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Summary

This report investigates the developments in efforts to monitor the inclusion of per-
sons with disabilities in the programs and activities of the United Nations High Com-
missioner for Refugees (UNHCR), the United Nations Children’s Fund (UNICEF), and
the World Bank, in the years between the first (2018) and the second (2022) Global
Disability Summits (GDSs). The report is based primarily on information from, and
the experiences shared by, the staff of these three multilateral organizations. It asks
if and how the recent polices, guidelines, and accountability frameworks of UNHCR,
UNICEF, and the World Bank have led to an improvement in the monitoring of the
inclusion of persons with disabilities. Although the three organizations serve as case
examples, in this report we have not carried out a comprehensive study of the organ-
izations per se, but rather explored how the organizations currently track efforts to-
ward disability inclusion.

Chapter 1 presents the central concepts related to disability inclusion and identi-
fies some of the methods currently used to identify persons with disabilities. We
briefly discuss the concept of inclusive education and explain the methodology
adopted in our study.

Chapter 2 describes some of the main tools and approaches used by the three or-
ganizations to track and monitor disability inclusion, including the Washington
Group questionnaire modules for use in national censuses and household surveys.
We also present the OECD-DAC marker that was developed to facilitate the tracking
of disability inclusion in development and humanitarian aid, because it is an im-
portant tool despite not being used by the three organizations.

The three organizations have all developed strategies and accountability frame-
works that include commitments to the inclusion of persons with disabilities at all
levels of the organizations’ work, as well as obligations to track and monitor such
efforts. We present the UN Disability Strategy and the World Bank Disability Inclu-
sion and Accountability Framework and discuss their implications for tracking and
monitoring disability inclusion. We also present UNICEF’s program performance
management system: inSight. This connects UNICEF’s strategic plan to work on the
ground at the implementation level through an intricate system of indicators, tags,
and codes, including for disability and inclusion. The system provides managers with
detailed information on program implementation and results; links information from
activities, results, and expenditure at the program and country levels to policy areas,
goals, and targets in the strategic plan; allows the production of reports based on
detailed data; and lets donors produce their own reports in accordance with their own
specific needs, interests, and policy requirements through a portal.

Chapter 3 discusses in some detail the experiences staff at both the headquarters
and local level of the organizations have with using these tools to track disability
inclusion in the field. For example, how the Washington Group questions, which were
mainly developed to measure disability prevalence, can also be used to identify per-
sons with disabilities for program participation in certain contexts and to then mon-
itor their inclusion. We address experiences with the OECD-DAC marker for disability
inclusion and find a modest interest in using the marker among the three multilateral
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organizations. We discuss the field experiences of using UNICEF’s inSight system and
find that knowledge about disability and the promotion of inclusion as well as com-
petence in the usage of the system may be insufficient. Finally, we turn to other chal-
lenges in tracking disability inclusion, with a particular focus on stigma. Stigma was
an issue raised by many of the informants. We discuss stigma as presenting a chal-
lenge to identify disabled persons and thus to include them in local programs, as well
as the implications of stigma on monitoring and tracking efforts.

When summarizing the main findings at the end of the report, we address how
there are currently a variety of initiatives, programs, and practical efforts on the
ground aiming to include persons with disabilities. We identify several challenges
that remain for the successful monitoring of the inclusion of persons with disabili-
ties. Current tracking and monitoring efforts are still far from providing sufficient
documentation on how many persons with disabilities are being reached by both tar-
geted and mainstreaming programs aiming for disability inclusion. We conclude that
it remains difficult for stakeholders to make well-informed choices on where to most
efficiently allocate available funding to best contribute to meeting the rights to in-
clusion of persons with disabilities. Finally, the report ends with a set of recommen-
dations.

Tracking disability inclusion in multilateral organizations
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1 Introduction

Is it possible to accurately document whether multilateral organizations include per-
sons with disabilities in their activities? That is the question this report seeks to an-
swer through examining the situation in the programs and activities of the World
Bank, the United Nations Children’s Fund (UNICEF), and the United Nations High
Commissioner for Refugees (UNHCR). We ask if recent polices, guidelines, and ac-
countability frameworks specify the activities contributing to disability inclusion,
with a focus on inclusive education, and to what extent and how inclusion is moni-
tored and tracked. The report identifies some challenges to such efforts in all three
organizations. These organizations were selected for this study because they have
diverse mandates and thus can bring different perspectives to a discussion on the
efforts to track and monitor disability inclusion.

In this chapter, we present the background and aims of the present study, the cen-
tral concepts used in this report, and outline the methods currently applied to iden-
tify persons with disabilities.! We also briefly discuss the concept of ‘inclusive edu-
cation’ and present the methodology used for producing the data for this report.
Chapter 2 describes the main tools and approaches the organizations use for tracking
and monitoring disability inclusion. Chapter 3 discusses some of the experiences that
staff at both the headquarters and local level of the organizations have with tracking
disability inclusion, including with the practical application of the tracking tools. Fi-
nally, Chapter 4 concludes the report.

1.1 Background and aims of the study

In recent years, disability inclusion has received increasing attention, as exemplified
by initiatives such as the World Bank’s Disability, Inclusion, and Accountability
Framework to support mainstreaming disability inclusion in its activities (World
Bank, 2018a), the development of the UN Disability Inclusion Strategy (UNDIS)
(United Nations, 2019), the 2019 OECD-DAC disability marker for tracking disability
inclusion in Official Development Aid (OECD, 2020), and UNHCR’s Emergency Hand-
book with a separate chapter on disability inclusion (UNHCR, 2021). Also, UNESCO’s
annual Global Education Monitoring report had disability-inclusive education as the
main topic in its 2020 edition (UNESCO, 2020).

The overarching question is if the increased attention to disability inclusion in the
studied organizations—including the good intentions, ambitions, policy declara-
tions, strategies, and guidelines—has led to the increased participation of persons
with disabilities in projects and activities, and whether there are adequate monitor-
ing and tracking tools in place to produce reliable evidence that this is happening.

!'We aim to use language respecting the dignity of persons with disabilities following the recom-
mendations of the American Psychological Association (APA, 2020). The social definition of disa-
bility places the person first, while the human rights definition puts more emphasis on identity,
putting disability first. In this report, we use both ‘persons with disabilities’ and ‘disabled persons’
to vary our language.
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This report looks at the developments in the years between the first Global Disability
Summit (GDS) in London in 2018 (GDS, n.d.), and the second GDS in Oslo in 2022.

The report takes as its starting point the findings of the 2017 report “Tracking in-
clusion in Norwegian development support to global education’ (Jennings, 2017).
Some of the main concerns highlighted in that report were the broad, vague, and non-
binding efforts toward disability inclusion in education development programs, ren-
dering accountability difficult. The report also found that disability inclusion was not
significantly mainstreamed into the global development agenda, and that the data
required to assess disability inclusion were scarce. Several years on, is there evidence
that disability inclusion policies in humanitarian and development assistance not
only have improved in more recent years, but also that the implementation of these
policies is materializing and reaching persons with and without disabilities equally?

The GDS, established in London in 2018, has been described as a milestone for
disability-inclusive development (GDS, 2018a). Governments, civil society, the pri-
vate sector, the donor community, multilateral agencies, and Disabled Persons’ Or-
ganizations (DPOs)—amounting to 171 institutions in all, from all over the globe—
attended the summit. The aim was to share experiences, ideas, and aspirations for
more disability-inclusive development and humanitarian work. The summit gener-
ated almost a thousand commitments to strengthen disability inclusion. The con-
cluding document, ‘Charter for Change’, was signed by a long list of stakeholders,
including the three multilateral organizations discussed in this report. The charter’s
Article 8 commits signatories to put the furthest behind first, specifically mentioning
these as, ‘the most underrepresented and marginalized persons with disabilities’. The
summit’s secretariat has since published two progress reports on the commitments
from GDS18 (DFID 2019; FCDO/IDA, 2021). The most recent report is based on a sur-
vey of 57 percent of the GDS18 participants and some case studies of processes re-
lated to reaching these commitments, including UNICEF, UNHCR, and the World
Bank.

1.2 Understanding disability and inclusion

Disability definitions have evolved over time, but three paradigms can be highlighted
as particularly important for the current understanding of the concept of disability.
The earlier medical model of disability used disability as being synonymous to an in-
dividual’s impairment, effectively a bodily error that needed to be prevented, treated,
or fixed (Tiberti & Costa, 2020).2 This impairment focus was radically challenged by
the sociological social paradigm, which turned the focus toward how the physical and
social surroundings of individuals with impairments disabled their functioning (Oli-
ver, 1996). On the policy side, the social definition led to a broadening of the pro-
grammatic scope from targeted welfare programs toward identifying and reducing
the physical and social barriers to functioning. The social model sharply differenti-
ates between impairment and disability; the first being a condition of the body and
mind, while the latter is a product of how society responds to such impairments.
The rights-based approach adds to the social definition by enhancing the focus on
human dignity and worth over mere equality (Degener & Quinn, 2002). The rights-
based model maintains the focus on identifying and removing the barriers to inclu-
sion but adds an acknowledgment of the variations in physical functioning as a valu-
able part of human diversity that is open to disability identity development, which

2 The World Bank operates with two medical models in its definitions: the medical model of the
1980s and the bio-social model of 2001 (Tiberti & Costa, 2020).
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had become challenging under the sociological paradigm (Degener, 2016). One policy
implication of this paradigm change has been the increased relevance of anti-dis-
crimination laws, as part of a broader search for the social mechanisms of exclusion.
In some countries, the term disability is understood more in legal terms, as a person
who qualifies for public benefits under national welfare programs. Such definitions
are often country specific and combine an individual assessment of impairment and
the practical functioning of an individual.

The terminology used is a sensitive issue in writing about disability, and the legit-
imacy of the terms used change with the changing paradigms. In this report, we use
identity-first (IFL) and person-first language (PFL) interchangeably. Under the social
paradigm, IFL was associated with the medical paradigm, and therefore was consid-
ered by many to be derogatory. IFL is, however, making a return under the human-
rights paradigm, but with new connotations. We refer to the American Psychological
Association’s publication manual (APA 2020, Section 5.4), and underscore that when
using identity-first language, we follow the recent trend associated with the human-
rights paradigm, where the disability identity is reclaimed by disabled persons, and
is associated with empowerment and pride (also see footnote 1).

Persons with disabilities are often referred to as though the persons involved rep-
resent a homogenous group. In program documents, this very diverse group is often
listed among a range of other sub-groups of presumably ‘vulnerable populations’.
However, the heterogeneity of the challenges faced by persons with disabilities is of-
ten trivialized by such broad terms. Persons with disabilities face challenges related
to physical, sensory, cognitive, and neurodevelopmental functional variations, as
well as different grades and combinations of these. This diversity implies challenges
of e.g., adapting accommodation and lifting barriers to enhance inclusion and equal
participation, but exposes different exclusion mechanisms.

Consequently, the variations represent challenges to the efforts made toward
monitoring and tracking inclusion. Also, counting and tracking can become biased by
the type of functional variations perceived as being easier to program for. For exam-
ple, one of the lowest hanging fruits could be to count ramps constructed in schools,
whereas a more challenging but attainable one could be the staffing of schools with
teachers who know braille. Tracking and monitoring efforts can be affected when
identification remains challenging—and program solutions even fewer—for persons
with cognitive and neurodevelopmental functional variations. So, do tracking pro-
grams make the extra effort to monitor groups we don’t really know how to include?

The Convention on the Rights of Persons with Disabilities (CRPD) and its Optional
Protocol, adopted in 2006, is a result of decades of work by the UN to change the
attitudes and approaches to persons with disabilities (Degener & Begg, 2019). The
CRPD integrates elements of the three disability models (medical, social, and human
rights) in defining persons with disabilities as ‘individuals who have long-term phys-
ical, mental, intellectual, or sensory impairments, which, in interaction with various
barriers, may hinder their full, effective, and equal participation in society.’ It aims
‘to promote, protect, and ensure the full and equal enjoyment of all human rights and
fundamental freedoms by all persons with disabilities, and to promote respect for
their inherent dignity’ (CRPD, Art. 1.12).

The purpose of inclusion is to promote equal access to meaningful participation in
a project or activity and represents an important step toward a rights-based under-
standing of disability (Skarstad & Stein, 2018). ‘Disability inclusion’ denotes the par-
ticipation of persons with disabilities in all their diversity, promotion of their rights,
and the consideration of disability perspectives, in compliance with the CRPD
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(United Nations, 2019:20). Disability inclusion thus addresses not only social inclu-
sion and equity but also policies and practices related to persons with disabilities,
and their rights to social benefits as well as protection under anti-discrimination law.
This aligns with the shift toward the human-rights approach, which includes ade-
quate support, the identification and removal of barriers as well as exclusion mecha-
nisms, and universal design. The latter entails designing products, environments,
programs, and services to be usable and accessible for all people without the need for
further adaption (United Nations, 2019:20).

UNESCO (2020) views inclusion in education as a process and as a tool to achieve
the larger goal of social equality. UNESCO distinguishes between equality, as a state
of affairs that can be observed and measured, and equity, as a process of actions to
obtain equality. The inclusion process involves actions that embrace diversity and
build a sense of belonging and is guided by the principle that every person has value
and potential. An inclusive society is a normative standard that provides direction
for all development policies and programs (UNESCO, 2020).

The focus on inclusion as a process makes its tracking extra challenging. Targeted
initiatives are more visible and more often aimed at producing short-term results that
can be easier counted and measured. Mainstreamed inclusion initiatives, on the other
hand, tend to encompass longer-term objectives and efforts in a larger development
perspective. The end goal of providing sustainable results through universal access
for disabled persons is clearly more difficult to assess (Ingdal & Nilsson, 2012; Larsen
& Nilsson, 2021). So, it is often easier to document the results of targeted disability-
inclusion initiatives than the results of mainstreamed approaches. In short, targeted
charity and welfare programs make counting easy — mainstreaming does not.

1.3 Identifying persons with disabilities

Two decades ago, WHO developed a statistical classification system for disability
based on the responses to a survey questionnaire. Still, the questionnaire was com-
plex and too comprehensive to be included in broad, multi-topic household surveys
and censuses (WHO, 2001).

In 2001, a group of experts at the UN statistical office, together with statisticians
from other international institutions and national statistical offices, gathered in
Washington D.C. to develop methods for collecting comparable international disa-
bility statistics, and hence the Washington Group on Disability Statistics was estab-
lished.

Whereas the WHO’s classification system was based on a comprehensive identifi-
cation tool, the Washington Group developed several much more limited question-
naire modules to identify activity limitations that could put people at risk of exclu-
sion. Further, while the WHO questionnaire takes around 120-150 minutes to com-
plete, the Washington Group Short Set on Functioning Questions takes merely one
and a half minutes to administer and can easily be included in national censuses and
household surveys. The Washington Group Short Set of Questions is today used by
statistical agencies in around 80 countries and by various national and international
institutions when conducting surveys. The Washington Group Short Set of Questions
can also be used by organizations in screening processes to identify persons with dis-
abilities for their inclusion in interventions, projects, and programs.?

% Additional information on disability questions developed by the Washington Group on Disability
Statistics is found in Chapter 2.
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Countries that have used the Washington Group Short Set of Questions have found
that 6—12 percent of the population have a disability (Christensen, 2020). The thresh-
old for being classified as disabled according to this tool is higher than in the WHO
questionnaire, which implies that the prevalence becomes higher when the latter sur-
vey instrument is used. For example, data from the World Health Survey imple-
mented in 70 countries in 2002-2004 led to an estimate of 15.6 percent disabled per-
sons worldwide (WHO, 2011).

This figure for the global prevalence of disability, i.e., around 15 percent, is now
the commonly accepted one. Yet, due to the considerable differences in how disabil-
ity is defined and counted, national figures vary considerably. For example, the use
of direct questions, such as ‘Do you have a disability?’—previously often used in na-
tional surveys—can result in an underreporting of the prevalence due to the stigma
associated with disability. The use of medical categorizations of impairment can also
produce a similar result (World Bank, 2020a).*

At the same time, overreporting may be an issue in areas where the population
thinks that program access may be conditional upon disability. For instance, in a sur-
vey of disabled children in Niger, pediatricians found that only one-half of the chil-
dren listed by local informants as potentially qualified for the survey were ultimately
screened as disabled according to the Child Functioning Module. Also, among those
children screened as disabled, only two-thirds reached the threshold for a disability
classification based on the pediatrician’s more thorough clinical examination (Kiel-
land, 2021).

UNHCR has reported that forced displacement disproportionately affects persons
with disabilities, as violent conflict can heighten the risk of violence, increase expo-
sure to injuries, and limit access to medical service. Further, refugees may be vulner-
able toward exploitation and abuse, and may face barriers to accessing most basic
services (UNHCR, 2019b). Persons with disabilities are also at risk being left behind
during emergencies. A study on Syrian refugees in Lebanon and Jordan found a disa-
bility prevalence of 22.8 percent, while 61.4 percent of the households in the study
reported having at least one person with disability in the household (HI & iMMAP,
2021). Yet, there may be also a risk of overreporting in the hope of accessing targeted
services among populations eligible for humanitarian aid.

1.4 Disability inclusion in education

The right to equal education for all is stated in many recent declarations and conven-
tions, including in the Sustainable Development Goals (UN, 2015). In a rights-based
paradigm, inclusive education is the normative standard and points out the target
direction for a process embedded in the global struggle for more inclusive societies.
The opposite of inclusion is exclusion, and the process toward inclusivity involves
identifying, disclosing, and counteracting any exclusion mechanisms at work while
at the same time removing the more practical barriers to equal participation. Accord-
ing to UNESCO, inclusive education is a means of responding to the diversity of the
needs of all learners through increasing participation in learning and reducing exclu-
sion from education. The goal is to facilitate learning environments where teachers
and learners embrace the challenges and benefits from diversity, and where individ-
ual needs are met to give every student an opportunity to succeed (UNESCO, 2011).
Systems must open up to variations in learning styles and provide support to disabled

4 Collecting data on individuals with disabilities is not enough. Data on the barriers and accessibil-
ity improvements is also needed to understand and assess disability inclusion.
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children based on their individual needs. Inclusive education values the unique con-
tributions that students of all backgrounds bring to the classroom.

In 2016, the CRPD committee stated that inclusive education ‘focuses on the full
and effective participation, accessibility, attendance, and achievement of all stu-
dents, especially those who, for different reasons, are excluded or at risk of being
marginalized’ (CRPD, 2016:3). Among a series of elements that may constitute inclu-
sive education are:

...the content of education and learning materials, teaching and teacher prep-
aration, infrastructure and learning environment, community norms, and the
availability of space for dialogue and criticism involving all stakeholders
(UNESCO, 2018:2).

In its concept note to the 2020 Global Education Monitoring Report on Inclusion,
UNESCO notes that there are two existing unresolved conflicts regarding education
for all, both associated with the practical implementation of the normative standards
for inclusivity. First, the idea of equal learning for absolutely all children is by some
argued to be too idealistic. This argument necessarily raises the uncomfortable ques-
tion of where to draw the line for what ‘all’ would mean in a practical setting. The
second dilemma inevitably concerns the financial constraints and the practitioner’s
need to prioritize activities considering the resources at hand. UNESCO proposes that
the gap between normative standards and the reality on the ground can be bridged
by a focus on achieving gradual progress through an ongoing process of identifying
and changing the mechanisms of exclusion more broadly (UNESCO, 2018).

Rights-based inclusive education is the primary goal and indicates the direction
for action. To be able to document results on inclusive education reliable baseline
data on the school enrolment of children with disabilities is required before any ac-
tion is taken. According to UNESCO, some 33 million children with disabilities are
not in school in low and middle-income countries, while those who attend school
tend to score lower in reading and math tests than children without disabilities
(UNESCO, 2021). Trustworthy national and local data are in many places missing. A
study using census data from 19 countries suggested that the gaps in educational
outcome between children with and without disabilities is increasing and that chil-
dren with disability are 10—17 percent less likely than children without disabilities to
enroll in school, complete primary or secondary education, and become literate (Male
& Wodon, 2017).°

Currently a set of shared challenges prevent disabled children in most countries
from attending mainstream schools. In addition to local exclusion mechanisms, these
include adequately identifying children with disability and their individual needs,
promoting more universal designs and removing barriers to access by accommodat-
ing such needs, the assignment of enough adequately trained teachers, the adapta-
tion of appropriate physical infrastructure and learning materials, and, more gener-
ally, a mobilization of the necessary resources.

The main concern of this report is accountability of disability inclusion. We inves-
tigate if the current monitoring systems are capable of documenting that the inclu-
sion efforts supported honor Article 8 of the 2018 Charter for Change of placing the
furthest behind first, so that no one is left behind.

5 Few censuses included in the Male & Wodon study used the Washington Group questions on disa-
bility, and hence they probably underestimated the prevalence of children with disability, while per-
haps only capturing the most severe disabilities. With the increased use of the Washington Group
questions in censuses, this picture might change in the future.
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1.5 Methodology

In illustrating the progress, achievements, and challenges concerning accountability,
this report examines how three major multilateral actors in the humanitarian and
development field are tracking inclusion: the UNHCR, the World Bank, and UNICEF.
We ask to what extent the organizations can document that they include disabled
persons in their operations and programs. We look at how programming towards dis-
ability inclusion is monitored across all the organizations as well as disability inclu-
sion in education. Our analysis is derived primarily from interviews with staff in the
three organizations’ headquarters and at their country offices in Uganda and Niger.

At the headquarters level, persons responsible for disability-inclusive work were
interviewed, sometimes together with education experts and technical staff involved
in the development and management of the organizations’ data collection as well
monitoring and performance management systems.

At the country level, we interviewed local staff, including country office personnel,
personnel operating in the field, and, a few times, staff from implementing partner
organizations. While the headquarters had disability inclusion experts, the country
offices lacked such expertise, although most had a focal point for disability inclusion
in accordance with the UN Disability Inclusion Strategy (UNDIS). We also interviewed
representatives of DPOs, the director and other staff at the Atlas Alliance, and con-
sulted an expert who had participated in the development of the Washington Group
questionnaires.

We discussed disability inclusion with country officers in Niger and Uganda to un-
derstand how central policies and commitments for disability inclusion are imple-
mented at the country level. We decided to consult the experience from these two
countries mainly because of Fafo’s broad experience and solid networks from working
in both countries. Further, they are two of the six ‘Together for Inclusion’ (TOFI)
countries supported by the Norwegian Government’s initiative for disability inclu-
sion.® However, it should be noted that this report is not a case study about disability
and disability inclusion in these two countries. Local informants provided us with
insights on the ground level implementation and input on the available monitoring
systems.

The interviews were semi-structured. The main topic was the organizations’ ef-
forts to include persons with disabilities in their operations, including regarding in-
clusive education. We asked how they track and monitor these efforts, and how they
report on the results to donors, governments, and the wider public. The interviews
explored the possible challenges in the organizations’ inclusion work, particularly
concerning monitoring and tracking, and enquired about any plans to overcome such
challenges.

Two, and sometimes three, Fafo researchers attended the interviews. COVID-19
restrictions meant all the interviews were conducted on the Teams virtual platform.
We recorded and transcribed the interviews for accuracy. In line with standard aca-
demic practice, we anonymized our sources and do not always provide information
about the informants’ positions and, when the information is sensitive, we do not
mention the place or country of employment. Because we interviewed mainly three
organizations, some informants are potentially vulnerable to identification. We

¢ Together for Inclusion is a partnership that started in 2019, in which seven Norwegian DPOs and
nine Norwegian NGOs work with local partners to promote the rights of disabled persons in six
countries (Ethiopia, Mozambique, Niger, Somalia, South Sudan, and Uganda. https://www.atlas-al-
liansen.no/en/home).
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promised full anonymity to all our informants and have taken full precautions to do
so in our publication. This was an important approach which facilitated our inform-
ants to speak freely about sensitive topics.

In addition to the interviews, the report draws on the three organizations’ docu-
ments regarding their polices, guidelines, and accountability frameworks, as well as
various other reports and documents. Such policies and frameworks are usually de-
veloped at headquarters, and in our interviews at the country level, we explored how
such institutional normative standards were perceived and understood by country-
level and local staff. We investigate if the policies and monitoring systems are known
and followed locally? Are they easy to implement, and can progress and results be
documented? What challenges do field staff meet, and how do they resolve them?
Finally, we draw on some articles from international journals, although our literature
search yielded little academic writing of direct relevance to the topic at hand.
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2 Measuring disability and
monitoring disability inclusion

Drawing on the three organizations’ reports, strategies, and information from our
interviews, this chapter presents some of the tools, systems, and practices used to
track disability inclusion. First, we consider the Washington Group’s Sets of disability
Questions, which are important tools for all three organizations included in this re-
port. Second, we present and discuss the OECD-DAC marker for disability inclusion.
This tool is frequently used in bilateral cooperation but has not been adopted by the
multilateral organizations in our study. Third, we present the UN Disability Strategy,
which all UN agencies relate to, and the World Bank’s Disability and Accountability
Framework. These are central strategies for disability inclusion, which are important
binding documents for the organizations in our study. Following that, we present the
monitoring systems and practices based on examples from the organizations. We pre-
sent UNICEF’s recently developed monitoring system, inSight, which has indicators
for tracking disability inclusion. Finally, we examine the available public reports on
expenditures to disability inclusion.

2.1 The Washington Group’s disability questions

The Washington Group on Disability Statistics, a ‘city group of experts’ established
under the UN Statistical Commission, involves statisticians from across the world
who are tasked with developing disability measures suitable for inclusion in censuses
and national household surveys. Its secretariat is located at the National Center for
Health Statistics in Washington, DC, USA. The aim is to provide tools that can provide
information on disability that is comparable throughout the world (Washington
Group, 2022).

Information and statistics on impairments are regarded as sensitive personal in-
formation, and therefore protected by international regulations, such as the EU’s
general data protection regulation (GDPR). Importantly, the GDPR can apply to
countries outside the EU if funding and persons from GDPR partners are involved.
Impairment status is often associated with stigma and discrimination, and access to
impairment and disability data can put individuals at risk. Stigma and trauma can
also make questions about disability uncomfortable and even be perceived as offen-
sive in contexts where the features of impairment and disability may be associated
with shame. Considering this, and in line with the social and human-rights models
of disability, the Washington Group questions places particular emphasis on toning
down the focus on medical impairment at the individual level, and instead tries to
identify barriers and challenges related to social functioning. An informant who had
participated in the Washington Group work since the beginning said:

The main challenge was to ask questions about disability, which is a charged
subject, without offending anybody. We came up with questions that we think
are universal and non-judgmental.”’

" Interview with a former statistician in the Washington Group, December 2021.

Faforeport 2022:04
16



The solution was to ask questions about disability without mentioning the word dis-
ability. The resulting Washington Group short set of questions consists of only six
questions and assesses functionality in the following domains: vision, hearing, mo-
bility, cognition, self-care, and communication (Washington Group, 2022).%

A slightly longer version of the module was developed to allow capturing further
details and to better capture psychosocial functioning. As the Washington Group
Short Set of Questions failed to identify some child disabilities, especially, in children
under five-years old, the Washington Group in collaboration with UNICEF added a
separate Child Functioning Module. The Washington Group is currently testing a
combination of the Child Functioning Module together with a special module on in-
clusive education. The Inclusive Education Module particularly addresses the social,
physical, and economic barriers to education. In collaboration with the International
Labor Organization (ILO), the Washington Group also developed the Labor Force Sur-
vey Disability Module.

The Washington Group questions were developed for use in general, comprehen-
sive household surveys and censuses to help assess the prevalence of disability, but
can also be used to survey a particular population, such as refugees or students par-
ticipation in an education program. In the latter contexts, the Washington Group
questions can go beyond mere prevalence mapping, and can be used to also assess
inclusion. We return to this in Chapter 3.

2.2 The OECD-DAC marker for disability inclusion

The Organization for Economic Cooperation and Development’s Development Assis-
tance Committee (OECD-DAC), an international forum for the largest aid providers
in Europe, developed a marker system to facilitate the monitoring and comparison of
activities in support of different policies in Official Development Assistance areas,
such as gender equality and environmental protection. A marker for disability inclu-
sion was adopted in 2018, in line with Article 32 of the CRPD, which emphasizes the
inclusion and accessibility of persons with disabilities in international cooperation
programs, and reinforces the ambitions in the 2030 Agenda for Sustainable Develop-
ment to ‘leave no one behind’. The OECD-DAC marker is a tool to monitor and ac-
count for the amount of aid aimed at including disabled persons.® It has been adopted
by bilateral donors in the EU, but is also used by a few non-EU states, such Australia,
Canada, and Norway.

The disability policy marker is a tool for holding donors accountable to commit-
ments in the CRPD and the Sustainable Development Goals (UN, 2015). Also, it allows

8 The Washington Group short set of functioning questions: (1) Vision: Do you/Does he/she have
difficulty seeing, even if wearing glasses? (2) Hearing: Do you/Does he/she have difficulty hearing,
even if using a hearing aid? (3) Mobility: Do you/Does he/she have difficulty walking or climbing
steps? (4) Cognition (remembering): Do you/Does he/she have difficulty remembering or concen-
trating? (5) Self-care: Do you/Does he/she have difficulty with self-care, such as washing all over or
dressing? (6) Communication: Using your/his/her usual language, do you/does he/she have difficulty
communicating, for example understanding or being understood? The questions can indicate if dis-
abled persons are included if the answer to the question is ‘a lot of difficulty’ or cannot do at all’.

° The criterion in the OECD-DAC marker is that the activities/projects must deliberately aim to ben-
efit persons with or without disabilities in equal measure and promote inclusion and accessibility to
disabled persons in international cooperation programs. The marker has a scoring system where a
score of 2 (principal) is given to projects with the inclusion and empowerment of persons with dis-
ability as its main activity (targeted). A score of 1 (significant) is given to projects where disability
inclusion is important, but not the main objective of the development activity (inclusive). A score of
0 (not targeted) is given to projects lacking targets for disability inclusion.
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for comparisons between donors on such commitments and encourages efforts to
share knowledge on different approaches to disability inclusion, as well as aiding the
collection and sharing of data on disability inclusion.

Reporting on the disability policy marker is voluntary, unlike other policy markers
for which reporting is mandatory (e.g., gender). Additionally, the disability marker
only tracks intentions or commitments in program and project plans. It does not inform
on actual spending or whether allocated funds actually have reached persons with
disabilities, and if so, how many, and with what impact. One informant suggested
that the disability marker could be complemented with other tools, such as data col-
lection efforts to monitor results disaggregated by disability.'° It is out of the scope
for this report to investigate this further.

There can be several challenges preventing the multilateral organizations from us-
ing the disability marker. One might be that the marker was developed for bilateral
donors, mainly in Europe. One informant suggested that the governments using the
disability marker could share experience of its usefulness to the multilateral organi-
zations, to improve comparative data and accountability towards the CRPD.!! An-
other informant said that ‘there are some reservations about having one tracking system
working for everybody. [I think] this is related to a variance of roles.”'? The informant
explained that the bilateral donors were accountable toward policy commitments and
that such commitments often alter with change of governments, along with funding
priorities. However, multilateral donors are not restricted by the same political guid-
ance and restrictions, according to this informant, they thus could keep their focus
on their own development mandate. As we explain below, UNICEF’s monitoring sys-
tem can align to the OECD-DAC marker.

2.3 UN Disability Inclusion Strategy

With the 2030 Agenda for Sustainable Development’s call to leave no one behind,
inclusion in general, and particularly for persons with disabilities, has become a
stronger priority for the UN. Work to develop a strategy for disability inclusion
started in 2018. The aim was to mainstream and improve the rights of persons with
disabilities in all UN work. The resulting UN Disability Inclusion Strategy, adopted in
2019, has two main components: an accountability framework with common indica-
tors for all agencies, and a scorecard for disability inclusion for country teams. The
aim is that adopting a human-rights-based approach to disability will make the con-
cerns and experiences of persons with disabilities an integral dimension of the de-
sign, implementation, monitoring, and evaluation of policies and programs through-
out the UN system, and assure equality for all persons with disabilities (United Na-
tions, 2019).

The system-wide accountability framework for the implementation of a disability-
inclusive policy is the key to making the strategy operational. The framework in-
cludes indicators, timetables, technical guidelines, and the distribution of responsi-
bilities for implementing the policy. There are 15 indicators to monitor implementa-
tion of the strategy, which focus on four themes: leadership, strategic planning, and

0 Interview with a disability expert, December 2021.
1'E-mail correspondence with disability expert, February 2022
12 Interview with a disability expert, November 2021.
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management'®; inclusiveness'*; programming'®; and organizational culture'®. All UN
entities should report on these indicators annually, and it is expected that all UN staff
will understand their role in promoting and facilitating the inclusion of persons with
disabilities. The latter requires training to strengthen capacity and competence,
which is part of the strategy (United Nations, 2019).

The strategy acknowledges that the lack of high-quality and disaggregated data is
a barrier to assessing disability inclusion in the development and humanitarian
fields. It suggests that the institutions’ disability-inclusive policies and the strategy’s
accountability framework will address this gap (United Nations, 2019).

The UN has published two progress reports on the implementation of the Disability
Inclusion Strategy: one for the 2019 program year (United Nations, 2020), and an-
other for the 2020 program year (United Nations, 2021). The first report included re-
sults from 57 UN entities and seven pilot reports at the country level.!” The second
progress report included results for 66 UN entities and 130 country teams. It high-
lights some gaps, among them the need to strengthen capacities and technical ex-
pertise, as well as the general lack of data on persons with disabilities in national
statistics.

The COVID-19 pandemic brought unexpected challenges to the progress on main-
streaming disability inclusion, particularly in the field of inclusive education, as
schools in many countries were closed for long periods. Many entities and country
teams have reported slowed progress, pointing to three main factors associated with
the pandemic: the reallocation of funds and the reduction of funds available for in-
clusive education; the intense workload related to the COVID-19 response; and
movement restrictions preventing staff from accessing offices.

2.4 World Bank Disability Inclusion and Accountability
Framework

While UNICEF and UNHCR are part of the UN system and are required to follow the
UN Disability Inclusion Strategy, the World Bank has a treaty-based relationship with
the UN and does not have the same obligation. The World Bank cooperates with the
UN on the 2030 Agenda, particularly through the funding of activities and data pro-
duction. In 2018, the World Bank developed its own Disability Inclusion and Account-
ability Framework. Its main objective was to mainstream disability in World Bank ac-
tivities. It is worth remembering that the World Bank is primarily a bank. It does not
implement development projects itself but instead provides funds and supervision to
countries implementing development programs. The World Bank monitors its results
and tracks them internally according to indicators in the results frameworks used by

13 The four indicators are leadership: if the senior leadership champion disability inclusion; strategic
planning: if explicitly referring to persons with disabilities in their strategic planning documents; a
disability-specific policy/strategy; and institutional set-up, under which responsibility is assigned
for technical guidance, coordination, and advocacy.

4 The indicators for inclusiveness focus on strengthening the accessibility of physical premises, dig-
ital technologies, and goods and services, and deepening engagement with organizations of persons
with disabilities. The indicators are consultation, accessibility, conferences and events, reasonable
accommodation, and procurement.

15 The indicators for programming focus on disability inclusion in programs and projects, evaluation,
country program documents, and joint initiatives.

16 The indicators for organizational culture focus on inclusion in employment, capacity development
for staff, and communication.

17 The scorecard for disability inclusion for the country teams had not been finalized at the time of
the first report (UN 2020)
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the projects. When reporting to donors, it negotiates local results frameworks ac-
cording to the needs of each donor.!'® The World Bank reports to donors are tailor-
made yet built on its own strategies and monitoring system.

The World Bank’s primary mission is to end extreme poverty and promote shared
prosperity. Persons with disabilities face multidimensional poverty more often than
persons without disabilities (World Bank, 2018a). Therefore, the World Bank’s goals
cannot be reached unless the inequality and exclusion of persons with disabilities are
addressed. Based on this understanding, the World Bank’s framework for disability
inclusion and accountability provides guidelines for disability inclusion in grant
agreements for development funding. The specific terms are negotiated with govern-
ments benefiting from World Bank funds. The World Bank Disability Inclusion and
Accountability Framework provides an internal road map for disability inclusion in
the organization’s policies, operations, and analytical work, and for supporting client
governments in implementing disability-inclusive development programs (World
Bank, 2018a).

The World Bank Disability Inclusion and Accountability strategy outlines six steps
toward disability inclusion: (1) the twin-track approach of including persons with
disabilities as beneficiaries in all World Bank projects, while also implementing spe-
cific projects to address the remaining gaps in disability inclusion; '° (2) making sure
all World Bank policies, guidelines, and activities are disability inclusive; (3) identi-
fying focus areas for disability inclusion; (4) collecting data to document the circum-
stances of persons with disabilities; (5) building staff capacity; and (6) developing
partnerships for implementing disability inclusion. Each of these steps or areas of
commitment has a focal point where guidelines on how to detect and report on disa-
bility inclusion are developed (World Bank, 2018a). The Disability Inclusion and Ac-
countability Framework is upheld by our informants as highly important to main-
stream disability inclusion in the World Bank’s work. In addition, focal points meet
regularly to report on progress on each of the commitments.? Yet, according to one
informant,

It would be very difficult to present disaggregated data on how many persons
with disabilities are reached through our projects. We have undertaken port-
folio reviews on disability inclusion that focus primarily on the project level
data.?!

The lack of disaggregated data on disability inclusion makes it challenging to com-
prehensively document inclusion. However, the World Bank is working steadily with
partner governments to promote disability inclusion. For example, by developing a
guidebook for developing inclusive household survey questionnaires (Tiberti &
Costa, 2020), or by developing a guidebook for digital universal access for when gov-
ernments are aiming to modernize and digitalize their services (World Bank, 2021a).
Likewise, for government services to be inclusive there is a need for trusted and ac-
cessible identification systems to avoid groups being left out of development initia-
tives (World Bank, 2020b).

The UK’s Foreign, Commonwealth, and Development Office (FCDO, formerly the
Department for International Development, DFID) launched its Inclusive Education
Initiative (IEI) in 2019, which the World Bank is hosting and has further developed

18 Interview World Bank, November 2021.

19 See the Introduction for an explanation of the ‘twin-track approach’.
2 Interview, World Bank, November 2021.

21 E-mail correspondence with disability expert, February 2022.
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(FCDO/IDA, 2021). The IEI was set up as a multi-donor trust fund and is supported
by the Norwegian Agency for Development Cooperation (Norad) and the UK govern-
ment’s Foreign, Commonwealth, and Development Office (FCDO). The aim of the
trust fund is to improve the educational participation and learning outcomes of chil-
dren with disabilities. To achieve this, the IEI centers on funding to: (1) enhance
stakeholder capacity and service delivery at the country level; (2) improve coordina-
tion, collaboration, and knowledge sharing; and (3) invest in innovative interven-
tions to strengthen inclusive education (IEI, n.d.). Responding to its GDS18 commit-
ments, specifically goal 1) ‘ensuring that all WB-financed education programs and
projects are disability-inclusive by 2025’ (World Bank, 2018b, Commitment 1), the
World Bank developed a guidebook to help potential applicants understand how to
make education projects disability inclusive, and thus eligible for World Bank Invest-
ment Project Funding (World Bank, 2021b).

The World Bank’s commitments made at the GDS18 include supporting developing
countries to invest more in persons with disabilities and strengthening the ways that
‘Global Practices’ can engage with disability inclusion (DFID, 2019).%?

2.5 UNICEF program performance management system

Nine years ago, UNICEF established a program results and management system,
which functions for all stages, from the planning to execution to reporting against
results. As described by UNICEF, the performance management system, inSight, has
the capacity to provide staff with up-to-date and easily accessible financial and pro-
gram management data, which supports performance measurement and day-to-day
decision-making at all levels of the organization; it can provide managers with daily
detailed information on the status of program implementation and the achievement
of results; it offers timely and consistent information across all levels in the organi-
zation via a single point of entry; it links information on activities, results, and ex-
penditure at program and country levels to policy areas, goals, and targets in
UNICEF’s strategic plan; it puts the agency in a position to produce a wide variety of
reports based on detailed data, for example on its efforts regarding inclusive educa-
tion and expenditure toward children with disability; allows the tracking of UNICEF’s
contribution to the Sustainable Development Goals (UN, 2015); and it allows donors
to follow up allocations and agreements through the portal and to produce reports
according to their own specific needs, interests, and policy requirements.

A prerequisite for inSight is a set of codes known as the Program Information Da-
tabase (PIDB) coding system, which are applied at the level of the outputs and activ-
ities, enabling the operationalization of UNICEF’s Strategic Plan. UNICEF’s disability
program is twofold: it combines targeted interventions for children with disabilities
and disability-inclusive mainstreaming programming. The PIDB coding system in-
cludes disability-related specific intervention codes (SICs) and a disability tag created
to allow the detailed and accurate reporting of results and expenditures. UNICEF ap-
plies these codes in all its countries of operation and mainstreams disability inclusion
in its programs across the world. Disability inclusion is central to cross-cutting pro-
gramming in its 2022-25 Strategic Plan (United Nations/ECOSOC, 2021),%* which has

22 ‘Global Practices’ refers to certain methods, techniques, mechanisms, and practices that have
been tested and produced results at a global level and can serve as examples and templates.

% Information from interview disability experts at UNICEF headquarters

% The Strategic Plan says: ‘UNICEF is elevating programming on disability rights within this Strate-
gic Plan to advance disability rights in everything it does, including through support to the families,
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a results framework with a total of 34 indicators to measure results for disability in-
clusion.

UNICEF produces reports that take stock of results at the global, regional, and
country levels, including its annual report with a data companion and scorecard,
country, regional, and divisional annual reports;? and global annual results reports
covering program results achieved by the contributions received from partners.2® The
country-office annual reports allow substantive, detailed, and extensive reporting on
the various programs implemented, while the regional reports aggregate what has
been achieved at a country level for a specific region. Country offices also have the
option to add indicators to their country program and reports beyond those found in
the strategic plan. Some examples of UNICEF statistics on disability inclusion are
provided in Table 1.

Table 1 Examples of UNICEF data on disability inclusion.

Year 2018 2019 2020
Number of children with disabilities reached (1) 1.4 million 1.7 million 2.2 million
Number of disabled children reached with 414,701 699,939 826,356

UNICEF-supported cash transfer programs (2)

Total number of children reached with UNICEF- 38.4 million 51.2 million 130.7 million
supported cash transfer programs (2)

Share of children reached with UNICEF- 1.0% 1.4% 0.6 %
supported cash transfer program who are

disabled (4)

Percentage of UNICEF humanitarian responses 36 % 36 % 44 %
systematically providing disability-inclusive (20 of 55 (21 0of 59 (28 of 64
programs and services (1, 3) countries) countries) countries)
Number of children with disabilities provided Over 66,000 Over 138,000 Over 152,000

with assistive devices and products (1)

Number of children with disabilities reached - B 74,991
with emergency kits (3)
Number of countries supported on inclusive 130 128 131

education (1)

(1) Berman-Bieler & Takona (2021).
(2) UNICEF 2021, Fig .3.1.

(3) UNICEF 2021, Fig. 3.2.

(4) Our calculation.

In addition to such reports, UNICEF uploads its data to the OECD-DAC database an-
nually, and inSight aligns with the OECD-DAC marker described above. This oppor-

tunity is important for a donor like Norad, as it has chosen to use the OECD-DAC
marker on disability for its development projects. Because inSight aligns with the

parents, and caregivers of children with disabilities.” (p. 9). And it continues: ‘UNICEF will main-
stream disability inclusion in all its child protection work ...” (p. 15).

% See, https://www.unicef.org/reports/country-regional-divisional-annual-reports.

2 See, https://www.unicef.org/reports/global-annual-results-2020.
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OECD-DAC marker, it allows Norad to generate output in accordance with its own
reporting requirements.

Despite UNCEF’s comprehensive program performance management system,
there is limited information easily accessible on disability inclusion on UNICEF’s web
pages. Most of what we found is on the aggregate, global level. We reviewed country
reports from Niger and Uganda and found little information regarding disability in-
clusion.?” For Niger, it was reported that 4,150 children were reached through inclu-
sive education in the capital and a few other regions in 2019, but the report did not
specify the total number of children at school in Niger, nor the amount spent on in-
clusive education or what part of the total budget this represented (UNICEF, 2020a).
UNICEF’s 2020 annual report for Niger focused on the COVID-19 pandemic and has
limited information on children with disability. One exception is a description of
UNICEF’s partnering with Handicap International? to support the inclusion of 5,158
children with disabilities in the education system (UNICEF, 2021b).

The 2020 annual report for Uganda focused on the COVID-19 pandemic and ex-
tended school closures in the country, which kept 15 million children out of school
and which affected the poorest children the most, including children with disabilities.
UNICEF Uganda supported 1,479 primary and secondary children with braille and au-
dio material and reported that 43,000 parents were reached through radio talk shows
on how to care for visually impaired children at home. UNICEF Uganda further held
consultations with what they call ‘special interest groups’ and shared the findings
from these consultations with the National Council for Disability at a high-level fo-
rum (UNICEF, 2020b).

The lack of numbers in Niger and Uganda might be considered a disappointment
by impatient champions—organizations as well as individuals—of improved rights,
life chances, and the living conditions of persons with disabilities. At the same time,
UNICEF seems to have developed an impressive tool, which can provide much needed
data that can be used to enhance its—and its partners’—performance regarding dis-
ability inclusion as well as data about its activities and achievements to inform do-
nors and other interested parties. While all systems, including inSight, can be im-
proved (technically), their success depends on their right use, e.g., human resources.
We return to this aspect in Chapter 3.

Nevertheless, UNICEF’s experience with inSight, including the many years of de-
veloping and enhancing the system, is highly valued by the UN family. As part of the
UN reform, UNICEF experts supported what is called UN INFO, a UN data portal under
development, which aims to monitor the UN’s contribution to the Sustainable Devel-
opment Goals, and which also calls for disability inclusion.? Furthermore, the
agency’s monitoring experts have helped other agencies in the design and develop-
ment of their own monitoring and performance systems.

One may ask, as did we, why other UN agencies have not simply ‘copied’ or intro-
duced slightly adapted versions of the UNICEF system? One answer may be that the
various UN agencies have such distinct mandates and profiles that a replication of
UNICEF’s system would not fit other agencies, even if were significantly modified. A
second answer may be that the various UN agencies use different technologies, oper-
ating systems, and platforms and that more coordinated efforts to develop such

2" When reviewing recent annual reports for UNHCR and the World Bank for Uganda and Niger, we
did not find any information on persons with disabilities.

28 The organization changed its name from Handicap International to Humanity & Inclusion in Jan-
uary 2018, see: https://humanity-inclusion.org.uk/en/our-new-brand.

¥ See, https://uninfo.org/.
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systems, and adaptations of the UNICEF inSight system, therefore, would likely be
considered too complicated and would entail a high risk of failure.

To sum up, UNICEF developed a comprehensive performance management system
that allows the detailed monitoring of and reporting on the agency’s work, including
tracking the results of activities aimed at improving disability inclusion. As we return
to below, it has yet to reach its full potential.

2.6 UNHCR efforts in tracking disability inclusion

The UNHCR recognizes that the under-identification of persons with disabilities is a
significant challenge to monitoring inclusive planning and the implementation of
access, protection, and assistance to persons with disabilities. The organization aims
to strengthen the collection and use of reliable data disaggregated on disability, as
well as to build capacity and develop learning and guidance kits (UNHCR, 2019a).

From July 2021, the UNHCR started to use the Washington Group Short Set of
Questions for adults and the Child Functioning Module for children in its registration
interviews to monitor the extent to which disabled persons are included in its pro-
tection and service activities.*® The UNHCR also committed to the UN Disability In-
clusion Strategy of 2019 and revised its ‘Age, Gender, and Diversity’ policy in 2018,
with a particular focus on persons with disabilities and the disaggregation of data
(UNHCR, 2018).%! This policy is described as crucial to ensure that UNHCR services
and programming are inclusive and accessible for all forcibly displaced persons (UN-
HCR, 2019a).

The UNHCR estimates that around 12 million persons with disabilities were dis-
placed by the end of 2020 by applying the 15 percent global estimate of disability to
the almost 80 million forcibly displaced persons in 2020 (UNHCR, 2020b). The 2020
Global Report (UNHCR, 2021a:192) and the Age, Gender, and Diversity Report (UN-
HCR, 2021b:20) give global numbers for disabled persons reached through UNHCR
operations, stating that targeted services reached at least 55,672 adults with disabil-
ities and 7,948 children with disabilities. These numbers suggest that through tar-
geted interventions, UNHCR reached only 0.5 percent of the 12 million displaced per-
sons with disabilities.?* However, how many persons with disabilities that the agency
reaches through mainstreaming programs is unknown.3

Furthermore, 51 operations reported an increased proportion of persons with dis-
abilities included in services targeting particular needs. For example, 3,749 house-
holds with a disabled household member received direct cash-based and material as-
sistance and 1,100 households benefited from improved water and sanitation facili-
ties. Although not accessible in public reports, but available in internal reports
shared with us for Niger in 2020, UNHCR had 302 refugees with disabilities accessing
food distribution and cash assistance, and 11 refugee children with disabilities re-
ceiving targeted assistance in accessing education. For Uganda, 2,808 persons with
disabilities were supported through the establishment of support groups.3 We were
informed that UNHCR intends to improve its reporting and will address this through
additional measures such as mandatory disaggregation by sex, age and disability, use

% Interview with UNHCR headquarter disability expert, November 2021.

%1 Interview with UNHCR headquarter disability expert, November 2021.

52 Own calculation.

3 Numbers and statistics are hard to find. For instance, we reviewed the 2020 ‘Data disaggregation
of SDG indicators by forced displacement’ report, and only found disability mentioned once, in a
footnote on page 10 (UNHCR, 2020a).

% Email correspondence with headquarter disability expert, February 2022.
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of the Washington Group Questions, use of a functionality marker on disability in-
clusion, and a requirement to partners to disaggregate data as well.*

The UNHCR has built partnerships with various DPOs for many years, and benefits
from consultations, capacity building, and other support that help improve disability
inclusion in its work. However, our interviews also suggest that there are contexts
where the DPOs have not been consulted, nor informed about the work of UNHCR. In
2020, the UNHCR and the International Disability Alliance (IDA) agreed formally to
cooperate to enhance the equal protection, inclusion, and participation of forcibly
displaced and stateless persons with disabilities (International Disability Alliance,
n.d.).

In its operations, the UNHCR takes a participatory approach, making sure to in-
clude persons with disabilities in community organizations and decision-making. It
emphasizes equal access to information and takes steps to modify communication
channels to ensure they can reach persons with disabilities. The organization is de-
veloping capacity in the field of identifying persons with disabilities to monitor their
access to protection and assistance (UNHCR, 2019a).

As mentioned above, the UNHCR intends to collect and aggregate data related to
age, gender, and disability systematically in its forthcoming result-based manage-
ment system to aid better monitoring and reporting on the access and inclusion of
persons with disabilities. It has developed an e-learning program and a guide for
working with persons with disabilities (UNHCR, 2019a). Finally, the UNHCR devel-
oped an integration handbook for the resettlement of refugees with disability (UN-
HCR, 2021).

2.7 Expenditure on disability inclusion

We asked—and attempted to answer—whether multilateral organizations have man-
agement and monitoring systems in place to report on their activities and accom-
plishments to improve the inclusion of persons with disabilities. We investigated if
these reports indeed are produced and available to the public. We also examined if it
is possible to determine the size of funds spent on disability inclusion for each of the
three organizations, and how these total expenditures could be, or are, broken down
and reported in detail, e.g., by country, type of activity, type of disability, gender, or
age. In short, if it is possible to follow the money spent on disability inclusion.

In our interviews, we requested expenditure information on disability inclusion;
we examined the web sites of the organizations and reviewed numerous reports, in-
cluding those recommended by our informants. We did not have access to internal
accounts or reports prepared for donors. Except for UNICEF, we found very little in-
formation on expenditure on disability inclusion, and nothing on inclusive educa-
tion. Even the figures published by UNICEF lack very detailed expenditure infor-
mation. According to UNICEF, staff with access to the inSight system and proper
training can produce the output they need in their daily work; for instance, to follow
expenditures and assess progress and accomplishments at the program and country
levels. Further, analysts at headquarters can benefit greatly from inSight, including
by being able to extract expenditure data, such as when preparing various UNICEF
reports for publication or for individual donors

Donors are, or will be, offered login credentials and training on how to extract data
on disability inclusion (as well as expenditures, activities, and results on any other

% Email correspondence with headquarter disability expert, February 2022.
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themes) from inSight. Yet, such information is not readily available to the public do-
main. UNICEF offers some results at the aggregate level: the total global expenditure
on disability inclusion in 2020 was USD 239.3 million (Berman-Bieler & Takona,
2021), which is a slight increase from the two previous years (Table 2). UNICEF’s total
expenditure the same year stood at USD 6,535 million (UNICEF, 2021, p. 6), which
implies that 3.7 percent of its total expenditure was directed toward disability inclu-
sion. As shown in Table 2, this share has been relatively stable in recent years.

Table 2 UNICEF expenditure on disability inclusion.

Global expenditure on

disability inclusion Total expenditure Share of total expenditure
Year in USD millions (1) in USD millions (2) on disability inclusion (3)
2018 233.4 (123 countries) 5,946 3.9%
2019 213.8 (142 countries) 6,259 3.4%
2020 239.3 (144 countries) 6,535 3.7%

(1) Berman-Bieler & Takona (2021).
(2) UNICEF annual reports for 2018 (2019, p. 8), 2019 (2020, p. 10), and 2020 (2021c, p. 6).
(3) Our calculation.

The overall 2019 UNHCR budgets that include elements of disability inclusion and
persons with disabilities are: health, USD 503 million; education, USD 462 million,;
and persons with specific needs, USD 390 million. We found no UNHCR reference to
development funding particularly tagged as disability inclusive (UNHCR, 2022; UN-
HCR, 2019a). Nor did we find any mention of UNHCR expenditure on disability inclu-
sion in available reports. Still, some expenditure information has been made availa-
ble to us.*® For an output indicator on ‘special services for persons of concern with
disabilities’, for example, the UNHCR spent nearly 640,000 USD in Uganda in 2017
and about 483,000 USD in Niger in 2020. These figures only capture what was re-
ported under this dedicated indicator, not other actions that may be mainstreaming.

The systematic inclusion of persons with disabilities in World Bank operations is
essential to achieve the World Bank’s twin goal of ending extreme poverty and pro-
moting shared prosperity. At GDS18, the World Bank committed to ensuring that 75
percent of its funds for social protection programs will be disability inclusive by 2025
(World Bank, 2018b, Commitment 8). Nevertheless, we did not find any documenta-
tion of specific expenditures tagged as disability inclusive.

Except for UNICEF, we did not find any published estimates of total expenditures
on disability inclusion, figures on the number of persons reached by various programs
and initiatives, nor accounts of the number of persons with disabilities who have ben-
efited. This lack of public records on expenditures makes it difficult to follow the
money, and for stakeholders to make well-informed choices on where to most effi-
ciently allocate available funding to best contribute to meeting the rights to inclusion
of persons with disabilities.

% Email correspondence with UNHCR headquarter disability expert, February 2022.
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3 Challenges and dilemmas

Disability-inclusive development requires a collective knowledge and awareness
across institutional and operational levels. Strategies and systems should build on a
synthesis of ‘multiple knowledge’ internalizing the various forms of indignities and
disadvantages experienced by disabled persons in different contexts (Brown, 2010).

Tracking efforts often starts with the strategic plans for how disabled persons are
intended to be included in operations and programs, and the development of systems
for monitoring and following up such efforts. Yet, good strategies and systems tend
to emerge from processes where organizations have incorporated knowledge and ex-
periences from a variety of local contexts where the organizations operate. This ex-
change between institutional levels should continue during the implementation of
the monitoring systems, as headquarters need open communications lines and the
capability to respond and adapt to the experiences of the staff and stakeholders feed-
ing the systems on the ground. When systems are not well rooted in local contexts,
or well understood and ‘owned’ by local staff, there is likely to be poor data input in
the monitoring systems, which are then likely to also yield poor or misguiding results
outputs.

Knowing to what extent systems are understood and experienced as relevant will
help inform data users on the quality of the data. Moreover, knowing what challenges
a system represents to people in the field will suggest how data should be read and
interpreted when organizations report on their strategic commitments and goals.
The remaining question asks if the systems serve to provide reliable data on whether
the money granted for disability inclusion is reaching disabled persons in ways that
are meaningful to them. That is, does the work on strategies and monitoring systems
pay off in the organizations’ actual capacity to document that disabled persons’ lives
change in a positive direction?

In this chapter, we include some perspectives of country-office staff of the three
organizations in Niger and Uganda, as well as views shared by informants in partner
organization in the two countries. We first look at some general experiences, like the
lack of good baseline data, and at the differences in tracking targeted and inclusion
activities. Second, we look at specific experiences with the OECD-DAC marker, the
Washington Group questionnaires, and the UNICEF performance management sys-
tem. Third in the knowledge subsection, we look at one of the most recurrent con-
cerns of our informants—that of training—and we discuss the ethical issues and some
contextual factors that can affect tracking efforts. Among the latter, the topic of
stigma was frequently raised, and we discuss this topic further as an issue of particu-
lar concern in identification, operation, and tracking efforts. Certain functional var-
iations are perceived as more challenging that others, and in honoring Article 8 of
the Charter for Change, we pay special attention to persons with cognitive and neu-
rodevelopmental functional variations. We finally ask what characterizes the gap be-
tween good intentions and accountability.
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3.1 Challenges with monitoring and tracking

In the assessment of how multilateral organizations track the inclusion of persons
with disabilities, we identified challenges on three monitoring levels that can aid or
impede the accountability of disability inclusion. The first is related to a lack of base-
line data for persons with disabilities coupled with the challenges of estimating the
prevalence of disabled persons. Currently, prevalence is often based on estimates,
not actual data. Second, the twin-track approach to include persons with disabilities
distinguishes between targeted and mainstreamed approaches. The approach chosen
has implications for how easy it will be to monitor if and how many persons with
disabilities are reached and benefit from the intervention. Third, we address the ex-
periences of multilateral organizations with monitoring and tracking inclusion.

As discussed in previous chapters, no monitoring systems are currently universally
applied, and all three multilateral organizations in the present study have different
ways of monitoring their programs and activities. This is not necessarily preventing
transparency and accountability to the donors but makes comparison between actors
more challenging. Also, no matter how good a system is on the drawing board, its
success depends on the users, the data fed into it, and the analysts preparing reports
and outputs based on these data. In this chapter, we discuss the monitoring practices
in the three organizations. We asked informants questions like: To what extent do
the organizations know how many persons with disabilities they assist? Do they know
if the funds are successfully spent? Do the organizations know if their projects reach
their disability inclusion targets? And what are the possible barriers to the improved
monitoring and tracking of disability inclusion? In addition, we draw on the literature
to situate our findings in relation to other findings.

A shared understanding of what it means to track inclusion among staff at the im-
plementation level is important for successful accountability and reporting to the
donor communities. Sufficient and relevant communication between headquarters
and local offices is an overall challenge for all organizations. A mutual process of
synchronizing headquarters and local understandings of the use and purposes of the
monitoring tools can improve the relevance of the tools, help implementation com-
pliance with intentions, and inform analysts of any issues and limitations concerning
the data emerging from the systems. Good tools for measuring disability inclusion
will not produce good data if they are poorly suited to capturing information of local
importance regarding disability inclusion, or if the staff on the ground do not know
how to report data according to the expectations of those analyzing the data. Com-
promises between the importance of reporting on factors of local importance and the
need for internationally comparable data are inevitable, but understanding the local
information loss and the biases that result from such compromises will help inform
data analysts in their reporting and interpretation.

Lack of baseline data

Multilateral organizations depend on staff and partners on the ground for collecting
inclusion data according to intentions and plans. Local staff similarly depend on lo-
cally relevant tools and sufficient training to use these tools correctly. This mutually
dependent relationship can produce a good monitoring system, but also one that can
challenge the process. Local informants in the selected organizations shared that
they mostly had insufficient knowledge of how to use the tools and indicators. Even
where good tools were available, the lack of training was an obstacle to the collecting
of good data on disability inclusion.
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Both staff on the ground and at the headquarters level raised the need for more train-
ing and a better understanding of what should be monitored:

To me, the main challenge is understanding what your baseline is. The other
is to have a common understanding about what we are tracking. It is also un-
derstanding that results and impact can be different depending on circum-
stances, and to have the knowledge about what you are looking for.>’

Without baseline data that adequately measures the conditions before the projects
starts, it becomes difficult to measure the changes and impacts of a project.

Most informants at both the national and the headquarter levels of the organiza-
tions noted that the work toward improving the tracking of disability inclusion is a
long-term project. A good process takes time to develop and to become internalized
and requires ongoing qualified support from experts:

So that capacity [of measuring inclusion] sometimes is lacking, and
we have seen that the quality of data is usually increased when we have that
kind of dedicated support across the organization [a data expert sent from the
headquarter to support and qualify data entry locally]. We also have challenges
when it comes to interpretation of the information. Sometimes, if somebody is
not aware of what they are measuring, there can be potential for misinterpre-
tation. This is especially critical since you know data is harvested across the
organization. So, if you have somebody that really doesn’t have their finger on
that pulse, pulling something together, there is the potential for misinterpre-
tation or pulling it in in a way that misrepresents the picture. So [it] is really
about quality assurance and monitoring.>®

Investment in the follow up and training of staff in the field demands an allocation
of funding and taking a long-term perspective. This observation is in line with a re-
cent report by Itcovitz and van Kesteren (2020), which strongly recommended broad-
ening the understanding of inclusive education and strengthening disability data col-
lection and usage. They argue that an increased understanding of effective change
starts by having the right data. In our discussions, we found that local staff were not
only insufficiently trained in how to use the monitoring tools but were also unfamil-
iar with the very strategies for disability inclusion of their own organization. A few
respondents asked us to share such documents with them after we had finished the
interview. That designated staff did not have this information underscores the com-
munication challenges in the organizations and possibly also the time and capacity
constraints that, in the absence of further incentives, do not encourage prioritizing
investing time in learning the disability policy and practices of their own organiza-
tion.

The twin-track approach: Inclusive versus targeted programs

This report presupposes that an increased access to data can increase the accounta-
bility and efficiency of disability inclusion. As the strategic focus increasingly reflects
the shift from a medical to a social and human-rights-based approach to disability,
accountability in programming must also change from simply counting the disabled
recipients of handouts and training. Within the new paradigm of the more main-
streaming of disability inclusion, with its stronger focus on universal designs and the

57 Interview with a disability inclusion expert, November 2021.
% Interview with a disability inclusion expert, December 2021.
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removal of barriers for disabled persons in all sectors, traditional counting and meas-
uring approaches fall short. Mainstreaming approaches require more and different
data to measure if disabled persons experience barriers as lowered, and exclusion
mechanisms as weakened, and if they indeed participate alongside the thousands of
non-disabled participants that may be targeted by mainstream policy and programs.
One respondent noted:

It is easier to track when we have targeted projects, because we know how
many people we set out to address [...]. The complexity arises when you have a
larger project that doesn’t have specific [disabled] beneficiaries identified.
This is a dilemma for development for many years - it is the same for gen-
der. So, we have to be much more explicit in mainstream projects about how
we are going to track disability inclusion.

These challenges will remain, because there has been a shift away from direct service
provision (mainly in the health sector) toward the institutional capacity development
of duty bearers (mainly in the education sector); that is, away from targeting projects
toward inclusive projects. Thus, a combination of mainstreaming and targeted pro-
grams is still the most common strategy for the organizations.

Another ongoing shift is toward the donor funding of large multilateral programs
and global processes, with a reduced share of funds earmarked for the national-level
empowerment of rights holders, local DPO capacity building, and civil society capac-
ity development (Larsson & Nilsson, 2021).

There are good intentions behind the twin-track programming approach, as well
as good intentions and commitment for tracking disability inclusion. The low num-
bers of persons with disabilities reported as targeted and reached will not necessarily
mirror the actual number of people who have benefited from and experienced posi-
tive impacts from mainstream programming.“° However, the low numbers found for
disability-inclusive activities in reports may suggest that the available tracking sys-
tems are yet not capable of capturing and communicating such impacts. As of today,
the tracking of disability inclusion still faces too many challenges to be labeled suc-
cessful and transparent to the donor communities. One informant stressed the need
to develop additional forms of feedback mechanisms, such as data collected by qual-
itative methods and through dialogue, to better inform the donor community of the
impact of their funding.* Mainstreaming such alternative methods for tracking im-
pacts could be the next big challenge on the accountability agenda.

3.2 Experiences with monitoring and tracking

The challenges of quantifying the number of people reached and the changes ob-
tained by interventions have implications for how donor investments are accounted
for. In the next paragraphs, we therefore discuss some obstacles to successful moni-
toring as experienced by the informants.

Experiences of using the OECD-DAC marker

Norway started using the OECD-DAC marker for disability inclusion for its develop-
ment aid from 2018, despite it not being mandatory for non-EU members. In this

% Interview with a disability inclusion expert, November 2021.
40 Interview with a disability inclusion expert, December 2021.
4! Interview with a disability inclusion expert, December 2021.
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section, we draw on information from a recent evaluation of Norway’s effort to pro-
mote disability inclusion through aid funding in the decade from 2010 to 2019. The
experience helps exemplify how challenging the feedback mechanisms can be for
monitoring the inclusion of persons with disabilities.

Larsson and Nilsson (2021) calculated disbursements to disability as a share of the
total Norwegian aid. In 2019, the targeted disbursements nearly doubled from around
0.34 percent to 0.63 percent of the aid budget. The disbursements to inclusive initia-
tives, in the sense that disabled persons had been included and benefited from a pro-
ject alongside non-disabled persons, increased between 2013 and 2015 from around
0.7 percent to 2.8 percent of the aid budget, and has since remained at the same level
(Larsson & Nilsson, 2021:25). In other words, for 97 percent of the Norwegian devel-
opment assistance, one cannot document that disabled persons were included.

Walton (2020) used a keyword approach to identify international aid projects in-
tended for disability inclusion from some key donors reporting on the OECD-DAC
disability marker. The study compared the keyword approach to the first report on
the OECD-DAC disability marker in 2020 (reporting from 2018). It showed that the
addition of this marker represents a critical advancement in ensuring better data on
disability inclusion in development, despite its weakness in terms of being voluntar-
ily applied by donors and the lack of independent quality assurance on whether the
project is disability inclusive or not.

The key findings from Walton’s analysis are in line with the Norad evaluation re-
port, which found that aid projects including persons with disabilities made up less
than 2 percent of all international aid between 2014 and 2018. When calculating
funding, disability inclusion totaled USD 3.2 billion between 2014 and 2018, repre-
senting less than 0.5 percent of all international aid, equivalent to USD 1 per person
with disabilities in developing economies (Walton, 2020).

As the OECD-DAC marker only addresses the intentions of disability inclusion in
plans, it must be combined with the reporting toward results frameworks to be able
to say anything about the actual impact and how activities benefited any persons with
disabilities; that is, the intentions in the plans must be supplemented with infor-
mation on the money spent and the results achieved and included in the reporting.
The marker alone does not produce such accountability.

One informant further discussed how the marker could be vulnerable to exploita-
tion. For example, if disability inclusion is a criterion for access to funds, an applicant
could just tick this box, without any real disability inclusion substance in the project.
Such challenges put further demands on a donor’s evaluation of plans and pro-
posals.*2 This weakness might be part of the reason for the multilateral organiza-
tions’ skepticism toward the marker as a good and comprehensive tool for tracking
disability inclusion. There is thus a need to ask what it takes to obtain disability in-
clusion. Adding ramps to school buildings will not change access for other disabled
children than wheelchair users, and even this group may not be able to access the
schools unless the toilet facilities are also improved. So, counting ramps alone may
not imply actual inclusion.

Experiences with the Washington Group questions

The Washington Group questions, presented in Chapter 2, identify persons with dis-
abilities in censuses and national household surveys and can be used to assess the
prevalence of persons with disabilities for more limited populations as well. The

42 Interview with a disability expert, December 2021.
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World Bank supported the development of the Washington Group questions and is
now aiming to mainstream them into all censuses and household surveys it funds. An
informant said that the biggest challenge to tracking inclusion is to have a common
understanding of the numbers of persons with disabilities and then to identify to
what extent this group is included in activities, society, and all aspects of life. When
used in standard national surveys, the Washington Group questions can facilitate the
first, but not the latter. The Washington Group questions can measure the prevalence
of disability in a population, but generally, the questions cannot measure inclusion.

There are other challenges with the Washington Group questions. Because the
prevalence of persons with disabilities is relatively low, large survey samples are
needed produce reliable data on the prevalence of disabilities in a particular age co-
hort, like in school-aged children. Second, if there is a need to find information about
one particular functional variation, like in school-aged children with a visual impair-
ment, the sample needs to be even bigger because each group is relatively small.
Third, in household surveys, the enumerator would usually only gather information
from one person in the household, often the household head. This person will not
always provide accurate information on how well one among the potentially many
household children see or walk without problems, or how well they can remember.
Finally, some of the questions may be sensitive in local contexts and may lead re-
spondents to evaluate and report inaccurate on the levels of functioning.

The Key Informant Method, developed by the International Center for Evidence in
Disability under the London School of Hygiene and Tropical Medicine, aims to reduce
some of the challenges listed here by using the Washington Group short set of ques-
tions and the Child Functioning Module in a two-step operation, where local key in-
formants from all survey clusters are first trained to recognize and list children with
disabilities before the entry of survey teams. The enumerators then use the Child
Functioning Module for screening the children listed (Banks et al., 2021). The Key
Informant Method is particularly suitable for identifying larger numbers of disabled
persons within a limited geographical area, like a refugee camp. When used in a target
area, the Washington Group short set of questions and the Child Functioning Module
can be used to address prevalence, but also to help assess to what extent disabled
persons are benefiting from the programs they are eligible for, either because they
are in the specific target group for an activity, or because the activity is meant to be
inclusive.

Disability-inclusive development aims to identify exclusion mechanisms and lift
the barriers to inclusion for disabled persons. The more recent Washington Group
module on inclusive education was designed to help in this process.

UNICEF has worked relentlessly in favor of the use of the Washington Group short
set of questions and the Child Functioning Module in the countries where they work
and, consequently, the number of countries using the Child Functioning Module is
slowly increasing. Nineteen (out of 190) UNICEF-supported countries used the Wash-
ington Group Questions on Child Functioning in 2019 (FCDO/IDA, 2021).3 The im-
proved data on disability in children have made it possible for UNICEF to report in
greater detail on the prevalence of various aspects of disability in children, and how
disability is associated with other variables, such as nutrition, education, and poverty
(UNICEEF, 2021a).

UNHCR have used a module on disability in its registering system since early 2000,
as part of its codes to identify vulnerable persons eligible for additional support.

43 Surveys are available at https://mics.unicef.org/surveys.
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There are 71 codes, of which 11 are more frequently used, with ‘disability’ as one of
them. Yet, these codes produce very low estimates on persons with disabilities among
refugees. The codes used several impairment categories followed by a short descrip-
tion. An internal review revealed that registration officers relied on their perceptions
to identify persons with disabilities and registered only what they could see. UNHCR
then approached the Washington Group to discuss how its questions could be used
in humanitarian action. From July 2021, UNHCR has replaced its earlier method to
identify persons with disabilities and started to use the Washington Group questions
in the registration interviews to map persons with disabilities among the refugees. It
is now using both the Short Set of Questions and the Child Functioning Module in
this process.*

Experiences with inSight

Disability inclusion is part of UNICEF’s Strategic Plan, which includes several indica-
tors with a disability tag. By introducing the Child Functioning Module in household
surveys in cooperation countries, UNICEF has estimated that the number of children
with disabilities stands at around 240 million (UNICEF, 2021; UNICEF 2021a). For
2020, UNICEF reports that it had reached 2.2 million children with disabilities
through various programs and activities, i.e., less than one percent of all children
with disabilities. This finding is in accordance with the findings of Walton (2020) and
Larsen & Nilsson, (2021) discussed above. Thus, according to the tracking systems
currently available, few children with disabilities are documented to be included in
development and humanitarian projects.

Although a common or comparative tracking system across all multilateral organ-
izations could be a gold standard for the documentation of findings, this faces several
challenges because of the different roles of the multilateral organizations and the
very different contexts in which they operate. Each organization has a different task,
mandate, and program implementation. People across the organizations operation-
alize disability inclusion differently, influenced by their respective field of operation.
For instance, a road, a school, and legal reform require different considerations on
how to best involve disabled persons affected by the intervention. This might not be
feasible, cost effective, or even meaningful to demand, as inclusion in education and
in a road-construction program can mean very different things. This could be a
worthwhile subject for further analysis in future research.

At the more technical level, UNICEF experts experienced that one of the challenges
of operating the system was due to local staff having insufficient competence of the
strategic project plans and planned activities. This can make it difficult for them to
enter appropriate codes into the system. One of the informants in a country office
asked:

Is it sufficient to say we had a conversation with disabled people and then we
can tick the box, or are we ensuring that it remains a systemic part of the work
we are doing? It is easier to track when we have targeted projects, because we
know how many people we set out to address [...] The complexity arises when
you have a larger project that doesn’t have specific beneficiaries identified.*’

Informants indicated that to complete their duty toward the documentation, they of-
ten just enter something because the system requires it. UNICEF is aware of these

4 Interviews with disability inclusion experts. November and December 2021.
4 Interview with a disability inclusion expert, November 2021.
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challenges in the field, and aims to mitigate this in three ways: First, to put more
emphasis on training in the use of the monitoring system in its next strategic plan
(2022-2025); second, to assign focal points to assist staff in using the monitoring
system correctly; third, to develop ‘artificial intelligence’ that can recommend the
right choices to be entered into the system, based on project information and re-
sults.*

3.3 Knowledge on monitoring and tracking

The adequacy of the tools and the knowledge about how to use the tools are interre-
lated. Good tools alone are not sufficient if staff do not enter the intended infor-
mation into the monitoring systems. In this section, we continue to describe some of
the practical challenges experienced by the informants. Many of the informants de-
scribed working under challenging conditions with heavy workloads that can easily
deflect attention away from the monitoring and reporting tasks. One of the inform-
ants expressed despair over the vast number of challenges confronting those who in-
teract with disabled persons in poor contexts and said:

[W]hen we are doing this monitoring, there is a big challenge. The first is, there
is not a lot of capacity in the schools, it is a lot of need to improve the learning
environment of these schools. It is old schools, not too much equipment [...]
the main challenge is the lack of resources to improve the school and the learn-
ing environment for this specific group. Those who are blind need a specific
material for learning. Sometimes it is a lack of this. And some children want to
learn more, but there is a lack of resources for this.*’

Being confronted with such dire situations, local staff often feel compelled to priori-
tize helping the target group to meet their basic needs instead of spending time on
the monitoring of inclusion. A headquarters informant declined to guide the re-
searchers toward country level staff, arguing that they were already overwhelmed by
requests from external interests, and at least until they finished the end-of-year re-
porting, this informant felt they could not put further workload on local staff. More
knowledge is clearly needed. Nevertheless, meeting increased demands for documen-
tation requires a system that is simple and accessible enough to not prevent staff
from attending to other important duties.

Need for training

One of the main conclusions in the 2021 progress report on the UN Disability Strategy
is that there is an unmet need for more knowledge about disability inclusion (United
Nations, 2020b). This knowledge gap was a recurrent theme in our interviews with
informants at both headquarters and at the local offices. One of the local informants
said:

Right, so I think we need better understanding of what disability is and what is
meant by inclusion [... then] I think that the focus is getting more evident and
strengthened. And when you get more insights, the sector also becomes more
obliged to do things in a certain way. When we have roundtable discussions,
we see how different the perspectives are on what disability and inclusion

4 Interview with UNICEF headquarter staff, December 2021.
4T Interview with local field staff, December 2021.
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is. You realize there is a knowledge gap. And when you can see that at sector
level, what can you expect down there? And at school level, the system is giv-
ing teachers a very basic knowledge on inclusion. So, they will not know how
to handle, or even to identify if a child has a challenge, sometimes not even
the parents themselves [know].*?

The lack of understanding of what inclusion entails, as described in this quote, will
inevitably impact on how the inclusion of disabled persons in programs and projects
is measured and reported on. It has further consequences for the quality of data col-
lected and can lead to a high risk of a misinterpretation of the data taken out of the
monitoring systems by analysts. UNICEF experts were concerned that such chal-
lenges were weakening their monitoring system. They suggest this should be miti-
gated through more training and guidance, as well as by dispatching support staff to
improve the data quality.*

Despite systemic weaknesses, staff expressed that they try their best to work for
disability inclusion, within the knowledge and time constraints present. Beyond what
is captured by the monitoring systems, substantial disability-inclusive efforts appear
to be carried out on the ground by UNICEF, UNHCR, and World Bank staff as well as
by social workers, teachers, engineers, and other professionals affiliated with their
partner organizations and institutions. When efforts happen outside and beyond eas-
ily accessible reporting frameworks, underreporting results. Many of these initiatives
are interacting with local knowledge, in exchanges and consultations, in ways that
help facilitate more practical operations to become implementable, in line with their
intentions of including persons with disabilities. The findings of how local staff also
engage in difficult situations by spending their own money on imminent needs is of-
ten under-communicated. This type of local involvement in the gray zone between
work and private commitment is done at the discretion of local staff; and the direct
or indirect effects of this involvement might be influenced by their values,
knowledge, and spontaneous interpretation of the situation at hand. For example,
staff with insufficient knowledge on disability inclusion may inadvertently promote
the participation of persons with certain functional variations over others. When
knowledge is constrained and the space for discretionary power is large, groups per-
ceived as more easily ‘includable’, e.g., through the construction of a ramp, may be
promoted over what could be perceived as more ‘challenging’ groups, often persons
with cognitive and neurodevelopmental disabilities. The success stories, as well as
failures, resulting from such processes are difficult to account for, and may not reach
the central organization and donors, nor appear in reports.

Our local informants also addressed the challenge of having to relate to different
tracking systems, including systems within the implementing organizations and oth-
ers between the implementing organizations and the governments they work with.
Not all governments address disability inclusion in their systems, further complicat-
ing reporting on efforts in this area. The number of actors engaging with disability
inclusion in a country can be high, and each government must meet the challenge of
relating to a complex mix of actors engaging in different areas of disability inclusion,
and with groups with different functional variations, thus requiring a variety of indi-
cators. If a government and the implementing organizations do not share the same
understanding of disability and disability inclusion, or do not share priorities within
the field, implementation and monitoring become equally difficult.

48 Interview with local field staff, December 2021.
4 Interview with a disability inclusion expert, December 2021.
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In competence building efforts, staff expressed a lack of understanding for how dire
the situations are across many countries. The field staff interviewed mentioned lim-
ited access to digital technology, a lack of technical knowledge, and a lack of shared
understandings and definitions. Different staff highlighted widely different concerns,
perhaps reflecting their different professional backgrounds and different practical
needs. One addressed the understanding of the disability concept from a more legal
perspective, understood in terms of a person’s eligibility status to public welfare ser-
vices and support programs, and said:

The Washington questions are identifying persons that are at risk of facing re-
strictions in [/exclusion from] participation, and therefor may have a disability.
It is not a disability assessment, which is usually legally defined at the national
level. It is no globally agreed method on disability assessment. They are con-
ducted nationally and there are different processes in every country.*

This quote brings up an important issue: the legal aspect of disability. Such legal
classifications are often more closely related to the classical medical definition of
impairment and while instrumentally useful, they belong to a different paradigm
than the value-based definitions referred to in most charters and conventions.

The impression from our interviews was that local field staff are eager to learn
more about disability and inclusion. Some said they had agreed to the interview pri-
marily to get an opportunity to learn, rather than to share their experience (never-
theless, they communicated many interesting observations to us). At the end of the
interview, some asked us to share key documents on disability inclusion, including
material from their own organization. We interpret this as an expression of interest
for, and commitment to, improving their work on disability inclusion, the need for
capacity building to achieve that, and the interest in improving the tracking of re-
sults.

Given time and other capacity constraints, organizational incentives may be
needed to motivate field staff to spend the time needed on developing better skills in
disability inclusion tracking. However, busy fieldworkers may perceive such tasks as
yet an additional task on top of all the other obligations their job-description entails.
One of the informants explained this as a need to ‘revoke the capacity of our own
staff and the district staff of our partners to understand inclusion’.>?

Ethical dilemmas and contextual factors

Working on disability and inclusion can involve several ethical dilemmas, and such
dilemmas are for practical reasons more often experienced when confronted with
real-life situations in the field. We refer to the two unresolved dilemmas in the in-
clusive education debate as: first, where to draw the line for who cannot be included
in a project, and second, how to prioritize between participants within the ever-pre-
sent financial constraints. Both these dilemmas were exemplified in a story from one
of the field officers we interviewed:

Some years back [...] there was a little child that had cerebral palsy. And as I
was going to [the] village, I was already talking with his grandmother. He was
living with [his] grandmother. Then I slowly understood that this child was
supposed to die. He was taken away from his mother and given to his
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grandmother, and he was supposed to die, and he was refusing to die. So I was
supporting him personally. You know I was bringing some food when I was
coming to [the] village. The father who was working in [a neighboring country]
called me one day and said thank you, Sir, for what you have been doing. I have
heard about it, but I need to explain to you we cannot support this child be-
cause he is taking away all the resources from a whole family. I am the only
one gaining some resources; I cannot put all those resources only on him, and
leave his brothers and sisters, and also my parents. All these things you have
to understand in the context surrounding those children.>?

Ethical dilemmas lead to practical priorities and solutions that reflect the available
resources, and these can often conflict with the normative framework provided by
the CRPD, the organizational strategy plans, and the value statements from the do-
nor communities. When the tough choices are left to the discretionary power of local
staff, it can create conflicts with the expectations expressed in monitoring tools. If
real-life priority requirements remain unresolved, the ethical dilemmas are passed
on to the local staff and practitioners. The question remains how to be open to and
invite the honest reporting of the choices being made, and the rationale these choices
were rooted in. A monitoring and tracking system should not avoid documenting how
norms are negotiated against social and financial constraints in real-life situations.
It should, on the contrary, aim to document and learn from them.

Challenges vary across contexts. Whereas the country staff interviews in this study
were all conducted with staff working in Africa, a study from the Philippines found
attitudes toward inclusive education to be generally positive (Gallo-Toong et al.,
2020), while studies from Nigeria have found different attitudes toward inclusive
classrooms between urban and rural areas (Tomori, 2020; Fakolade et al., 2017). The
local variations often underscore how both programming and monitoring must be
informed also from the local contexts they take place within. Detailed local
knowledge is key to developing efficient monitoring programs, and the most ade-
quate local knowledge about disability is usually found within the organizations of
disabled persons in each locality.

3.4 Stigma of physical, cognitive, and neurodevelopmental
disability

Stigma related to disability was a recurrent theme in many of our interviews, partic-
ularly at the local level in both Niger and Uganda. Stigma influences identification
for accountability purposes in several ways. It represents a social and physical mark,
has a cause and a purpose, and is socially reproduced through processes of exclusion.
Stigma is at times deliberately produced and assigned. It represents a political tool
for elites in different societies to socially legitimize the discrimination, ill-treatment,
and abandonment of responsibility for certain groups of individuals (Tyler, 2021). In
modern welfare states, the increasing casting of persons on disability benefits as
‘welfare cheats’; has marked a transition from traditional rights-based welfare poli-
cies into liberalist attempts to cut down on social expenditures. The disability stigma
relates to dependency, with visual bodily impairment marking the individual as a bur-
den. In countries with few public welfare arrangements, disabled persons remain the
responsibility of their families, where social stigma helps legitimize practices such as
the ethical dilemma with the boy who was left to die with his grandmother in the
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previous section. The notion of disability as a burden is not uncommonly rationalized
within spiritual paradigms, such as a divine punishment, a test of faith, or as a type
of hardship that may produce virtues, such as humbleness and modesty. The way dis-
ability is perceived in a community, or by implementing actors, can have importance
for the identification, monitoring, and tracking disability inclusion.

The role of stigma in tracking inclusion

For accountability, and especially identification purposes, stigma and processes of
stigmatization can be both helpful and a challenge. Visible disability can be easily
detectable, such as difficulties walking or seeing. Efforts to conceal less visible disa-
bilities can be harder to track as they can go unnoticed in certain public contexts, be
misunderstood for bad behavior, or may be hidden away to avoid bullying and aggres-
sion. The challenges with identification can have implications for the tracking even
of persons who are included in interventions, as some may go under the radar and
remain unaccounted for in reporting systems. Among the latter we typically find
some neurodevelopmental disabilities, and some children with hearing impairments.
Local variations in the expressions and consequences of being stigmatized affect how
many and which functional groups are at risk of becoming unaccounted for.

Stigma literally means a mark on a body and is socially interpreted as a sign of
inferiority. Disability and stigma remain an under-researched topic in many devel-
opment settings, but both existing stigma and the changes in stigma that result from
social incentives are relevant to identification issues and tracking efforts. While
stigma in places where people fluctuate in and out of critical poverty can even see a
person left to die under constraint, there are also many examples of social incentives
that counteract such practices. In some religions, the disabled may be the prioritized
recipients of charity obligations, while in other places, beggars with disabilities may
simply be chosen over beggars with no apparent reason to not work. In welfare sates
with disability grants, the non-disabled may falsely claim to be disabled to access the
grant. For identification and inclusion purposes, both underreporting and overre-
porting may occur from these types of processes. A literature review by Rohwerder
(2018) suggests that the evidence base of stigma interventions is weak, and that de-
spite several reported interventions and programs implemented to reduce stigma
there is still limited evidence of the actual functionality of these programs.

Aiming to avoid stigma, while simultaneously dodging issues related to variations
of local disability definitions, the Washington Group questions address functioning
rather than disability. Years of research and experience led to the formulation of
questions that are easy to answer and serve to identify the likelihood of a disability
without using the word ‘disabled’. Despite such good intentions though, it can be
difficult to avoid the endemic challenge of stigma in the field. One of our informants
commented: ‘[we] are not trying to fool anybody here, so you can ask Washington
Group questions, and somebody could say to the enumerator: are you asking if I am
disabled?’

A double challenge relates to the identification and inclusion of persons with cog-
nitive and neurodevelopmental disabilities. First, their functional variation may be
more difficult to recognize and correctly identify; and second, most disability initia-
tives target persons with known effective interventions, e.g., ramps are constructed
so that wheelchair users can enter, and teachers are educated in sign or braille. Very
few well-documented, easily acquired, low-cost programs currently exist for the
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successful inclusion of persons with cognitive and neurodevelopmental disabilities.
Therefore, programmers tend not to look for them. Adding to this is that they are
rarely themselves organized, and they are often underrepresented in the national
DPOs, leaving them with few advocates to push the agenda for their equal inclusion
rights. Training among teachers in developing countries on how to recognize and in-
clude children with these types of disabilities is generally lacking. Even when
properly trained to identify and include children with various disabilities, this group
may still be hidden and kept away from school due to the attitudes among parents:

Disability is being seen as a punishment. It is something that is shameful. So,
for parents, if your child is born — either it is blind, he cannot move around, or
[has] cerebral palsy, for example. This is perceived as a kind of punishment.
You must have done wrong in the past for God to punish you and give
you such a child. So, work with their parents, that [is] our first support systems
for their children, the shame that is attached to it. It also comes with an added
challenge for the parents because those children with specific needs, need
more resources in order to properly support them. And sometimes those re-
sources are lacking. So, you have shame.**

Frameworks for universal access to schools tend to be limited to more visible accom-
modations for visible impairments, such as constructing ramps for wheelchairs and
distributing braille books to children with visual impairments. Such interventions are
also easy to track by counting. Whereas a program may tick the box for disability in-
clusion if the schools constructed are equipped with ramps, the real indication of in-
clusivity would be to see if children with wheelchairs attend the school and learn
there: A ramp alone is a poor indication of inclusion if the road to school is muddy
and thus inaccessible throughout the rainy months. Including children with cognitive
and neurodevelopmental functional variations in a classroom may require accommo-
dation for different learning styles, and success may depend on individual adaptation
through a process of trial and failure. In countries with a child/teacher ratio ap-
proaching 50:1, this is clearly challenging when the organizations are not yet able to
offer well-defined models that can be thought through, staffed, and funded. When
not identified, children with cognitive and neurodevelopmental disabilities will most
likely drop out of school or face expulsion due to what may appear to be behavioral
issues. Alternatively, stigma may see such children labeled with cruel terms such as
‘idiot’, ‘dummy’, ‘fool’, ‘crazy’, ‘savage’, further limiting their inclusion. Failing to
identify and promote the rights of such stigmatized groups can easily become an ex-
cuse for the non-inclusion of a group with functional variations that we do not know
how to accommodate in interventions in the first place. Informants frequently sup-
ported this notion that disability inclusion is more challenging for children with so-
called invisible disabilities.

Stigma, disability, and the brutality of poverty

The challenges of tracking the inclusion of persons with cognitive and neurodevel-
opmental disabilities are complex. While some will be hidden away by their families
due to shame or to protect them from bullying and aggression from the outside com-
munity, others may be primarily perceived as dumb, weird, or purposefully behaving
badly. The practice of blaming the disabled person for not behaving like others may
be seen alone or together with narratives of shame and divine punishment, which are
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endemic in many development contexts. The stories influence not only the families
involved but also the attitudes that are communicated in the disabled persons’ local
communities. Negative cultural and religious beliefs about the causes of disability
can be associated with issues such as an ancestral curse, the actions of the parents
(the mother in particular, especially during pregnancy), the actions of the disabled
person, and supranational demons and spirits, as well as witchcraft and God’s pun-
ishment (Rohwerder, 2018).

This narrative of shame and burden might be mitigated if the economic burden
attached to having a disabled family member was decreased. In a discussion about
the role of stigma in a context where disability was one factor, and which could lead
to increased access to financial aid, one of the local staff responded:

If you come into a community and you say we are thinking about supporting
households who have a child with specific needs. Then yes, these people [with
disabilities] are going to double [...] So sometimes it becomes very compli-
cated. Yes, the stigma is there, but not so much that even if you provide aid,
people will be hiding their children? No. It comes to a level whereby in order
to get honest answers, sometimes it is even better to not say we are coming to
support to help, because then you are going to have very surprising figures
coming up.*®

The processes of stigmatization may be explained as the products of traditional su-
perstitious beliefs, but often also seem to have a practical rationale driven by availa-
ble opportunities and limitations. Stigmatizing, othering, and expelling a non-pro-
ductive family member in a context of critical constraint is a rational choice left to
many facing the brutal realities of endemic poverty. When the food is scarce, the pro-
ductive family members eat first, because if they die, everybody dies. Yet, if new re-
sources are made available due to the presence of a disabled family member, this
might change the coping strategies of a household and alter the processes of exclu-
sion and give less value to stigmatization. Not only individuals, but entire families
risk being stigmatized and excluded. A representative of a DPO told us:

An association decided to give a family of disabled people an amount of soap.
The intention was that they could sell the soap and make an income. But the
people in the village came to the house and they all asked to be given some
soap, so now all the soap was gone. But that was not a bad thing. Because now
people in the village owe something to this family. And they know, now, that
this can happen again, that people give things to this family because they are
disabled. So, they will no longer exclude and disassociate from this family.>¢

This suggests that economic incentives can be efficient in the fight against stigma
and exclusion, whereas the more traditional awareness campaigns, those that try
fighting the so-called harmful traditional beliefs, may just not have taken seriously
that behind many such beliefs lie good reasons.

The practice of hiding disabled family members influences the monitoring and
tracking of inclusion simply because a person cannot be included if they are not
acknowledged in the first place. This was exemplified by one of the informants:

There are more stigmas attached to children with learning disabilities than
children with physical disabilities. Just to give you an idea. We were conducting
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a barriers study [...]. When we went to villages and asked the parents about
children in the households. We found out that a good chunk of the parents was
actually not listing children with learning disabilities or mental disability
among their children. So, when we ask them, do you have such a child? They
will say no. Then you remind them, because sometimes you see a child sitting
alone under a tree, and we ask about him. They say, oh yes, you are right, he is
there.’

Thus, this is calling for interventions that can provide tools to probe for the inclusion
of elusive populations. There are some existing techniques in survey methodologies
that can enquire about gaps between listed pregnancies and the children accounted
for by the parents that may be transferable to this type of context. If households
would be tracked by the number of children born, this might provide access to disa-
bled children who would otherwise be left out. Though, situations like the fieldworker
cited above presented might appear when social workers use more qualitative ap-
proaches in a village setting, particularly for sensitive topics attached with stigma.

Good intentions versus the accountability of inclusion

Several stakeholders addressed the lack of knowledge about different learning styles
among teachers as a prevalent challenge, multiplying the difficulties among persons
with cognitive and neurodevelopmental disabilities. Coupled with cultural beliefs
and the lack of knowledge, these issues make cognitively and neurodevelopmentally
disabled persons the most vulnerable among the vulnerable. One of the informants
on the ground elaborated on this challenge by explaining how:

... it has been one of the most challenging components of our activities with in-
clusive education. That is the lack of teachers that can properly support chil-
dren with learning disabilities. If you put them into inclusive classes, which is
a good thing for them [and] for integration and awareness among other chil-
dren. The problem is teachers perceive[ing] those children as slowing down
the whole class. And we have been having much more challenges talking with
the teachers. You might find teachers that are willing to work with chil-
dren with locomotion disabilities, will be very much reluctant to work with
students with learning disabilities. That is because they need extra attention
and extra care. And those teachers are already stressed. They are not having,
as you can imagine, easy conditions. So, it’s complicated. There is a special
stigma that is attached to them [...] and if it’s a girl, it’s another story. And we
don't have this kind of policies of strategy and distinction for learning disabil-
ity.%®

Inclusion is difficult in this context and so is the ability to monitor and track.

The lack of tracking of inclusion does not mean that there is no inclusion. The
informants demonstrated good intentions to implement and mainstream long-term
approaches to challenge and influence the social norms they identify as obstacles to
inclusion. Werner and Scior (2016) provided an overview of interventions aimed at
reducing stigma among persons with intellectual disability and reflected on how the
interventions focused mainly on raising awareness rather than actively changing be-
havior. The same authors wrote that the evidence they found on the existing
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interventions was rather thin, and that there is a demand for both further research
and interventions. Our informants suggested a more practical approach could be to
focus on economic incentives to empower families with a disabled household mem-
ber, and in that way, they could indirectly reduce stigma.

Our informants in Niger and Uganda confirmed an awareness of the challenges, as
well as offered some ideas of how to tackle stigma in their interventions:

There is a lot of misunderstanding, because the parents have never been to
school, they may live far from [civilization], they do not know anything about
the basics. Sometimes they do not know to read and write. So, the first chal-
lenge is to convince them that children with disability can also do things that
normal children can do. To do this sensibilization is not one-day work, this is
permanent work we have to do. It takes time to change their attitude. There is
also a cultural constraint. Some people may say he has a disability because of
this or that, they use to have this kind of causes to disability, and we say no, it
has natural causes. You should not be victimized because they are like
this. So, we convince some, because it is no need to stigmatize these chil-
dren.”®®

The leader of a DPO, himself living with a visual impairment, illustrated the power of
example in his country, where he had traveled from place to place and given
speeches, and now has a special slot on national TV. He is convinced that for disabled
persons and their families in the districts to see educated, eloquent disabled persons
like him, taking, being listened to, opened their eyes, especially to the potential in
their own disabled children. Demonstrating the possibilities and sharing knowledge
about the ability and potential of persons with disabilities are important, and, ac-
companied by the enforcement of anti-discrimination legislation, can help set new
normative standards. Yet there is little evidence that moralist-style anti-stigma ‘sen-
sitization’ campaigns will work unless the causes of stigma are also addressed and
supported by economic incentives and law enforcement.

Changing the attitudes toward and the roles of disabled persons is still a process
that has just begun, but may be moving in a positive direction. One informant said:

It is a very long process because we are talking about behavior change. We are
talking about adaptation. We are talking about inclusion, so it is very diffi-
cult. But thanks to flexible donors [...] we can start and try new things and even
have the opportunity, I would call it opportunity to fail - and say that we
tried this, and it didn't work out.®

People at the top as well as at the ground level reported an appreciation of the ability
to do long-term work with their disability populations. They described interventions
that were not straightforward, and some programs that would probably even fail in
their attempts at new and innovative ways to include children with disabilities in a
setting challenged by cultural stigma, lack of priority from the government, and low
budgets dedicated to reducing stigma. Still, their dedication was strong.
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4 Conclusion

Efforts to track disability inclusion have progressed since the first Global Disability
Summit in London in 2018 (GDS18). New polices and frameworks have been followed
up by the continued development of management and monitoring systems, which
also allows tracking efforts to improve the rights, opportunities, and conditions of
persons with disabilities. Key actors working with and for persons with disabilities
have responded to calls for such changes. There is now a need to ensure that these
systems are refined and exploited in ways that maximize transparency on how funds
intended to benefit disabled persons are spent. There is a need for enhanced training
and capacity strengthening for the correct and systematic entry of data into systems,
for extracting data from such systems, and for understanding and analyzing that data,
which must be prioritized to benefit from the investments made in tracking systems.
For that, staff time must be clearly allocated toward such efforts across the organiza-
tions.

Staff from the three multilateral organizations who helped inform this study ex-
pressed a strong commitment to disability inclusion. They also shared a common mo-
tivation for improving the performance of their management and monitoring sys-
tems, and for better documenting how funding for disability inclusion is used. How-
ever, several challenges remain. The tracking of efforts so far suggests that only a
marginal share of development funds is today tagged or in other ways registered as
disability inclusive. Our investigation indicated that only limited information exists
on whether funding intended for disabled persons and inclusive programming is
spent in line with intentions. In that way, there appears to be a gap between the good
intentions expressed by the organizations’ headquarters and the reality on the
ground.

A remaining challenge for all organizations is to document what funding has led
to increased participation, and for how many, who, and with what benefits for those
included in the programs. What can be extorted from existing systems today is not
sufficiently informative to help stakeholders to make well-informed choices on
where to most efficiently allocate the available funding to meet the rights to inclu-
sion of persons with disabilities. Systems and practice need strengthening for all the
good intentions to translate into results.

One finding is that local offices are overwhelmed with their workload, including
what appears to be a steadily increasing amount of administrative and reporting re-
sponsibilities. One consequence can be inaccurate documentation on the ground,
which can influence the quality of the aggregated data for disability inclusion.

This report also suggests that staff are insufficiently trained on how to identify and
document disability inclusion. In addition, local knowledge appears to have been un-
derexplored in the development and implementation of programs for and monitoring
of disability inclusion. The perhaps starkest expression of this was that amidst all the
good intentions of inclusion, the feedback from a national DPO, which reported
rarely being consulted by the multilateral organizations. When asked if the organi-
zation had been given an opportunity to use its right to influence decision-making
processes concerning issues relating to persons with disabilities (CRPD Article 4), the
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DPO leader told us that they had only once been invited to meet with UNICEF. On
that occasion, they were informed about the organization’s activities and plans, and
the representative added: ‘For the last two organizations, we are not informed at all
of their activities in [our country]. So, you can imagine that, for your other questions,
we really don't have an answer.’®!

Local staff of multilateral organizations may find themselves trapped between
headquarter guidelines and local communities, given little time and room to involve
local DPOs and explore local variabilities in the conditions targeted and monitored.
It can be a takeaway from this report that while disability inclusion is the primary
goal, practicing the same in planning, implementing, monitoring programs and pro-
jects often appears to struggle with this ambition. By signing the Charter for Change
at the Global Disability Summit in 2018, all the multinational organizations inter-
viewed in this report committed to: ‘Promote the leadership and diverse representa-
tion of all persons with disabilities to be front and center of change; as leaders, part-
ners and advocates.” This includes the active involvement and close consultation of
persons with disabilities of all ages. Walking that talk takes further commitment.

Our interviews highlighted some basic weaknesses even in the understanding of
disability and what disability inclusion entails among the organizations’ staff on the
ground. Also, national statistics lack good baseline data on the aspects of life that are
important to disabled persons, like education, employment, income, and exposure to
violence. Often prevalence numbers are missing altogether. Adequate tools remain
scarce to track the development in efforts to fight persistent exclusion mechanisms,
those that keep disabled persons deprived and marginalized, through policy and ac-
tion.

Good accountability mechanisms help development actors keep their eyes on the
ball in their everyday activities and encounters. To further improve on developing
meaningful tracking of funding and commitments intended to promote the inclusion
of persons with disabilities, clearly the involvement of the organizations of disabled
persons must be—to use a much-repeated concept in this report—mainstreamed at an
entirely different level than they are today.

Succeeding on the disability agenda will depend on the organizations’ ability and
willingness to regain the momentum after the COVID-19 pandemic, which for the
past two years has attracted staff and time away from other program areas.

We were pleased to learn that UNICEF has both the training of staff and the estab-
lishment of local focal points as key action points in its new strategic plan and are
hopeful these steps will improve the use and hence output quality of their manage-
ment and monitoring system, inSight. UNICEF has developed a comprehensive ap-
proach to monitoring and tracking disability inclusion. It might not be necessary for
all organizations to develop similar tracking tools, but other multilateral organiza-
tions should take inspiration from this effort. The important thing is to develop tools
that can help guide and improve performance on the types of disability inclusion that
matter to disabled persons, and the ability to demonstrate their efforts and achieve-
ments to donors through reliable data.
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Recommendations

Disability inclusion is a normative standard and indicates the direction for all fu-
ture action from the multilateral organizations included in the present study. The
organizations need to document that they are moving in that direction.

What is not counted and measured is less likely to be done. The multilateral or-
ganizations should be held accountable for their concrete commitments made to
the disability agenda. The tools to monitor and track such efforts should be tai-
lored to reveal successes as well as failures.

Successes, shortcomings, and failures to meet commitments should be regularly
reported on in a way that places monitoring of the type of outcomes that matter to
disabled persons center stage.

The non-involvement, rare, or random involvement of DPOs in the planning and
monitoring of investments in the disability agenda is in breach of the commit-
ments made by the multilateral organizations, and must end. DPOs must, in ways
that are meaningful to them, be invited to influence and even guide the national
activities on disability inclusion and ensure that tracking helps document im-
provements in the areas that are most important to them.

External social audits of the data entered large monitoring systems should be con-
sidered commissioned to ensure the reliability and accuracy of the data entered,
and to help guide and motivate improvements. National DPOs should be involved
in such audits.

The multilateral organizations should consider increasing their systems’ flexibility
to better accommodate meaningful reporting from a variation of different local
realties, influenced by the priorities of the local DPOs.

Improved bottom-up information flows should help inform the staff responsible
for data analysis.

Staff overall need more training on their own organization’s strategies on disabil-
ity inclusion and monitoring.

Training and better system management involve funding national offices and the
willingness to place disability issues higher on the priority list, vis-a-vis other
tasks and the obligations of staff.

On the technical side, there still seems to be some way to go before good monitor-
ing systems can address the most important questions: What programs succeed in
meaningful inclusion, what programs do not, and how far are we from including
people with disability in all mainstream programs?

Disabled persons differ, and certain groups tend to fall behind. To comply with
Article 8 in the Charter for Change, i.e., to put those furthest behind first, there
must be an enhanced focus on monitoring and documenting the improved inclu-
sion of persons with intellectual and neurodevelopmental impairments, who are
systematically neglected even in disability-inclusive programming. In accordance
with Article 8, a particular responsibility therefore rests on ensuring the identifi-
cation of and needs assessment for persons with these types of functional varia-
tions, followed by the identification of and monitoring of indicators of importance
to these groups.

To help regain the momentum of the disability agenda after the COVID-19 pan-
demic.
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Tracking disability inclusion
in multilateral organizations

This report investigates the developments and efforts to monitor inclusion
of persons with disabilities in the programs and activities of UNHCR,
UNICEF, and the World Bank in the years between the first and second
Global Disability Summits (2018 and 2022). The report draws primarily on
information from, and the experiences shared by, the staff of these three
multilateral organizations. It asks if and how recent polices, guidelines, and
accountability frameworks have led to improvement in the monitoring of
disability inclusion. It describes some central tools used to track and monitor
disability inclusion in development and humanitarian programs, including
the Washington Group questionnaire modules, the OECD-DAC marker for
disability inclusion, different strategies and accountability frameworks, and
UNICEF’s Program Performance Management System. The report discusses
the three organizations’ experiences with these tools, both at headquarter
level and at local offices in Niger and Uganda.

Although this report finds certain progress regarding the monitoring of
disability inclusion since the first Global Disability Summit, particularly

on strategies and commitments, the findings discuss how the step from
ambitions to documentation of successful disability inclusion continues

to be limited. UNICEF was only able to track that 1 percent of estimated
240 million children with disabilities was included in its programs in 2020.
UNHCR, limited to track its targeted efforts, could document that 0.5
percent of the estimated 12 million refugees with disabilities were included
in its service and protection efforts. While the World Bank did not provide
numbers documenting disability inclusion. The report discusses challenges
of implementing good-quality management and monitoring systems and
some of the reasons behind the low numbers documented.
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