more helpful to households struggling in the wake of the earthquakes than coming
home to uncertain employment opportunities.
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Our father and mother have gone abroad and have started earning and have been sending money
after the earthquake. Otherwise, we had to struggle to buy things.
—Disabled Tamang Boy, Bahrabise, Sindhupalchowk

Predictably, the impact of the earthquake on land- and agriculture/livestock-based livelihoods
also led the affected households to take out loans, which increased their debt burdens thus
causing further psychological stresses. Prior to the earthquake, families with PwDs tended to
be in less debt, with 37% indicating that they had no loans compared to the average of 25%.
However, families of PwDs tended to rely somewhat more on informal sources (e.g., family
relatives and money lenders) when they did require financial support than the average.
However, after the earthquake approximately 33% of the sampled households also indicated
that they had to take additional loans to cope with the effects of the earthquake. Amongst the
different populations, a significantly larger percentage of Dalits (41.5%) have taken new loans
which indicate not only the vulnerability of Dalit households but more importantly point to the
possibility of them entering into vicious circles of poverty and vulnerability to natural and man-
made disasters.

Figurel4: Percentage of Households with New Loans Following the Earthquake
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Figure 15: Sources of Loans/Credit After the Earthquake
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Notably, most of the households (approximately 51%) who took loans following the earthquake
mentioned cooperatives and community savings and credit groups as being the major sources
of these loans, thus pointing to the importance of these local institutions prior to and after the
earthquake, particularly since that is a 6% increase over the number who received loans from
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the same sources. Access to these institutions also varied greatly with a much higher proportion
of high-caste Hindus (77%) receiving credit from these institutions than other groups.

Although the research did not find many cases of projects that explicitly sought to provide
assistance to the PwDs, the limited livelihood options available to them even prior to the
earthquake, is notable. The limited livelihood and employment options for Dalits and families
with PwDs is reflected in the low levels of savings—22% of Dalits and 23% of families with
PwDs indicated that they have no savings. In such circumstances, the research findings indicate
the need to evaluate the possibilities for technical/trades trainings in PwD-oriented schools (i.e.
Kavre and Nuwakot) to ensure greater job placement.

There should be mandatory provisions to allocate employment for persons with disabilities in wage-
based employment suitable to their skills and capacities. Also, there is a need to introduce new and
innovative vocational training packages that have a better chance of helping the disabled to secure
jobs after completing trainings. —Sudarshan Neupane, Handicap International

A few good examples exist which demonstrate the success of livelihood programs focused on
the employment of persons with disabilities. Consider, for example, an incense production
facility in Nuwakot that was formed by a local DPO, is owned by a consortium of local persons
with disabilities, and which provides employment to 10 PwD employees (continuing in the
wake of the earthquake). On a more individual level, here is an account from physically
disabled man from Nuwakot who took the initiative his own sericulture business after
participating in a livelihood training program:

I collected information from the agricultural office and then participated in a 50-day silk-farming
training. An organisation in Dhading is monitoring the silk-farming, and it provides larvae and
again comes to collect the silk. The silk is collected at 250 rupees per kg. Silk-farming can be done
during three seasons of the year. I earn 20,000 to 25,000 rupees per season. Though the earthquake
destroyed my house, animal shed, and equipment for silk farming, I was not disheartened and |
started working harder. I am independent for my household expenses, and I am running my
household well. In the future, I am thinking of extending my business and providing employment
to others. —Physically Disabled Tamang Man, Nuwakot

Again, given chronic conditions of underemployment for persons with disabilities in Nepal,
the relatively low rate of migration within PwD households, and widespread constraints on
physical and financial mobility provided by the earthquake and its aftermath which
disproportionately affect economically marginalized, it is crucial to initiate targeted livelihoods
programs for persons with disability to help ensure both post-earthquake recovery and equal
opportunity to economic autonomy.

2.8 Under-Representation of Disabled Persons Organizations

The study indicates that DPOs are highly under-represented within the institutional structure
of disaster response in post-earthquake Nepal. Though issues of disability are ostensibly
addressed in the context of the Protection Cluster, the findings showed that: a) local DPOs
working for the rights of PwDs in each of the four districts were not meaningfully included in
the Protection Cluster; b) disability-oriented organizations who did participate in the Protection
Cluster were mostly INGOs that arrived post-disaster; and c) coordination between
international and local organizations was low. In Nuwakot, for example, a National Federation
of Disabled-Nepal (NFDN) representatives participated in the Protection Cluster as the
representative of all the DPOs in the district: “We presented our work. Other NGOs also
presented their work. But it was just sharing meeting. Nothing happened afterward.”
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Similarly, it became evident that the voices of PwDs were not heard in the District Disaster
Relief Committees. Several DPOs reported that issues of disability were largely ‘crowded out’
or diluted within the conversation on protection by other more visible protection/GESI topics
such as ‘the needs of lactating mothers’ and issues of post-earthquake trafficking. Interviews
conducted with local government officials indicated a significant lack of awareness about
issues of social inclusion and disability. When asked about the needs of marginalized groups,
local government officials typically mentioned the same programmes focusing on ‘lactating
mothers’ (understood perhaps as a proxy for ‘women’s issues’) and that ‘Janajatis are receiving
their fare share of relief’. When asked about the programmes focused on persons with
disabilities, government officials referred only to the disability allowance programme, and very
few (with the exception of the Women’s Development Officers) were aware of any post-
earthquake programmes specifically targeting PwDs. Overall, there is a systemic lack of
understanding and awareness about disability and different needs related to different kinds of
disability among government officials. One ranking official went so far as to say rhetorically:
“All uneducated people are disabled people.” That is patently false and indicates a fundamental
misunderstanding of the true reality of ‘unequal opportunity’.

Lack of coordination and infrequent or imperfect local consultation of DPOs and PwD
stakeholders also emerged as a major theme. The research team was repeatedly told by DPOs
of international organizations implementing disaster relief management at the local level
without consulting NGOs or other communities. One DPO representatives said that: “If NGOs
have any programs related to PwDs, then we should be included. For interacting with PwDs in
this district, they need a programme of interaction. We have all the contact numbers and so we
can inform them about the programme.” When asked if DPOs in Nuwakot had worked with
INGOs in the past, a representative of a DPO in Nuwakot said:

Before the earthquake there was no collaboration with INGOs here and there was no specific
programme for PwDs by INGOs. All the DPOs are helped by the District Development Committee
budget only. Now, we have heard about Handicap International working here. They came and
distributed some 5-7 wheelchairs to PwDs, and they are providing physiotherapy service
coordinating with District Health Office in their premises. But, this is of little help. We feel that
Handicap International has not worked for most of the PwDs living in the villages. These INGOs
bring programmes only to their target areas. They just work in the VDCs which are on their list.

A Ward Citizen’s Forum leader in Tupche VDC of Nuwakot district reported a similar trend,
indicating that while they were happy with the relief and early recovery efforts that targeted
the local school for visually-disabled children, the narrow focus of the NGOs providing the
material prevented them from seeing disability in the communities surrounding the school: “In
the village, the visually-impaired students have benefitted from relief-based support. However,
apart from the students other PwDs in the village did not get such attention though some of
them live very near the temporary hostel of those disabled students.”

During our data collection, several PwDs and DPOs repeatedly identified issues of spatial
exclusion as the single largest challenge to inclusion; describing how it is extremely difficult
to engage and include persons with disabilities living far from district headquarters. This leads
to the micropolitics of exclusion within the PwD community, where some PwDs and DPOs
living in the headquarters are able to achieve greater representation while others are not. During
the fieldwork, PwD respondents living both far and near district headquarters frequently stated
that they did not have their own local NGOs to represent their interests, saying that they were
not aware of what the district-level DPOs were doing and that they had not been consulted.
During the FGD among DPOs, an NFDN representative did iterate the need to focus on rural
areas:
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Organizations have to go rural remote VDCs where PwDs need real support. If these
organizations like UNDP can go to rural remote VDCs, then people in those areas can know
about programmes related to PwDs. There is a major information gap for most PwDs in
Nuwakot and other places in Nepal. Even during the meetings and programme held by big
INGOs in Kathmandu the same PwD from here participates repeatedly. An opportunity to learn
more should be given to the other PwDs as well.

In the post-earthquake context, the research also confirms that issues of spatial exclusion
remain a significant factor limiting the equitable distribution of relief materials and recovery
programming—of the few PwD-focused efforts that have occurred, many of them have been
confined to easy to access places and existing infrastructure, reproducing patterns of spatial
exclusion. However, problems of geography and access remain systemic challenges across
Nepal, and local individuals and organizations often lack the capacity to actively seek the help
they need. When asked how NFDN was attempting to disseminate information to PwDs living
at rural remote villages, the same NFDN representative quoted above described some of the
challenges limiting these efforts: “We have established village committee for PwDs in ten
VDCs. The government has a policy for PwDs and local budget [Rs 20-30 thousand per year].
But they are unable to use that budget because they write a very general proposal, so even we
learn nothing about their needs.”

These kinds of sociospatial exclusion are major challenges for indigenous persons with
disability and the DPOs representing them, as indicated during consultations with
representatives from both Nepali DPOs representing Dalit and indigenous PwDs (in
Kathmandu, Nuwakot, and Gorkha) who also reported feeling excluded within the disability
movement itself. For example, Gurung & Thapa (2013) note that among the 245 disabled
persons organizations affiliated with the National Federation of Disabled Nepal, only 17
organizations are led by indigenous PwDs—indicating the status of IPwDs as a ‘minorities
within minorities’.

The following anecdote from a consultation in Gorkha indicates both this pattern of
institutional exclusion and a way that they might be overcome. During our consultations with
the Local Development Officer (LDO) of Gorkha district, the President of a local Disabled
Persons Organization openly expressed his frustrations with a lack of inclusiveness within the
District Disaster Relief Committee, indicating that his small organization had no chance in
expressing their voice and that persons with disabilities were therefore absent from these
meetings. He also critiqued the DDRC and the lead NGOs operating in Gorkha for their failure
to invite any DPOs to the ‘Recovery and Planning Worship’ held in Pokhara in November 2015
and stated that PwDs were being excluded from the conversation about relief and recovery.
The LDO countered by saying that he had met with a few other DPOs in the past, but that they
all presented different concerns and there was not clear policy recommendation; he suggested
that these local DPOs needed to collectively agree on an agenda for recovery.

The DPO representative immediately responded indicating that there was a common and
immediate need to collect data on disability in the district, but that there was too little money
to support this effort within the typical district budget allocations. The LDO then responded
quite positively and pledged to increase financial support to map out the number of PWDs
across the district and prepare a “district profile on Disability’. He said that this profile would
provide the information required to develop an appropriate program for local DPOs that the
District Development Office could more readily support, and he pledged to allocate more funds
to that future program.

Though this kind of interaction is probably a rarity (and a product of the presence of our
research team, which included the Vice President of the National Federation of Disabled-
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Nepal) it indicates that dialogue can yield workable solutions. Further the creation of an
actionable ‘District Profile on Disability’ (beyond the current pamphlet released by the
Women’s Development Office in some districts, which simply names disability ID card
holders) would help greatly to foreground issues of disability at the level of district government
and could help draw attention to the needs of all district-level DPOs. Though local DPOs are
often focused on different issues related to the different kinds of disability, greater coordination
at the local level (facilitated perhaps by an umbrella organization like NFDN) may increase the
collective visibility of DPOs and disability issues.

2.9  Chronic Lack of Data on Disability

The lack of data and statistics on disability contributes to the invisibility of persons with disabilities.
This presents an obstacle to achieving development planning and implementation to improve the lives
and well-being of persons with disabilities.”

-UN Enable: Why Disability Statistics Matter, 2016

Global statistics on disability typically estimate that 10-15% of the world’s population are
living with disabilities and that up to 90% of persons with disabilities live in the developing
world (WHO, World Bank, UN Enable). The official statistics describing disability in Nepal
that have been generated by the Government of Nepal and other institutions are however far
lower, creating a highly contested information gap.

A number of surveys have been conducted to determine the prevalence of disability in Nepal,
but their findings vary widely and are thought to systematically underestimate the number of
PwDs in Nepal—the statistic most frequently cited for the percentage of the total population
living with some kind of disability is 1.94% (CBS 2011). This number is significantly below
the global averages that place the total disability of 10-15% and flies counter to the intuitive
assumption that the number would reflect the often-quoted concept that 90% of PwDs live in
developing countries like Nepal. In any case, all efforts to support and include or ‘mainstream’
persons with disabilities (PwDs) in Nepal are severely limited by problems related to
inadequate data on disability at the national level

For example, the National Census of 1971 estimated that persons with disability represented
1.5% of the total population of Nepal (CBS 1971), while the censuses of 2001 and 2011 found
that they represent 0.45% and 1.94% of the total population, respectively (CBS 2001; CBS
2011). Simultaneously, a national ‘Situational Analysis of Disability in Nepal’ in 2001 revealed
that 1.63% of the total population was severely disabled, but this figure does not include those
classified as mild and moderate disabilities (National Planning Commission 2001). ‘These
figures are in sharp contrast to studies carried out by specific impairment groups. For example
a survey carried out in five districts in 1991 stated that 16.6 per cent of children aged over five
were deaf while a study by the mental health organization Aasha Deep (2000) found that 10-
12 per cent of the population had experienced some form of mental health difficulties” (DHRC
Nepal 2006).

‘Solid statistics on people with disabilities are needed for evidence-based policy making in the
area of disaster risk reduction’ (UNESCAP 2012 cited in Stough & Kang 2015: 147).
Unfortunately, as is the case with any developing countries, disaggregated data is sorely lacking
in Nepal, due to a lack of financial and technical capacity, geographic limitations to data
collection, and a variety of social stigmas that lead to underreporting.
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The only dataset that approximates the relative composition of Nepal’s disabled populations
comes from the 2001 ‘Situational Survey on Disability’ covering 13,000 households. “Among
the different types of disabilities in the disabled population, including multiple disabilities, it
was mobility disability that was found to be the most common type, accounting for 19.5% of
all types of disabilities. Speaking disability accounted for 19.4% while hearing disability
accounted for 19.1% of all types of disabilities. Manipulation disability [difficulties using limbs
and hands] accounted for 14.8% while epilepsy accounted for 11.1% of all types of disabilities.
There were fewer cases of mental retardation (5.9%), seeing disability (functionally blind)
(5.6%) and chronic mental illness (4.6%). < (NPC 2001: 6) Interestingly, it was found that
31.0% of disabled persons in Nepal had multiple disabilities, which indicated that the
prevalence of multiple disabilities in the total population was 0.51%” (NPC 2001: 5-6).

The 2001 study did however indicate that the incidence of disability varied in terms of
ecological regions, finding that ‘the prevalence of disability was highest in the mountain
(1.88%), followed by the hills (1.64%) and the Tarai (1.45%)’ (NPC 2001: 5). The lack of good
quality and disaggregated data on disability in Nepal has prevented the creation of PwD-
inclusive disaster risk reduction activities and greatly limited the advocacy efforts of DPOs
who seek to demonstrate that persons with disability do in fact represent a significant
percentage of Nepal’s population. Enumeration is therefore a major barrier to the formation of
policies and programs focused on disability in Nepal.

On May 6, 2016, however, a nationwide survey focused on ‘Living Conditions among People
with Disability in Nepal’ was just released in May 2016 (Eide et al 2016). Conducted by the
Norwegian research institute SINTEF (in partnership with the National Federation of Disabled-
Nepal the Nepal Valley Research Council) and representing data collected in 2014 and 2015
(concluding just before the 2015 earthquakes) this study is essentially the first statistical study
focused on disability since the 2001 ‘Situational Analysis’ conducted by New Era. By
establishing updated baseline data and providing statistical clarity on the inequitable living
conditions of persons with disability, this study will be a great asset for a wide range of DPOs
and NGOs with an interest in issues of disability. “Having established evidence for differences
between disabled and non-disabled is an important step in the promotion of human rights and
improved level of living among individuals with disability. The study offers an opportunity for
boosting advocacy, for setting priorities, for assessing impact and developing policies, for
monitoring the situation, and for increased knowledge among disabled and the public in
general.” (Eide et al 2016: 159)

Given the historical lack of good disability statistics, this new study represents a major
contribution to the discourse on disability in Nepal. Even so, however, a significant need
remains to collect census-level data on disability in Nepal,'! and to update this data to reflect
new disabilities caused by the earthquakes of 2015.

2.10 Limited Data on Newly Earthquake-Disabled Persons

Despite the assertion that people with disabilities are disproportionately affected by disasters, international
data on disasters have not been collected in a manner that allows analysis of the problem. Lack of such data

' mportantly, however, this new study does not include an estimate of the total population with disabilities in
Nepal due to the research design and sampling methodology of the study, which sought to compare the living
conditions of persons with disabilities against a control group. Therefore it remains incredibly important to
improve the methods used to enumerate disability by the Central Bureau of Statistics (Government of Nepal) prior
to the next Census of 2021.
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hampers efforts to effectively respond to the needs of people with disabilities in disaster as the levels and
types of supports needed by people with disabilities cannot be accurately determined.
—Stough & Kang 2015: 144

Importantly, disasters also cause new disabilities, exacerbate existing impairments, and
decrease the overall mobility and autonomy of persons with disabilities. “Emergency situations
such as conflicts or natural disasters can also generate an increased number of people who
experience disability owing to new injuries, a lack of quality medical care, or the collapse of
essential services.” (Handicap International 2015: 5) For example, “after the Asian Tsunami,
it was estimated that there was a 20% increase in the number of persons with disabilities in the
affected areas. The Haiti earthquake in 2010 left 300,000 injured and resulted in between 4,000
and 6,000 amputations in the immediate aftermath.” (Handicap International 2012: vii).
Despite widespread recognition of the vulnerabilities of persons with disabilities in Nepal and
periodic media attention on individual Nepalis who were disabled by the earthquake, it became
apparent early on during the study that reliable data on the number of people who had become
disabled as a result of the earthquake was not available.

Though it is widely acknowledged that over 22,000 people were injured during the earthquake,
there has been no follow-up to indicate how many of these injuries have led to permanent
disabilities. Though first responders and surgeons were rightly lauded for minimizing the
number of amputations—estimates of amputations range between 42 and 150, which is
remarkably low compared to other disasters'>—it is possible that there are unreported new
disabilities, especially in remote areas. Despite a handful of post-earthquake data collection
efforts and one larger data collection program (UNICEF providing support to NFDN and the
international NGO CBM to collect data in several districts) a full picture has not yet emerged
as far.

Some DPOs have launched data collection programs in narrow geographic areas. A key
informant in Gorkha who is both an NFDN focal point and the president of a local DPO
explained that, “The lack of significant data study on PwDs in Nepal has remained a major
challenge to address the need of PwDs and the same is true in the post-earthquake context, at
least in the hard-hit districts.” At the time of the interview, he mentioned a limited attempt to
gather post-earthquake data on PwDs, with support from the District Development Committee
and UNICEEF, but the work had stalled with more than half the VDCs, including the remote
areas of northern Gorkha, not yet covered'3. He also told us that:

Immediately after the earthquake, I participated in one of the Protection Cluster meeting that was
planning for data collection with the participation of various NGOs and INGOs... When we wanted
to have a separate data for the number of disabled people and how many of them had died, but the
Protection Cluster didn't agree to have that. The Protection Cluster should have done it but they
didn't listen to us...

In Gorkha, our research team met two individuals from Barpak, the epicentre of the earthquake,
who had become disabled during the earthquake. Both of them had recently returned to the area
after being treated for their conditions in Pokhara and Kathmandu, and they told us that they
knew of at least three other new PwDs from the same area of Gorkha who had received

12 Partly as a response to widespread critiques of medical responders who conducted unnecessary amputations in
the wake of the 2010 earthquake in Haiti, Nepal developed specific medical protocols for first-responder and
referral mechanisms as part of its disaster risk reduction strategy. By all accounts, this system was incredibly
successful.

13 The same respondent also added that data collection was constrained by a lack of people who can correctly
identify disabilities; though he has these skills, he was unable to collect data in remote areas due to his own
physically disability.
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treatment in the same facilities. One of them had also received a disability identity card (Blue,
indicating a ‘severe disability’ and entitling him to NRs 300 per month) which he ‘came to
know about through radio programmes’ though he had not yet received any payments; the other
(a women) was not aware of the disability card programme and was clearly still struggling
physically and emotionally to come to terms with her condition. The man from Barpak told us
his story as follows:

I was trapped three feet under a collapsed wall for more than six hours. Later, my family and friends
finally rescued me. I was sent to Pokhara for treatment, but the doctors suggested I go to a hospital
in Kathmandu for better treatment. In Pokhara, people from the Gurung Society helped me by
providing NRs 17,000 for further treatment. Finally after a two-month-long treatment in the
Teaching Hospital, Kathmandu, [ was able to come back home but without my hand.

Anecdotal information indicates that some areas have a significant amount of new PwDs,
whereas others do not, dependent on both the damage pattern and patterns of medical response.
When asked about the number of new PwDs in her area, one PwD from Nuwakot told us: “Last
year there were 35 persons with disabilities in Manakamana VDC. After the earthquake the
number reached 65. Amongst these people, most have lost either both their legs or a single leg.
It is mostly women who are in such a condition.”

There are differences of opinion about the classification of persons with disabilities following
the earthquake, having mainly to do with procedural issues with identifying disabilities such as
the difficulty of differentiating between injuries, chronic pain, and disability. Most respondents
indicated the need to rapidly provide new PwDs with disability ID cards that would entitle
them to disability allowances. There were some though who believed that an overzealous
attempt to enumerate disability could create an incentive problem leading to over-reporting of
false disabilities that will dilute the meaning of disability in the community—a concern that is
perhaps valid given widespread poverty and the rampant levels of misrepresentation and fraud
that accompanied the distribution of relief materials in many areas. Thus, while acknowledging
that there are many new PwDs in Nuwakot with real needs, the Women’s Development Officer
told the team that many people have tried to (wrongly) collect disability allowances and also
that ‘after the earthquake, some people came here to get a disability card before even going to
the hospital’.

Disagreements existed even among PwDs. As an NFDN representative from Nuwakot
explained: ‘It is challenging to determine the real PwDs after the earthquake now. Our
recommendation is keep the injured person under treatment for two years and only then should
the PwD card be issued for that person.’

A few DPOs also expressed concern over the fact that their own claims over public resources
(i.e., the limited DDC budget distributed among 5-8 district DPOs in most areas) would be
stretched further by an increasing number of claims, indicating how important the small sums
of money allocated to the disability sector are. Tellingly, the woman from Manakamana VDC
in Nuwakot also cited the need for new programs and funding to support the newly disabled
population, saying: “We are hoping for assistance from the district and the VDC, but neither
has fulfilled our expectations. The numbers of persons with disabilities in our VDC is now 65
and the budget is just NRs 25,000. How can skills training be provided with that amount?”

Importantly, many of these tensions and uncertainties could be resolved with official data on
the number and the needs of earthquake-disabled persons. The post-earthquake survey
currently underway by the National Reconstruction Authority (NRA) does include questions
on disability—but only the results will tell how comprehensive and useful this information is.
It can safely be assumed though that the enumerators have not been adequately sensitized to
issues of disability (i.e., trained in using the Washington Group questions to identify
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disabilities) as this is far from the central objective of the survey, and this study is only being
conducted in 11 of the 75 districts of Nepal. Though the NRA survey may help to paint an
initial picture of disability in post-earthquake Nepal, it is crucial to triangulate these findings
with other more focused surveys being conducted by DPOs and to build on these findings to
improve the overall quality of data on disability at the national level.

2.11 Issues with Disability Identity Cards

The Government of Nepal began distributing disability allowances after 2013, with the help of
color-coded cards that ranged from red (for ‘complete disabilities’) to blue (for ‘severe
disabilities’), to yellow and white (‘moderate’ and ‘mild disabilities’). Of the eighty-two
persons with disabilities included in our survey, fifty-nine respondents (72%) had disability
Identity Cards. Admittedly, this number is slightly high compared to data collected during past
studies and relative to estimates derived from other ongoing studies (reflecting a possible
sampling bias arising as a result of our referral-based survey methodology). For example, the
current data collection effort from UNICEF & NFDN seems to be trending toward 55%.
Therefore, though it seems that awareness about identity cards and government allowances is
improving, there is still much work to do.

Our qualitative research indicates that spatial exclusion, bureaucracy, and uncertainty about
eligibility for financial benefits (reserved only for those with ‘complete’ and ‘severe
disabilities) were the major limiting factors to registration. By all accounts, the process of
getting a disability ID card is quite lengthy and starts at the local VDC Office and involves
travel to the district headquarters and trips to certified hospitals to medically verify the
disability. The chronic absenteeism of the few local government officials that exist in remote
areas makes this more complicated (local elections have not occurred since 2002 and many
VDCs have been without an appointed VDC Secretary for the same amount of time), a problem
which seems to have worsened in the post-earthquake context, as the bureaucratic processes of
the DDRC incentivize the majority of VDC Secretaries to spend their time in the district
headquarters. These kinds of logistical issues and extra travel expenses keep ID cards out of
reach for most PwDs living in remote areas, especially for women with disabilities who face
additional limitations to physical, social, and financial mobility.

Figure 16: Type of Disability Cards among Persons with Disabilities Surveyed
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20%

A recently published statistical analysis on “Living Conditions of People with Disability in
Nepal” states that despite the government’s provisions for PwDs, “most of the people and in
particular those from rural areas and with poor background, have neither knowledge nor access
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to such facilities” (Eide et al 2016). 28 percent of our PwD respondents did not have disability
cards owing to various factors such as lack of awareness and difficulty in understanding the
procedures to receive them.

Within our study, 70 percent of the persons with disabilities regarded the disability allowance
program positively, although many also said the amount of these allowances is inadequate.
PwDs as well as DPO representatives wanted an increase in the monthly allowances for holder
of red and blue cards. Red cards are usually given to severely disabled people who are in need
of round-the-clock care and are unable to move or perform basic life functions and the
allowance of NRs 1000 is far from enough. A key informant from a VDC-based DPO, a PwD
himself says: “They need help with everything/ The allowance is not enough to even cover
their medicine costs. It would be good to increase this amount so that they or the family can at
least hire someone to look after them.”

This view is concerned not only with a higher allowance but that the care of severely disabled
people should not fall solely on the family. There is also a great degree of dissatisfaction with
the white and yellow cards, neither of which entitles the holder to any monetary benefit. As an
FGD PwD participant said, “What will I do with a card that doesn’t give me an allowance?”
There are also those who not go through the lengthy and bureaucratic process to obtain a card
after being told what color of card they would get. As a mother of a PwD in Sindhupalchowk
told us “Later, we found out she would get the white card which means getting nothing, so we
left it at that.”

Importantly, persons with mental or intellectual disabilities find it far more difficult to get the
ID cards due both a general lack of diagnostic capacity and misunderstandings of the nature of
these kinds of disabilities [see below sections]. For example, one mother of an adult woman
with a mental disability said, ‘The VDC office refused to give her a reference letter to apply
for a disability card as they didn’t believe she had a mental disability. She only suffers from
mental breakdowns and attacks sometimes so they didn’t think she needed it.” Such attitudes
perhaps explains why, according to TPO Nepal, only two disability ID cards have been given
for ‘mental disability’ in all of Nepal. Persons with intellectual disabilities do receive cards,
but this also requires a significant investment of time for the individual and their caregivers,
owing to the need to obtain official medical diagnosis.

As several respondents indicated, the complex bureaucratic procedure necessary to obtain a
Disability ID Card and the corresponding allowance is often times confusing and
misunderstood by persons with disabilities and their families. As the mother of one indigenous
PwD from a remote area told us: “I had gone to the VDC office and they told me to get this
paper, and then that paper, and sometimes something is not right. I don’t understand at all, and
there’s no one to explain it to me either.”

Unfortunately, the destruction caused by the earthquake has added further complexities. With
most houses destroyed, important documents have been lost. Current ID holders are hesitant to
go through the complicated process once again to receive a new ID card. A Janajati physically
disabled man from Sindhupalchowk says, “I lost my ID card in the debris of my house; I have
been thinking of making a new one but it’s such a long and difficult process that I can’t quite
plan it right now when I have to think about shelter and food for my family.” That said, many
card-holding PwDs indicated that their allowance payments were interrupted only in the
immediate aftermath of the earthquake, and that payments (for those with red and blue cards)
had been relatively consistent once ID card issues were resolved.

However, many newly disabled respondents answered that they were not sure if they are
eligible for the disability allowance. A key informant from a DPO in Sindhupalchowk said,
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“Around 175 people have become disabled due to the earthquake, but they have not received
the identity card yet because they are still in the process of diagnosis and treatment. We have
one year. Those people who are not normal even after a year of treatment then will receive the
disability identity card. This was decided by the discussion in the DDC level meeting.” But, in
other places within the same district, researchers found that some newly disabled PwD had
already received their ID cards.

2.12 Intellectual Disabilities & Caregivers

The research confirmed prior assertions that intellectually disabled persons are perhaps the
most marginalized group in Nepal, which is rooted in a significant lack of societal
understanding and awareness about a) the causes of intellectual disability; b) the different types
of intellectual disabilities and their various consequences; c) the ways in which intellectually
disabled may be included or mainstreamed in social and economic life; and d) the experience
of intellectual disability for PwDs and their families. All of these misunderstandings result in
intense stigmatization.

A great deal of confusion exists in Nepal about the classification of intellectual disability,
which is often mistaken for mental disability, or other conditions and conflated with
developmental disabilities, which is not always the case.'* Intellectual disabilities are
characterized by “significant limitations both in intellectual functioning (reasoning, learning,
problem solving) and in adaptive behavior, which covers a range of everyday social and
practical skills. ‘Intellectual disability’ forms a subset within the larger universe of
‘developmental disability,” but the boundaries are often blurred as many individuals fall into
both categories to differing degrees and for different reasons”(Human Rights Watch 2013: 13).
But, as a DPO representative in Kavre district said: ‘Most people don’t understand the levels
of intellectual disabilities and dismiss it as being pagal or dimag nabhayeko (mad or ‘having
no mind’).’

To counter these simplistic and negative perceptions, one DPO representative in Kathmandu
told us that “in order to bring about a tangible and long term change, we need to foster a culture
of tolerance and understanding within upbringing”—meaning that the idea of disability should
be normalized for children starting from primary school.

Several of the study respondents indicated that intellectual disability presents a lifelong
challenge for families and caregivers. Throughout the fieldwork, parents of the intellectually-
disabled often expressed worry about the future of their children, even if their children were
already adults, saying: Who is going to look after him/her after we are gone?’ Another caregiver
pointed out the fact the limited effects of the disability allowance: ‘Intellectually disabled
cannot support themselves, and they are given only NRs 1,000 per month allowance if they
have a red card. What can they do with this amount?’ Many of the larger problems related to
livelihood that PwDs of all kinds face are further magnified for the intellectually disabled.

The study showed that the intellectually disabled are among the most vulnerable groups during
the earthquake and its aftermath, for a variety of reasons including:

14 For example Down Syndrome is both a developmental disability and an intellectual disability, while autism is
also not technically an intellectual disability; other developmental disabilities that do not have a cognitive
impairment component include cerebral palsy, epilepsy and other seizure disorders (Human Rights Watch 2013:
13).
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Lack of Disaster Preparedness: Very little effort had been made to disseminate
information or to devise DRR awareness campaigns tailored to the needs of persons
with intellectual disabilities and their caregivers. Reports of the immediate response to
the earthquakes by the intellectually disabled varied widely, ranging from being
‘frozen,” to ‘being difficult to control,” to ‘laughing’ due to unawareness of the danger.

Spatial Exclusion: Persons with intellectual disabilities in Nepal often occupy marginal
living spaces, and some are even kept by families in locked rooms. The researchers
heard reports of three different caregivers who lost their lives trying to assist the
intellectually disabled during the earthquake.

Anxiety: As persons with intellectual disability do not like change, it was not easy for
them to adopt in new places in the post-earthquake context, under the tents, and so many
had to return home and regardless of the condition of the house. Several caregivers
reported cases of intellectually disabled children ‘getting lost’.

Vulnerability: Young women PwDs were particularly vulnerable to sexual abuse and
trafficking in IDP camps and collective living situations.

Increased Alienation: Death of caregivers can place extreme pressure on families and
further marginalize the intellectually disabled; and many adults are abandoned in the
community and survive by begging. They have limited social networks to help them
access help in the wake of a disaster.

Overall the study found that many caregivers had invested considerable effort to ensure the
safety of intellectual disabled family members, but that they were exhausted from the exertion
of trying to access relief materials while also taking care of their children/wards. This supports
the findings of a post-earthquake survey conducted by Parents Federation of Persons with
Intellectual Disability (PFPID)—covering 467 households of persons with intellectual
disability in seven districts—that the majority of households had received only the first relief
package, and that there were no specific programs targeted towards people with intellectual
disabilities in these areas, other than the Federation’s own efforts to distribute basic shelter
materials and warm clothes to the survey households.

When asked about the roles of caregivers and what kind of support would be necessary for
them, one parent of an intellectually disabled child told us that the financial and emotional
burden on families can be overwhelming. Sadly, he informed us that the stress of providing
constant care can trigger resentment and depression, with many sometimes thinking ‘kahile
marchha yo ra maile chutkara pauchhu’ or ‘when will they die so that I can finally be free’.
Societal pressure and stigmatization along with inadequate facilities only create additional
stress or feelings of isolation, and pressures on caregivers are compounded in the wake of crisis
or disaster.

2.13 Underreporting of Mental Disabilities

Mental health problems should be viewed not only as a medical problem but as a complex area
which includes politics, sociology, culture and economy. —Basu & Murthy 2003

The World Health Organizaton has estimated that 20% to 25% of the total population in
developing countries like Nepal have mental health problems, and that five of the ten leading
causes of disability globally are related to mental health (WHO 2006, Koshish Nepal 2010). In
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Nepal, however, recognition, appropriate diagnosis, and treatment of mental health remains
unfortunately limited. Though the CRPD includes mental illness as a psychosocial disability,
Nepal has not created legislation to ensure the rights of persons with mental illness or
psychosocial disability.

The Government of Nepal adopted a national mental health policy in 1997 that included mental
health as an element in primary health care. But only 0.14 % of the national health budget is
spent on mental health and that too only for hospital services." Furthermore, mental health
problems are poorly understood and under-recognized in Nepal for a variety of structural and
attitudinal reasons. An overall lack of diagnostic capacity and institutions for supporting mental
health (especially in underdeveloped and rural areas of Nepal) severely limits the recognition
and appropriate treatment of mental disabilities. Further, awareness about mental health issues
is severely limited in Nepal by certain beliefs that equate mental illness with sin or bad karma,
or that dismiss or normalize mental health issues amongst the poor as a component of poverty.'
As a result, mental health risks are unevenly distributed across different segments of the Nepali
population due to a variety of social and cultural norms that categorize human value using
hierarchical frameworks of gender, ethnicity, and caste—in short, certain risks and certain
forms of mental suffering are deemed acceptable to some and not others. Open
acknowledgement and conversation about mental health problems is rare, as is the reporting of
mental health incidents. As a result, mental health issues remain largely invisible across Nepal,
brought into public view only in the most extreme cases or in times of collective disaster—the
issue of mental health itself is marginalized.

The study indicates that mental illness and mental disabilities are massively under-diagnosed
in Nepal, due in part to the centralization of mental-health practitioners in Kathmandu, but also
due to low levels of awareness and social stigmas attached to mental illness. Few Disability
Cards have been given for mental disability across Nepal'’—a product of lack of diagnostic
capacity and referral mechanisms as well as unclear procedural guidelines for classification. A
key informant from TPO-Nepal described the logistical issues as such: “To get the disability
card you need to have psychiatrist referral and VDC recommendation letter. Since there is
stigma attached to mental health, people are not likely to go to VDC to get their cards.”

In the rural areas of Nepal where accredited psychiatrists are practically non-existent, there are
spatial barriers to seeking treatment. In urban areas like Kathmandu, the costs of seeing a
psychiatrist are inordinately expensive for most Nepalis. Further, the low likelihood of
receiving a red disability card (indicating severe disability) that itself comes with a maximum
allowance of NRs 1,000 per month may discourage people from making the effort.

Past research has indicated that many PwDs experience high rates of physical, emotional, and
sexual abuse, both within the household and the broader communities where they live and
work. In addition to direct patterns of discrimination and abuse, the increased strain on families
and caregivers trying to support persons with disabilities, can also lead to indirect patterns of
domestic abuse and gender-based violence that can foster both a sense of shame and mental
health problems for PwDs. One international report focused on the intersectional aspects of
discrimination of women and PwDs in Asia identifies the causal connections between disability
and patterns of abuse, stating that, “violence against women is both a cause and consequence

'SFrom http://mentalhealthworldwide.com/2010/08/Nepal/ -

18Though the concept of dukha (suffering or sadness) is understood as a fact of life for many Nepalis, it exists in -
Nepali society perhaps in a way that limits discussion on chronic mental health issues that may arise from such -
suffering. -

7 According to TPO-Nepal, one of the leading organizations working on mental health issues in Nepal, only two -
disability ID cards have been issued so far with Category D. -
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of disability” (De Alwis 2010:19). Another study acknowledges that, “in a patriarchal society
like Nepal, where prevalence of gender discrimination and domestic violence is very high,
women with disabilities are even at higher risk.” (Norad 2012)

A 2007 survey by the NDWA indicated that 35% of disabled women were the victims of
physical violence, 55 % had suffered some form of sexual abuse or harassment, and 80% were
subject to psychological abusel(Khanal 2007: 48-49). Unfortunately, these patterns of abuse
often begin within the family unit in Nepal as ‘60% of disabled women expressed suffering
different forms of violence from their family’ (Khanal 2007: 38) To illustrate the severity of
these interrelated patterns of physical, sexual, and psychological violence, one of the case
studies from the 2007 study conducted by the NDWA is reproduced here in full:

Lalita was low vision by birth. Her parents sent her to school, but she could not study properly
due to lack of assistive devices. Being born in Hindu family, her parents regarded it as their duty
to have her married off with a suitable boy. Being a low vision girl, she was not getting suitable
proposals. Then one day, a schoolteacher nearby their home came to her home. He was 55 years
old, already married. But the couple did not have any child. The wife of the teacher persuaded
him to get married again. Thus, Lalita was married off. Her co-wife promised that she would be
well provided for, the only thing she needed to do was produce a child. After she got married,
she became an unpaid household laborer, doing all chores of house and also looking after the
cows and goats. She did not have any interest in a sexual relationship with her husband, but she
had to comply to his wishes. She became pregnant. But by then, her co-wife was very jealous
of her. At a time when Lalita needed to take more rest and eat nutritious food, she was denied
from both. Her chores increased more than ever. Her husband turned a blind eye to this
treatment, because he considered Lalita just as his servant. Due to carrying heavy loads every
day and lack of nutritional diet, the child died in her womb, when it was merely four months
old. After that incident, she repeatedly faced violations from her husband in hope of another
child. The second child she gave birth to was stillborn. This was because of the continued worse
treatment from her co-wife and her husband. After this incident, she was told to go back to her
parents. She has not received any compensation or financial support from her husband yet. She
is depressed and psychologically
disturbed.

(Khanal 2007: 40)

2.14 The Post-Earthquake Mental Health Gap

Mental health and psychosocial issues are an important aspect of public health, especially in a
post-disaster situation. The mental wellbeing of a population especially after a disaster is
crucial to the post disaster recovery efforts and should be a focus area within any recovery
effort; and international frameworks for disaster risk management highlight the importance of
specific measures for risk reduction, emergency response and recovery for socially isolated
groups (Disaster Risk Management for Health Fact Sheets, Global Platform, May 2011).
Similarly, An international study conducted by Handicap International found that 27% of
persons with disabilities have experienced psychological, physical or sexual abuse, and that
38% of persons with disabilities reported increased psychological stress and/or disorientation
following a disaster or crisis (Handicap International 2015: 8).

Despite recognition of these vulnerabilities and the existence of the Protection Cluster in post-
earthquake Nepal, our research indicates the existence of a significant mental health gap in
earthquake-affected areas of Nepal. Despite the fact that the majority of respondents reported

44



suffering from varying degrees of anxiety disorders that limited their everyday function,'® only
5.9% had received psychosocial counseling after the earthquake (i.e., only 3.5% in
Sindhupalchowk, and slightly higher in Nuwakot at 14.3%). Despite the fact that many people
identified mental health issues as a need, with more than 50% indicating varying degrees of
impact (Figure 2.14), almost half of survey respondents (49.7%) said they have not even heard
about psychosocial programs in the wake of the earthquake (men and women; disabled and
abled are equally underserved).

Despite the recognition that psychosocial issues can and have become a problem in the
aftermath of the earthquake, only 6% of persons with disabilities, 15% of Dalits and 8% of
Janajatis have received counseling. This situation exists in spite of the fact that approximately
13% of PwDs, 32% of Dalits and 26% of Janajatis indicated that they required such help.

Figure 17: Reported Prevalence of Mental Health Problems after the Earthquake
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Vulnerable populations, however, face greater risks in the wake of disaster, including an
increased risk of mental health problems. In the post-earthquake scenario in Nepal, the study
indicates that vulnerable groups such as PwDs are at a higher risk of mental health problems,
in part due to limited mobility but also feelings of helplessness and dependence. Among the
survey respondents psychosocial issues are considered a major problem by 22% of PwD
respondents compared to only 12% of the non-PwD respondents. For example, one physically
disabled single woman from Dhulikhel said: ‘My heart starts beating very fast and I feel
paralyzed with fear whenever I think I feel aftershocks or even a slight tremor. I feel very
scared when this happens as [ can’t walk or run fast like the others and I feel the house will
crush me.” Such feelings of helplessness can be especially acute for those who have a decreased
ability to communicate or verbalize problems, particularly those with intellectual disabilities
or multiple disabilities.

Though there is currently a lot of activity in the ‘psychosocial sector’ it must be acknowledged
that: a) most of this is short-term counseling programs; b) there is a lack of coordination
between different NGOs offering piecemeal psychosocial support; and c) training of
psychosocial counselors occurs in a relatively accelerated timeframe.

One of the exceptions to this rule is the work of the Transcultural Psychosocial Organization-
Nepal (TPO-Nepal) was active in both the UN Protection Cluster and the mental health sub-
cluster within the UN Health Cluster and continued advocacy programs focused on mental-
health issues. TPO-Nepal also worked on a UNICEF funded ‘emergency psychosocial project’

18Although not officially diagnosed, these reported symptoms indicate a pattern of anxiety disorders and Post
Traumatic Stress Disorder (PTSD) that is common in the wake of natural disasters (Peykan Gokalp & Hacioglu.
2004; Chou et al. 2004).
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that trained and mobilized 70 community psychosocial workers (CPSWs) in six earthquake-
affected districts, where they provided counseling and made referred serious cases to regional
counselors and the Teaching Hospital in Kathmandu. Similarly TPO-Nepal also conducted a
rapid training for Women Development Offices (WDOs), Mother’s Groups, and women’s
savings groups, to enable them to provide psycho-social screening/counseling within their
communities. Further, after the Koshi floods of 2008, TPO Nepal also helped to translate and
contextualize the Inter-Agency Standing Committee (IASC) Guidelines that establish a
minimum set of multi-sectoral guidelines for humanitarian actors to protect and improve
people’s mental health and psychosocial well-being in the midst of an emergency, which they
said was used after the 2015 earthquakes by several organizations interested in psychosocial
issues.

Despite these efforts, significant challenges remain to the effective deployment of appropriate
psychosocial counseling and mental health programs in Nepal, central among them barriers of
culture and language that are even more difficult when attempting to deal with mental health
problems experienced by persons with disabilities. Despite widespread acknowledgement of
massive trauma caused by the 2015 earthquakes (particularly in certain locations where mass
casualties occurred, such as the Langtang Valley) the long term mental health implications of
this tragedy are not yet fully understood.
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3. STRATEGIC POLICY RECOMMENDATIONS

3.1 Reconstruction & Recovery: Incorporating the Principles of Universal and
Accessible Design

In the wake of the 2015 earthquakes, there is both a critical need and a significant opportunity
to improve the existing building codes of Nepal and to incorporate greater principles of
accessibility and ‘universal design’ into the official process of post-disaster reconstruction.
Firstly, the Reconstruction Phase is the perfect moment to raise awareness about disability in
Nepal and to better account for the needs and capabilities of persons with disabilities during
the process of rebuilding. Secondly, lessons learnt about earthquake-resistant construction
techniques appropriate to the Nepal setting should be synthesized with international best
practices to increase ease of access (and evacuation) for persons with disabilities, as per the
Sendai Framework. Given the time his work needs to start immediately.

There is currently an incredible amount of discursive momentum focused on ‘building back
better,” and given the delays in the process of reconstruction, there is considerable risk of
‘building back similar’. Hence, now is the moment to promote greater advocacy for the needs
of persons with disabilities, before the window of opportunity closes. This can be accomplished
in the following ways:

e Placing specialists with expertise in disability-friendly design as technical advisors in
institutions like the NRA and the Department for Urban Development & Building
Construction (DUDBC).

e Hiring personnel with expertise in disability studies to advise on appropriate strategies for
consultation and communication with different kinds of disabled groups as well as
facilitate greater inclusion of the voices of the most-marginalized populations (such as
female Dalit PwDs) into account during the planning process.

e Working with DPOs to ensure that information on reconstruction policies and earthquake-
resistant designs are sufficiently and appropriately disseminated to different kinds of
PwDs in the appropriate formats to ensure that PwDs, too, are afforded the opportunity to
improve the earthquake-resistance of their living spaces.

e Working with the relevant government authorities and local DPOs at the district level to
ensure project monitoring and compliance.

Using the principles of disability-friendly design and the needs of persons with disability as
lenses through which to focus reconstruction activities will improve the overall safety of private
and public spaces in Nepal, which will ultimately benefit all sections of society. This study
indicates that there is a significant opportunity to use district headquarters and municipalities
as initial case studies that can be replicated or ‘upscaled’ in later reconstruction and
urban/municipal planning efforts in Kathmandu. The natural geographic challenges of Nepal
sometimes produce cynicism about initiatives to build ‘a wheelchair ramp at 3,000 meters,’
and admittedly it is not feasible to improve community infrastructure in all regions of rural
Nepal. But the findings indicate that a significant number of PwDs tend to cluster around
district headquarters and market towns precisely because these places are more navigable for
PwDs. Hence, improving the accessibility of public spaces in certain strategic areas with a
density of PwDs would actually yield significant benefits.

Lastly, it is critical to remind policymakers that this last round of seismic activity in Nepal was
by no means the last. An investment in disaster preparedness and improved construction
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technologies in the immediate can help to save millions of dollars and thousands of lives in the
future when the next ‘Big One’ strikes.

3.2  Supporting the Pending Disability Rights Bill

Civil society and donor institutions should pay careful attention to the status of the Disability
Rights Bill introduced in early 2016. The major goal of this Bill is to domesticate or
contextualize the rights and provisions of the CRPD within the Nepali legal code, by creating
an updated rights framework for persons with disabilities in Nepal and by assigning
responsibility for the implementation of these rights in practice (Disability Rights Bill Draft
2016). The current draft includes language on fine-tuning the classification of disability, of
creating disaggregated disability data, and creating a system for punishment/award for
discriminatory practices, all of which will be achieved under the coordination of a National
Direction Committee on Disability.

The proposed Disability Rights Bill also ensures Nepali persons with disabilities the right to
protection during the time of conflict, emergency, or natural disasters. Under this proposed
legislation, the state is responsible for providing necessary protection to the PWDs by
investigating and keeping records of the events, fostering greater awareness about disaster and
greater community disaster preparedness, protecting and rehabilitating victims, and
undertaking disaster risk reduction measures to limit the occurrence of such events (Disability
Rights Bill Draft 2016). This legislation builds on increased advocacy concerning the needs of
PwDs both during and after the decade-long Maoist conflict, the Koshi Floods of 2008, and the
earthquakes of 2015. This piece of legislation would begin the process of operationalizing some
of the principles of inclusion embedded in the 2015 SDRRF—which would make Nepal one
of the first countries to do so in the wake of a natural disaster.

Importantly, as recognized by other scholars on disability (De Alwis 2010), there is also a
significant need to ensure that new legislation on disability is integrated with Nepal’s
commitments to other international conventions that promote the rights of persons with
disabilities who face multiple forms of discrimination—such as the Convention on the
Elimination of all Forms of Discrimination Against Women (CEDAW) for women with
disabilities, and the United Nations Declaration of the Rights of Indigenous Peoples (UNDRIP)
and International Labor Organization Convention-169 (ILO 169) for indigenous persons with
disabilities.

3.3 Investment in Capacity Building within Nepal’s Disability Sector

Research into the institutional landscape of disability indicates that issues of disability are
relatively marginalized within Nepali civil society and that the disability sector is relatively
underserved and underfunded compared to more robust programming focused on Gender
Equality and Social Inclusion (GESI) and the needs of Dalit communities or other marginalized
groups. The 2012 Norad report had recommended that “Competencies for effective advocacy
need to be strengthened and strategic alliances developed with other civil society agencies for
greater visibility and leverage: (Norad 2012: xii). Because disability is a cross-cutting issue
there is a significant need to work with other NGOs and civil society institutions to promote a
more holistic approach to social inclusion in development.
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Importantly, several of the DPOs lamented both the extremely limited public resources
allocated to the disability sector and a relative lack of support from international institutions.
Unfortunately, the high demand from differently situated district-level PwD NGOs for a small
budget (i.e., eight DPOs in Gorkha, seven in Nuwakot) leads to competition for government
funds, which can promote both uneven political alliances and counterproductive social
fractures. As one DPO representative told us: “We are doing advocacy on an empty stomach.”
There is therefore a significant need to invest in the capacity of disability sector, which can be
accomplished by:

e Lobbying the Government of Nepal to increase the budget available to the disability
sector, both at the national level where national DPOs seek funding and at the district
level where local DPOs seek funding

e Direct investment in Nepali DPOs at the national level to increase advocacy capacities

e Improved coordination between INGOs with international expertise in the disability
sector and Nepali DPOs, including the promotion of ‘legitimate knowledge transfer’
via workshops and technical trainings

o Greater emphasis on the inclusion of persons with disabilities across all the
institutions of the Government of Nepal (i.e. not just the Ministry of Women Children
and Social Welfare [MoWCSW]) so as to sensitize the government to the needs of
PwDs and to improve coordination on disability-friendly programming across
government silos

e Supporting capacity-building programs and outreach efforts for DPOs operating at the
district level to help limit the effects of spatial exclusion

¢ Ensuring the meaningful inclusion of both national and local DPOs in all planning
programs focused on disaster-risk reduction and disaster preparedness (see below)

All investments in the capacity of DPOs should be in coordination with the comprehensive
systems of data management (see above) and monitoring and evaluation frameworks that can
help promote real-time review of program outcomes, greater accountability in public and
private sector programs, and evidence-based learning and knowledge sharing that will benefit
the entire disability sector.

3.4 Improved Information Architecture: New Initiatives to Improve Data

There remains a significant need to improve both the quantity and quality of data on disability
in Nepal, which is currently both inadequate and uncertain. Though the 2011 Census estimates
that PwDs represent 1.94% of the total population of Nepal, this statistic is highly out of line
with global averages of 10-12%—a gap that should prompt a serious reconsideration of the
methods and criteria used to estimate disability in Nepal. DPOs have questioned the accuracy
of existing national estimates for years, and have conducted several studies, albeit with a
smaller sample size due to a lack of technical capacity and funding, that produced very different
results. Further, though the earthquakes of 2015 have no doubt increased the number of PwDs
in Nepal there is no indication of that scale. Further, disaggregated data on disability types is
not yet fully available, and it is widely accepted that mental and intellectual disabilities are
chronically underreported across Nepal. All of this uncertainty and confusion severely limits
the possibilities for advocacy and intervention within the disability sector in Nepal.

This study strongly recommends strategic investment in the collection and management of data
on disability in Nepal, both at the national and district levels. Importantly, this requires
significant collaboration with Nepali DPOs embedded at the local level and can maintain a
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long-term relationships as well as an investment in their technical capacity to manage and
interpret disaggregated data on disabilities. Likewise, it is necessary to improve the methods
of accounting for disability used in national censuses although this alone will not be sufficient.
There is some precedent for this kind of information management system—namely, the
Disability Database created by the NFDN launched in 2009-2010 but unevenly utilized. There
is now a need for: a) renewed dialogue among stakeholders about the methods for creating a
viable information architecture that can be efficiently maintained; b) improved coordination
among different stakeholders to ensure collective buy-in; and ¢) a financial commitment to
ensure the longevity of any given programme. As previously mentioned, the recent statistical
survey focused on ‘Living Conditions among People with Disability in Nepal’ conducted by
the SINTEF Group (Eide et al 2016) also represents an important resource for policymakers,
and there is a need to ‘put this data to work’ in the coming years prior to the next National
Census of Nepal in 2021.

The importance of geospatial tools in disaster response and crisis management has been
highlighted by international scholars of disaster (Enders and Brandt 2007). Consultations with
DPOs indicate that the MoWCSW has recently allocated some funds to develop a geospatial
(GIS) data management system for PwDs that can help to address this data gap. It might be
possible to synchronize this programme with the NFDN Disability Database but again effective
coordination is critical. As indicated by the success of post-earthquake mapping initiatives
(from the UNOCHA platform to the ‘QuakeMap’ developed by Kathmandu Living Labs, the
value of geospatial tools to map the distribution and needs of PwDs across Nepal cannot be
underestimated, particularly in terms of disaster risk reduction and crisis response.

3.5 Information Accessibility & Sharing

The 2030 Sustainable Development Goals explicitly state the need to “increase significantly
the availability of high-quality, timely and reliable data disaggregated by disability”
(Sustainable Development Goals, Target 17.18). And yet, reflecting a historical pattern, our
research and consultations indicate: a) that information on disability in Nepal is highly
fragmented and difficult to locate, b) that information sharing within government and civil
society networks remains a major barrier to the inclusion of DPOs and persons with disabilities
in Nepal. As a result, the rate of diffusion for new information is slow and limited to specific
networks and organizations.

These problems are particularly important for small-scale organizations and are particularly
acute for organizations that are based outside of Kathmandu—in effect, limited information
sharing perpetuates patterns of inclusion within civil society. For example, many of the smaller
DPOs complained a) that they were not well informed about new events and publications
related to issues of disability, b) that they were either rarely included in broader discussions on
disability or included only superficially at the later stages, and c) that larger or more centrally
located organizations were much better informed. At the larger scale, many DPOs are not aware
of larger institutional discussions on topics of gender and social inclusion (GESI) that should
very much include them. Reflecting a common problem in Nepal’s development sector, it
seems that many international non-governmental organizations (INGOs) and national-level
DPOs share information via distinct networks, often unaware of their own parallel efforts and
interests. In short, an open-source information portal where multiple organizations can
generate, contribute, and share content related to disability is sorely needed.
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Therefore, to promote a greater level of mutual understanding and to support more coordinated
advocacy and dialogue within Nepali civil society, we recommend the creation of a public and
accessible information-sharing portal that can serve as an archive and clearinghouse for
materials related to disability. While some umbrella-network organizations like the National
Federation of Disabled-Nepal do attempt to collect and disseminate information'®, it is apparent
that a more formal platform for information sharing is necessary. This platform would include
a wide range of materials related to issues of disability, such as: policy documents, past
publications and research, copies of international conventions on disability (including
highlights from the SDGs and the SDRFF), orientation materials for people new to the topic of
disability in Nepal, a centralized database with contact information for DPOs across Nepal, an
event calendar, etc. Perhaps an information manager from the ‘National Working Group on
Disability’ [recommended below] could moderate and maintain this information portal, but it
is important that all organizations have equal opportunity to share and access information to
ensure the representation and inclusion of all voices.

Importantly, this information portal and forum should be made ‘accessible to all’, with all
documents translated into Nepali and made available in alternative formats for persons with
visual disabilities. Wherever possible, pictorial language and infographics that are more
accessible to people with intellectual and learning disabilities should be created to
communicate key concepts—this will also help to reach illiterate users, who are often among
the most excluded. Further, we suggest that a specific fund be created to support rapid
translation of relevant documents into accessible forms.

This information-sharing portal could also be the official site for the release of accessible
translations of relevant policy documents—such as those disseminated by the Ministry of
Women Children & Social Welfare or the National Reconstruction Authority—ensuring that
they reach a broader audience among persons with disabilities in Nepal.

3.6 Coordination: Forming Strategic Working Groups on Disability in Nepal

Given the cross-cutting nature of issues related to disability in Nepal and the need for
coordination highlighted by the recent earthquake, this study recommends the formation of a
multi-stakeholder ‘National Working Group on Disability’ with the central objective of
operationalizing the multiple frameworks relevant to the inclusion of PwDs in Nepal—
beginning with the CRPD which Nepal has already signed along with the SDGs and the
SDRREF, and extending to the pending Disability Rights Bill.

Ideally, this Working Group should include representatives from the relevant institutions from
the Government of Nepal, UN agencies, INGOs and donor institutions, the private sector, and
national- and local-level DPOs—Ied perhaps by the MoWCSW and supported by the NFDN.
Such an initiative can greatly increase the quality of coordination and information sharing
between differently oriented organizations that can facilitate a shared process of evidence-
based learning. Increased dialogue between differently oriented institutions could also facilitate
the identification of collaborative initiatives and strategic partnerships to support the well being

19 The National Federation of Disabled Nepal also maintains a comprehensive and accessible website which
includes many of their past reports, links to official policies related to issues of disability in Nepal, and translations
of international reports on disability, but there remains room for improvement. Conversations with NFDN indicate
that traffic and downloads doubled once they made their own website fully accessible.
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of PwDs in Nepal. Such a Working Group could help establish an important precedent for other
countries seeking to operationalize the SDGs and SDRFF.

In order to ensure the relevance of policymaking and to prepare for eventual implementation,
the Working Group should also periodically include district-level officers and local
stakeholders. Most importantly, there is a critical need to ensure that these groups meaningfully
include PwDs themselves; when discussing the idea of a technical working group during a
roundtable with DPOs and disability-oriented NGOs one of the NGO representatives, himself
a PwD, clearly stated: ‘“Nothing about us, without us.” The participation of PwDs will help
increase accountability and the lived experience of PwDs is a valuable resource for
policymaking that cannot and should not be overlooked.

Though this idea arose independently during the research process, a review of the literature on
disability in Nepal shows there are precedents for such an idea. First, it seems that the Forum
for Women Law and Development convened a ‘Working Group on Advancing the Rights of
Women and Children with Disabilities’ in 2008 which ‘comprised of 20 individuals
representing the Constituent Assembly, and representatives from organizations of persons with
disabilities including physical disability, hearing disability, visual disability, parents of persons
with intellectual disabilities, speech disability, multiple disabilities; medical fraternity;
women’s rights and children’s rights groups, international NGOs and public interest and legal
aid lawyers’ (De Alwis 2010: 22). Four years later, the Norad study provided a similar
recommendation: ‘Consider taking the initiative in forming a donor group for this purpose...
Linking up with likeminded agencies and using arguments based on CRPD and the Millennium
goals could be a way forward’ (Norad 2012: xiii). It seems this recommendation was not taken
forward but since the CRPD has not yet been operationalized in Nepal and because the SDGs
provide significant leverage for PwD advocacy in Nepal, there is a pressing need to form such
a group in the current historical moment.

To complement and support the National Working Group on Disability, the study also
recommends the formation of two other groups focused on disability in the immediate:

1. A Committee to Support Nepalis Disabled by the Earthquake: There is currently a need
to create an organization that can help provide support and services to newly disabled
people struggling to adapt to their new situation. There is an existing precedent for this
kind of activity, as the Ministry of Peace and Reconciliation agreed to provide specific
rehabilitation services to persons disabled during the decade-long Maoist conflict. At
that time, the Three-Year Plan (2013-2016) of the National Planning Commission
stipulated specific Operating Policies for ‘Peace, Reconstruction, and Rehabilitation’
that mandated the initiation of ‘programmes for the special treatment and living
arrangements of persons injured and disabled in various movements and political
conflicts will be implemented’ (National Planning Commission 2013: 130). The
Government of Nepal should form a series of concrete policies for the rehabilitation of
persons suffering from chronic injuries and disabilities following the earthquake.

2. A UN Interagency Dialogue on Disability in Nepal: Given the centrality of the SDGs
and the stated interest by the UN Secretary General in ‘strengthening coherence and
coordination on disability issues within the United Nations system,’ the study also
recommends the initiation of a UN Interagency Dialogue on Disability for improved
coordination and knowledge sharing at the national level in Nepal. The involvement
and input of UN agencies with different orientations to disability and post-earthquake
recovery (i.e., UNICEF on children with disabilities, UNDP on Disaster Risk
Management, UN Habitat on Reconstruction, UN Women on GESI issues, etc) and
different levels of experience with disability programming would be extremely helpful
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in ensuring complementary disability-oriented programming in the coming years.
Importantly, however, this UN Interagency Dialogue should not replace the National
Working Group on Disability—in fact, the UN Interagency Dialogue should be
required to report into the National Working Group to ensure that the Government of
Nepal takes the lead on these efforts.

Currently, the Association of International NGOs in Nepal also has its own ‘Disability Working
Group’ which “calls on AIN member organizations, and also its boundary partners who we
interact with, to take initiatives to effectively promote, protect and ensure the rights of persons
with disabilities “(AIN 2014). The problem here, indicate during our institutional consultations
and evident in the language used in its inception document, is that this group is defined in terms
of international NGOs and does not meaningfully include a) Nepali Disabled Persons
Organizations (DPOs) or b) the Government of Nepal in its activities. To build on the successes
of the AIN Working Group and to promote broader coordination on disability issues in Nepal,
we recommend that the AIN Working Group be incorporated into the larger framework of a
“National Working Group” (similar to the UN Interagency Dialogue above).

3.7 ‘Disability is not Incapability’: Targeted Livelihood Programs for PWDs

Specific programmes are needed to address the systematic lack of livelihood opportunities for
persons with disabilities in Nepal, as economic autonomy is a critical component of the right
to self-determination. To help address this opportunity gap, it is necessary to promote equitable
inclusion of PwDs at both the macro and micro scale.

On the national scale, the Government of Nepal and its external partners need to provide
genuine support to policy focused on ‘mainstreaming’ PwDs to promote broader economic
inclusion into existing programmes and institutions via the promotion of a reservation system
(which exists is some cases but are weakly enforced) or the implementation of preferential
hiring systems. Large-scale livelihood programs being implemented by international NGOs,
such as UNDP’s Micro-Enterprise Development Programme (MEDEP), should also include
targeted initiatives to support employment and entrepreneurship for PwDs.

On the local scale, there is a significant need for targeted analysis and creation of new sectors
and employment opportunities that account for the different abilities of PwDs. One possible
strategy is to learn from and build on the successes of existing programmes such as: a) the
PwD-owned and operated incense production facility in Nuwakot (highlighted above); and b)
the outpatient skill development and training programmes implemented by the Spinal Injury
Rehabilitation Centre. These successful models of collective employment and skill
development (and others such as women’s handicraft cooperatives) can and should be
replicated for PwDs across Nepal. Importantly, however, it is necessary to create partnerships
with the private sector that can ensure the market linkages and product placement necessary to
sustain these initiatives.

Lastly, in cases where severe disabilities limit the ability of PwDs to participate in these kind
of programmes, it may also be helpful to promote new kinds of income-generating activities
for the caregivers who support them as a complementary effort.
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3.8 Supporting Caregivers

The majority of persons with disabilities in Nepal are dependent or at least partially dependent
on family members for their care and livelihood. Caregivers range from children, siblings,
parents, spouses and other relatives. The crucial caregiving role is often times lifelong and
with little or no outside help at all, creating an environment where the level of care is as not
where it is supposed to be. This is not to say that caregivers aren't doing what they can but with
a lack of outside help, the level and quality will depend on the financial situation of the family
and sustained level of care is difficult to maintain. This sort of strained relationship between
the persons with disabilities and their caregivers also creates undue tension for the persons with
disabilities themselves, as indicated by the following quote from a caregiver in
Sindhupalchowk district:

For someone whom you have to feed, put to sleep, clean up after, basically everything, the level of
care and support might be okay one day but to do this continuously without any support will create
a lot of stress for the family. This is something that the disabled person themselves understands but
unfortunately is helpless to do anything about. My disability does not hamper my daily living but I
can imagine how life is like for those who are severely disabled and their caregivers.

There is a distinct lack of an institutionalized support structure for caregivers of persons with
disabilities and they are usually taken as an afterthought and their ‘services’ are taken for
granted. Further, there is evidence that this kind of continued and high levels of stress that
caregivers are under cause ‘negative caregiver outcomes, including feelings of burden, social
isolation, depression and health problems’ (Haley et al. 1987). As our research indicates, stress
levels are particularly high in the wake of disaster, especially for families who have lost a
caregiver or for families that include a newly disabled person struggling with their own
transition. Family counseling sessions and support groups should be established to help these
people.

The current lack of policies and dialogue between the State, DPOs and aid agencies regarding
the role and well being of care givers represents a type of short sightedness and prevents the
mainstreaming of persons with disabilities issues in the national agenda. Caregivers can be an
important source of information about issues of disability in Nepal, and should be consulted in
the design and implementation of disability policies and programs for disaster risk reduction
(see below). Providing support for family and caregivers can increase the possibilities of future
autonomy for those they care for, supporting the self-determination of persons with disabilities.

3.9 Discussing Prevention

Chronic public health problems in Nepal increase the incidence and experience of disability.
As mentioned above, the 2001 Situation Analysis of Disability in Nepal conducted by New Era
(with NPC & UNICEF) indicated that 30.3% of the disabilities can be attributed to disease or
lack of medical care, pointing to the fact that a significant percentage of disabilities in Nepal
may be preventable. During our roundtable consultations, Dr. Bibek Banskota of the Hospital
& Rehabilitation Center for Disabled Children (HRDC) also stated that around 30% of
disabilities may be preventable and pointed out that just a handful of specific procedures can
help to prevent a wide range of congenital disabilities, citing both World Health Organization
data and his own organizational experience.
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The concept of prevention, however, is a highly politicized topic within the global discourse
on disability. On one hand it can signify active programmatic engagement with the systemic
social-medical causes of disability, while on the other hand it can also reference outdated
negative perceptions of disability as an “affliction” which perpetuate patterns of discrimination
and even selective abortion. Tellingly, while prevention is recognized as a priority in the 1982
World Programme of Action Concerning Disabled Persons, the concept of prevention is largely
absent from the 2006 UN Convention on the Rights of Persons with Disabilities—reflecting
the larger shift from a ‘medical model’ of disability to a ‘social constructionist model’ of
disability?"

Presenting a critical legal critique of the UN CRPD, Ribet (2011) argues that while it is
certainly productive to move away from the problematic idea that disability is something that
should be ‘eliminated’ (a major point of advocacy by PwDs seeking to reduce social stigmas
and discrimination) it is also possible that a diminished focus on ‘prevention’ and
understanding the structural causes of disability can be counterproductive, particularly in the
developing world. In this vein, Ribet (2011) argues that “with the elimination of attention to
disability prevention, international law has also simultaneously vacated any analysis of
disability that acknowledges its social origins or enables recognition that power relations have
anything to do with the production of disabilities” (Ribet 2011: 105). Ribet goes on to argue
for greater recognition of ‘emergent disability’—a descriptive term for a pattern of burgeoning
mental and physical conditions which correlate, often strongly, with poverty and various forms
of social and political subordination”—a type of disability that emerges as a result of systemic
social inequities and deprivation. (Ribet 2011: 107). Ultimately, Ribet makes the important
argument that greater recognition of the reasons for ‘emergent disability’ is needed to
incorporate larger questions of inequity, particularly in underdeveloped regions.

Similarly, our research focused on the different paths to recovery amongst the socially
disadvantaged in post-earthquake Nepal indicates that the concept of prevention remains
appropriate in discussing ‘emergent disabilities’ that are produced by systemic patterns of
social, political, and economic exclusion in underdeveloped countries like Nepal. These
questions are particularly relevant in the wake of conflicts or natural disasters that affect
different populations unequally—consider those disabled by Nepal’s Maoist Conflict or the
2015 earthquakes. As such, we recommend that civil society inc