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To ensure no child is left behind, even in the most difficult circumstances, it is important 
to have high-quality data that account for all children. For example, various global 
commitments ensure the rights of children with disabilities. However, the scarcity of 
reliable data, particularly in low- and middle-income countries, can prevent the fulfilment 
of this obligation. Little is known about the number and characteristics of children with 
disabilities. Even less is known about their living conditions and quality of life, or the 
barriers they face in attending school, accessing services and participating in cultural 
and recreational activities.

When not represented in official statistics, children and adults with disabilities remain 
politically and socially ‘invisible’. Their marginalization is heightened and they become 
more vulnerable to possible human rights violations. Moreover, their invisibility in 
mainstream monitoring efforts means that they are likely to be overlooked in strategic 
policy planning and in emergency preparedness, mitigation and response.

Closing this gap, and generating information that reflects the experience of everyone, 
requires appropriate inclusion strategies. Inclusivity affects all stages of the data 
generation process and involves important considerations – from the design of studies 
to the dissemination of results. 

The production of inclusive data demands the involvement of persons with disabilities 
in all data collection processes. This will help ensure that their experiences and needs 
are adequately reflected in the evidence being generated. This involves: 

• Using data collection instruments and protocols that allow the disaggregation of key
indicators according to disability status

• Developing and implementing accommodation strategies to ensure that persons
with disabilities can participate in surveys, censuses and programme evaluation data
collection.

Different data collection efforts face different challenges, yet there are common issues to 
consider when planning, designing and implementing inclusive data collection. The goal 
of this publication is to provide general recommendations that can be applied through a 
combination of judgement and careful decision-making during the various stages of the 
evidence-generation process.

Inclusive data are key to 
eliminating discrimination 
on the basis of disability and 
accelerating global efforts 
towards inclusive programming.

Governments and organizations 
need to commit resources and 
effort to addressing the barriers 
that prevent equitable access 
and participation of persons 
with disabilities in all aspects of 
human society. Increasingly, they 
must seek to implement effective 
approaches to make their data 
collection and monitoring efforts 
disability-inclusive.
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The 2030 Agenda for Sustainable Development calls for  
equal opportunity for all and holds deep promise for 

persons with disabilities.

Goal 17, which focuses on the means of implementing the 2030 

Agenda, includes an explicit target on supporting countries to 

increase the availability of high-quality, timely and disaggregated 

data. This includes disaggregating data by disability status to 

ensure that the monitoring of advances towards the 2030 Agenda 

does not disregard persons with disabilities.
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USE INCLUSIVE METHODOLOGIES AND INSTRUMENTS 

The definition of disability that is embedded in any given data collection tool has a 
direct impact on the type and quality of data gathered. It determines who is identified 
as having a disability and included in the appraisal of evidence and, therefore, who will 
be considered in terms of designing policies and programmes.3 The use of stigmatizing 
labels and offensive terms to gather data on and from persons with disabilities also has 
a significant impact on the quality and coverage of resulting statistics. 

The medical model of disability, which puts emphasis on conditions, diseases and 
presence of specific impairments, has long dominated the field of disability statistics. 
Measures developed from this perspective have treated disability as a dichotomous 
outcome (that is, an individual either has or does not have a disability) and have 
categorized persons with disabilities as those with certain specific impairments. This 
approach has contributed to perpetuating stereotypical views of persons with disabilities 
as ‘wheelchair users’ or as being blind or deaf. Furthermore, given the emphasis on 
a subpopulation with more severe conditions and impairments in ‘visible’ domains of 
functioning, this narrow approach has resulted in severe underestimations. 

Children are at increased risk of being absent from disability estimates. Research 
suggests that children might be overlooked in surveys that do not specifically ask about 
them. Data collection efforts that rely on the same set of questions to identify disability in 
both adults and children, or use questions developed for adults to survey children, have 
been found to inadequately identify children with disabilities.4 

On the other hand, the use of age-specific data collection tools that focus on functioning  
and allow reporting on a continuum of difficulties and across all relevant domains 
are able capture a fuller spectrum of persons with disabilities. As a result, they yield 
more inclusive estimates. The UNICEF/Washington Group Child Functioning Module, 
developed through the extensive participation of experts and stakeholders, is one 
such tool. The module avoids labels and stigmatizing terminology and is not intended 
as a diagnostic tool. It relies on a functional approach to measuring disability and 
assesses difficulties in different functional domains, including hearing, vision, mobility, 
communication/comprehension, learning and emotions. To better reflect the degree of 
functional difficulty, each area is assessed according to a rating scale. The purpose is to 
identify the subpopulation of children who have functional difficulties and are at risk of 
experiencing limited participation in an unaccommodating environment. 
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IMPLEMENT INCLUSIVE STUDY DESIGNS AND DATA COLLECTION METHODS

Creating inclusive study designs involves making sure that data are collected 

across all residential settings and that adequate procedures are in place to address 

the risk of underenumerating certain population groups. In the case of persons 

with disabilities, the engagement of organizations of persons with disabilities in 

data collection efforts can reduce the risk of missing eligible survey respondents 

who are left out due to segregation or stigma. 

STUDY DESIGN
One of the core aspects of study design in population-level studies is the definition 

of the population of interest and the selection of a sample that accurately 

represents that population. Defining the population of interest determines who will 

be represented in the statistics; it also has important implications for all aspects of 

data collection planning and fieldwork activities. 

Household surveys represent a common – and for many countries the sole – source 

of data on many indicators of child and family well-being. However, these surveys 

do not provide information on children and adults living outside households, such 

as those living on the street and in institutions. Household surveys are therefore 

likely to exclude a significant portion of the population of adults and children with 

disabilities in countries with high levels of institutionalization or homelessness. 

Persons with disabilities tend to be overrepresented among the population living 

in residential care facilities. Families may feel pressured to place relatives with 

disabilities in institutions due to stigma or because they do not have adequate 

resources to care for them at home. That said, numerous studies have revealed that 

children who remain in institutions often face severe developmental impairments.5 

Many of these children end up spending their lives in institutions, partly due to 

the difficulty in finding alternative placement options. Because the institutionalized 

population is typically stationary, a sampling frame can usually be constructed. 

Children and adults living on the street are likely to have a higher rate of disability 

than the general population, and their exclusion from data collection efforts can be 

a significant source of undercoverage. This population is often the most challenging 

for data collection due to their mobility and isolation from social services. 

When an inclusive sample design is not possible, data collected from partial 
samples need to be presented with a caveat indicating that they are representative 
of only a portion of the total population of persons with disabilities. 

DATA COLLECTION PROCEDURES
Representative data require not only a good sample design but also correct 
implementation. In addition to generic limitations and possible bias, which can 
affect any data collection effort, particular risks of exclusion exist when tools and 
procedures are not adequately designed to gather information from persons with 
disabilities. Failure to include such persons in the sample of a survey artificially 
lowers the disability prevalence rate; it also underestimates the severity of disability 
in the population since severe cases are more likely to be excluded from the final 
statistics. What follows are some recommendations that can facilitate the inclusion 
of every respondent wishing to participate in a survey. 

Identifying eligible respondents
Inclusive data collection implies that data are collected from and about all persons, 
irrespective of their disability status. Too often, however, persons with disabilities 
may not be seen as valid respondents by interviewers or by family members. 

Situations in which a respondent with a disability is prevented from participating 
in the interview should be coded in such a manner that s/he is included in the 
calculations of the overall disability prevalence rate. This will ensure that the data 
are representative of the entire target population of persons with disabilities, and 
not just persons who are able to participate in the data collection. Alternatively, a 
proxy respondent needs be identified to provide information on behalf of eligible 
respondents with certain impairments. Protocols for these situations should be 
developed during the design stages of data collection, and interviewers should be 
trained to handle such cases without hesitation and in a standardized way.

In some cases, persons with disabilities may be underreported in the listing of 
household residents due to shame or because the household head acting as 
respondent assumes that such persons should not be listed. Specific probing can 
be used to encourage the disclosure of information about all household residents, 
including persons with disabilities. 

16 |  Producing Disability-Inclusive Data



IMPLEMENT INCLUSIVE STUDY DESIGNS AND DATA COLLECTION METHODS

Producing comprehensive estimates 
of the number and characteristics 
of persons with disabilities 
necessitates data collection 
across different settings, including 
households and residential care 
institutions. It also requires the use 
of special methods to gather data 
from persons who do not have a 
stable residence. 
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ENSURE THAT REPORTING AND DISSEMINATION ARE INCLUSIVE

The lack of accessible statistical material for persons with disabilities has been a 
persistent issue. Policy guidance and mandatory standards for the dissemination 
of statistics have rarely included specific provisions to ensure the production of 
material that can be easily accessed by persons with certain impairments. 

Infographics and other visual tools are becoming popular vehicles to release 
data. Increasingly, podcasts, videos and the use of various social media platforms 
have become tools for building interest and engagement. However, such tools are 
often not accessible and other means of distributing the information should be 
developed to ensure that it reaches the entire population. 

PROMOTE DISCUSSION, LEARNING AND REFLECTION ABOUT DISABILITY 
AND USE EVIDENCE TO GUIDE INCLUSIVE POLICIES

The availability and dissemination of inclusive, high-quality statistical reports are 
key to empowering persons with disabilities to participate fully in all stages of 
monitoring and evidence-based programme development. At the same time, active 
discussion of the issue is needed to communicate how persons with disabilities 
may benefit from newly generated evidence. Even the highest-quality data, the 
most robust results and the most comprehensive reports have limited utility in 
the absence of active discussion, learning and reflection on required action points. 

Discussion and consultation processes can exclude persons with disabilities 
if materials, content and exchanges are not facilitated using assistive methods. 
These may include language interpretation or captioning or other required 
accommodations. Persons with cognitive and psychosocial disabilities are the 
most likely to be excluded from informed discussion processes. Including persons 
with disabilities in the process also means ensuring that they can contribute to the 

discussion. This may require some form of capacity building to empower them to 
participate. 

Once evidence is available and extensive consultations and discussions have 
taken place, further advocacy strategies are needed. These should be targeted at 
key stakeholders to encourage the direct use of evidence in the development of 
programmes and interventions. The successful uptake of evidence into tangible 
results should be the ultimate goal of any data collection programme and is the 
culmination of all the strategies described in the previous sections. Relevant, high-
quality data that address critical issues affecting persons with disabilities have a 
higher potential to shape policymaking and of resulting in concrete interventions 
and programmes. This, in turn, increases ownership of evidence and builds a 
rationale for additional data collection and methodological advances. 
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INCLUDE PERSONS WITH DISABILITIES 
AT EVERY STEP OF THE DATA CYCLE

Inclusion needs to go well beyond consultation at various stages of data collection. Rather, it 
must seek out opportunities and synergies to share ownership and foster broad engagement.

Steps in the process of breaking the cycle of invisibility are facilitated and accelerated by 
partnering with organizations of persons with disabilities. Obtaining such support requires 
intentional engagement from the earliest stages of a project, which encourages buy-in and 
involvement through successive stages. What’s more, working with persons with disabilities 
or representatives of organizations that do so can oftentimes facilitate data collection due to 
their familiarity with the local context. 

Inclusion is often erroneously thought of as a 
disability-specific issue that is prohibitively expensive 
and impractical to implement – and therefore 
unsustainable. Correcting these misconceptions 
requires robust data and studies to help identify which 
investments are needed and which are most effective, 
not only to benefit persons with disabilities but also 
their families and communities, and society as a whole. 
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OVERCOMING BARRIERS TO THE INCLUSION OF PERSONS WITH DISABILITIES IN 
MONITORING EFFORTS

TYPES OF BARRIERS

INSTITUTIONAL AND  
STRUCTURAL BARRIERS

Insufficient priority and insufficient 
funding available for inclusive data 

collection and monitoring

ATTITUDINAL BARRIERS

Negative attitudes about  
the capabilities of persons with 

disabilities

COMMUNICATION BARRIERS

Lack of materials in accessible 
formats or the lack of sign language 

interpreters during data collection and 
dissemination of results

HOW THEY AFFECT 
MONITORING

Planning and design do not 
consider persons with disabilities:

• Sample design or eligibility rules 
exclude or underrepresent persons 

with disabilities 

• Data cannot be disaggregated by 
disability status

Measurement tools reflect ideas 
about disability that foster 
exclusion or stigmatization

Persons with disabilities are not 
listed as household members due 

to stigma or shame 

Persons with disabilities are 
excluded from data collection 

due to the lack of accommodation 
instruments and protocols 

Dissemination of results is 
not accessible to persons with 

disabilities

INCLUSION STRATEGIES

Develop study designs to collect key 
data across all residential settings, 

including households and residential 
care facilities

Ensure persons with disabilities are not 
excluded from enumeration 

Use adequate data collection tools to 
allow for disaggregation according to 

disability status

Intentional probing should be used 
by interviewers to encourage the 

disclosure of information about all 
household residents, including persons 

with disabilities

Adapt data collection protocols and 
adequately train fieldworkers to use 

such protocols

Follow standards for inclusive 
dissemination of statistics, which 

can entail the production of materials 
for persons with vision, hearing and 

cognitive impairments

CROSS-CUTTING
STRATEGIES

Ensure data are 
collected and 

used to inform 
improvements in 
inclusive practice

Engage with 
organizations 

of persons with 
disabilities during 
all stages of data 

collection

Empower persons 
with disabilities 

to become active 
stakeholders 
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