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Acronyms

IDC - Inclusive Data Charter

KISE — Kenya Institute of Special Education

KNBS — Kenya National Bureau of Statistics

KNEC - Kenya National Examinations Council
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OPD - organisations of persons with disabilities
NCPWD - National Council for Persons with Disabilities
TWC — Technical Working Committee

UDPK — United Disabled Persons of Kenya

WGQ — Washington Group Questions
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Introduction

In 2018, Kenya’s Ministry of Labour and Social Protection committed to promoting the
collection of accurate data on persons with disabilities for use in planning and
programming by signing up to be an Inclusive Data Charter (IDC) Champion. In
November 2021, the government of Kenya launched its IDC Action Plan 2021-2025,
outlining how it will promote and collect high quality, inclusive data on people with
disabilities.

This briefing supports that action plan. It helps government staff identify relevant, usable
disability data sources that they can employ when creating plans and policies.

The role of DI

Given Development Initiatives’ (DI) strong data landscaping track record across multiple
countries on the African continent and beyond, the Government of Kenya engaged DI to
support the implementation of their IDC Action Plan by:

1. Identifying available producers of disability data

2. Carrying out a baseline assessment to identify gaps in the data governance
ecosystem

3. Reviewing existing primary data collection tools to include all relevant disaggregation
variables.

4. Establishing a national disability data inventory.

DI adapted its general analytical framework for data landscaping to apply to disability
data in Kenya. Data landscaping refers to the systematic process of mapping, analysing
and understanding the availability, quality and useability of data within a specific
ecosystem. Desk research and key informant interviews (KlIs) were conducted with 19
stakeholders from government, organisations of persons with disabilities (OPDs) and
non-governmental organisations (NGOs). These Klls were completed between January
and March 2023.

About this briefing

The first section of this briefing describes the quantity and quality of data included in the
comprehensive national disability data inventory (available to download as an Excel file),
in addition to details on the sources, producers and tools used to gather disability data in
Kenya and the variables available for disaggregated analysis for each source.

The real value of data is not in its existence, but rather in its use. As part of the data
landscaping approach, in the second section of this briefing DI assesses how data is
accessed and used and some of the challenges.
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The assessment also reviewed the strength of the disability data ecosystem as a whole,
beyond the properties of individual data sources. It was able to question perceptions that
“data on persons with disabilities is limited” (United Disabled Persons of Kenya (UDPK))
and that “[there is an] invisibility of persons with disability due to inadequate [disability]
disaggregated data” (Kenya Leave No One Behind Initiative).

Instead, it found a newly emerging set of circumstances consisting of legislation, plans
(including the IDC Action Plan), a technical working committee and official and unofficial
data. The third section of this briefing provides the findings from this assessment, and the
fourth section makes recommendations for improving the disability data ecosystem in
Kenya. The recommendations include:

1.

Legislation: Advocating for legislation that formalises the collaboration between
NCPWD and MoH is essential for harnessing the full potential of the new registration
system.

Technical Working Committee (TWC) Revitalisation: Reactivating the TWC on
disability data, led by Kenya National Bureau of Statistics (KNBS), holds great
promise for strengthening the disability data ecosystem but requires overcoming
several key challenges.

Financial Support: Adequate funding for the TWC is crucial, offering a valuable return
on investment by focusing on data and fostering collaboration between state and
non-state actors.

Open Data Protocol: The development of an open data protocol will enhance data
sharing and interoperability among government entities.
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What disability data is
published in Kenya?

Figure 1: Top five disability data publishers in Kenya, 2011-2022
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Source: Kenya Disability Data Inventory (compiled by DI).

Notes: KNBS = Kenya National Bureau of Statistics; KNEC = Kenya National Examinations Council; NCPWD =
National Council For Persons With Disabilities; UDPK = United Disabled Persons of Kenya; KISE = Kenya
Institute of Special Education

Over the course of this study, DI compiled an inventory of the disability data sources that
have been published over the last 10 years. The sources are categorised into official or
non-official surveys, census data, administrative data or qualitative data. Using these
categories, 44 sources were captured. Of these, 32 were produced by government
agencies and 12 were produced by organisations outside of government (the list is not
completely comprehensive, and it should be noted that non-official data is likely to be
harder to locate and access than government data) (see Figure 1). The Kenya National
Bureau of Statistics (KNBS) published the most data sources included in the inventory (9)
followed by the Kenya National Examinations Council (KNEC) (7).
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Figure 2: Number of disability data publications by category, 2011-2022
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Source: Kenya Disability Data Inventory (compiled by DI).

Notes: ‘Mixed official data’ includes survey, census and administrative data.

Survey data collected by government bodies is the most commonly published (15),
followed by survey data collected by non-government entities (8).

Figure 3: Disability data publications per three-year period, 2011-2022
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Source: Kenya Disability Data Inventory (compiled by DI).
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Figure 4: Official and non-official disability data publications per three-year period,
2011-2022
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Source: Kenya Disability Data Inventory (compiled by DI).

83% of data in the inventory has been published since 2017. Only 29% has been
published since 2020 alone, meaning that there has been a slight downwards turn in the
number of disability publications published in recent years. The general decrease in the
amount of data sources being published more recently is mostly due to reduced activity
and funding due to the Covid-19 pandemic compared to the other periods being
measured.
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Figure 5: Sector focus of the disability data publications, 2011-2022

m Total
40
35
2
S 30
<
L 25
QO
>
e 20
o
o 15
E
> 10
zZ
5 1
o Il - l || . ||
& % N < N ) &
o O o & Q
& @Q® 006\ & e(\b\ ‘?‘Q’rb 00\ \Kfz’\\
< & Iox N Y NS @
bQ 6\0 Q/ <</ (‘\\ QJQ
& QQ, @QJ bQ"
¢ S S
o\\Q’ @
O \Qf‘
A{b
Q€
Sector

Source: Kenya Disability Data Inventory (compiled by DI).

The clear majority of data publications (60%) were about education. The next most
popular category — disability prevalence estimates — had five times fewer - this was
(12%). The third most popular was economic circumstance (9%). Other categories with
low numbers of publications were health, access to government services and political
participation.
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Figure 6: Breakdown of the % of official and non-official disability data publications

by national- and county-level publishers

National County

Non-official Non-official
21% 38%

Official
Official 62%

79%

Source: Kenya Disability Data Inventory (compiled by DI).

The geographic scope of the data in the sources varies widely: 43% of publications
provide national-level data, 30% provide county-level data, and 3% provide data from
specific local facilities such as health centres, while the remaining 24% cover a mixed
array of categories.

Around four-fifths of national-level data publications feature official data (79%). This figure
drops to around three-fifths in county-level data publications (62%).

The inventory also contains information for each source on the classification of disability
used (e.g., Washington Group), methodologies used (e.g., household survey, KIll, focus
group discussion), technical and financial supporting organisations, and sample sizes.

The classification of disabilities across the different sources in the data inventory vary.
The data sources with different classifications are not comparable. In addition to this,
because the majority of the data comes from surveys, it relies on self-reporting by
respondents. This is not a negative in itself, however a fully working disability registry
would create an up-to-date database, which is based on professional assessments and
standardised categorisation in accordance with the legal definitions. This would serve as
an important baseline for comparison with data collected by surveys, as well as to lay the
foundation for a more efficient statistical system centred on administrative data.
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How user-friendly is
disability data in Kenya?

Diverse data is not interoperable and not easily accessed outside of the originating
institution, limiting its use.! There are no open data protocols in place in Kenya, and
data is not often easily accessible outside of the collecting institution, stifling its wider use.
For example, when KNBS carried out a survey on behalf of the National Council for
Persons with Disabilities (NCPWD), the bureau could share only the public report with the
council. The granular data could not be provided due to data protection measures and
limitations on data sharing despite both being government agencies. This means that the
NCPWD has not completed additional analysis using the raw data and cannot generate
extra value by generating its own insights.

Similarly, if actors wish to access disaggregated reports from the National Education
Management Information System they must write a letter to the relevant director
requesting them. While making data available to a broad audience carries certain risks,
such as the potential for commercialisation, it's essential to strike a balance between
ensuring data privacy and promoting its constructive use. If the data isn't disaggregated,
writing a request for information letter can demonstrate genuine and legitimate interest in
using the data for a beneficial purpose. However, there are instances where this level of
bureaucracy may not be necessary, particularly when the data's application is consistent
with the broader goals of education research or policymaking and the data in question is
disaggregated. In such cases, streamlining access can foster a culture of data use
without compromising data integrity. There are multiple examples from around the world
where effective open data policies have been able to achieve this.2
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What structural challenges
face Kenya’s disability data
ecosystem?

Governance and management

KNBS oversight of disability data

KNBS is responsive to disability data challenges and new opportunities but
limiting factors (such as siloes within the data ecosystem) mean it lacks oversight
and responsibility of official data, which it is mandated to collect.

KNBS has shown it can be responsive to challenges posed by disability data while acting
within the limits it faces, such as not having the necessary oversight, budget and
responsibility where disability data is concerned. For example, it has taken the positive
step of including the Washington Group Questions (WGQs) in past data collection
activities and has committed to using them in the future. However, despite the use of an
adapted set of WGQs in the 2019 national census, the prevalence rate it reported was
viewed as being unexpectedly low.3 In Status of disability in Kenya: Statistics from the
2019 census, DI highlighted a number of reasons that could have caused underreporting,
including:

1. Stigma associated with acknowledging disability, including hiding children with
disabilities.

2. Mistranslations or difficulties with translating disability questions into local languages.

3. The inclusion of ‘Don’t know’ as a response within the functional difficulty questions.

KNBS has also been exploring other ways to increase the volume and quality of disability
data being produced. In association with the SDGs Kenya Forum, the bureau is currently
conducting an inventory exercise to map civil society organisations that collect citizen-
generated data (CGD). This is with a view to finalising quality criteria for CGD and to
creating data channels that link civil society and the bureau.*

There are challenges that KNBS is yet to address in a meaningful way. The bureau is the
government body mandated to collect all official data within the country, but its oversight
does not extend to other ministries’ administrative data systems including, for example,
NCPWD’s registration system. There is therefore no central body that maintains
standards, or that can coordinate and collate all official disability data produced in Kenya.
As such, the full spectrum of government-produced data lacks alignment, there is no
holistic view of the entire disability sector in terms of data, and for the most part systems
are not interoperable and operate in silos.
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Legislation

No statutory body is legally mandated to assess persons with disabilities prior to
registration. The Persons with Disability Act (2003) established the NCPWD as the focal
agency on disability: section 7 subsection C mandates the council “to register persons
with disabilities”, but does not outline the process for doing so.5 In practice, the NCPWD
can register a person with disabilities only after they have been assessed by the Ministry
of Health (MoH).® While the MoH is not legally mandated to carry out the medical
assessment, and there appears to be only an informal agreement between the two
bodies, assessments are still carried out.”

Each year the NCPWD aims to register about 100,000 persons with disabilities, however
the actual number registered is consistently much lower. This is largely because the MoH
does not complete enough assessments. The MoH has difficulty obtaining the
government funding needed to perform more assessments due to the lack of legislation,
and therefore significantly lacks capacity.® If legislation covered the whole registration
process, by fully mandating the MoH, the challenges would be reduced.®

Plans, policies and strategies

Progress is being made on implementing disability data strategies, but the benefits
of using disability data and data systems are not yet realised. The plans, policies and
strategies of national state actors document ambitions to create operational and well-
developed management information systems (MISs).1°

The National Council for Persons with Disabilities strategic plan (2018—-2022) recognises
the current gaps in the disability data ecosystem and the impact they have.! To
overcome them, the strategy sets out the thematic area objective: “to enhance [the]
availability of information and data on persons with disability to inform policy and
programme decisions”, and recommends:

1. Updating processes for assessing and registration of persons with disabilities.

2. Interlinking the NCPWD’s central database with the management information
systems of the National Social Protection Single Registry/Central database, the
Integrated Population and Registration Systems and the Ministry responsible for
Central Planning.

3. Establishing a central database on persons with disabilities, to generate information
for policy and planning for service provision.

4. Establishing a national research database and repository containing information
about persons with disabilities for use by the general public and service providers.

5. Disseminating disaggregated data and information on disability to influence policy
and programming decisions.
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In addition to this, the Sector Plan for Gender, Youth and Vulnerable Groups (2018—
2022) highlights that the State Department for Social Protection will; 2

1. Continually enhance an integrated management information system (known as the
Single Registry) as part of “a 13-year National Investment Plan and a 5 year social
protection strategy”. This includes linking it to other appropriate databases/systems.

2. Develop an MIS on disability with an indicative budget of KES 50 million, funded by
the Government of Kenya.

Not all of these targets have been met but significant developments have been made
towards some. For example, the NCPWD launched a new system to register persons with
disabilities in December 2021 and this was fully operational by mid-2022. Critically, the
government recognises how leveraging information from the registration system can
greatly augment the disability data ecosystem.

“By enhancing data collation, it is possible to analyse how many
children have disabilities or develop disabilities and the main causes
(disabilities caused by malnutrition related diseases, disabilities
caused by gender-based violence, disabilities caused by harmful
cultural practices like female genital mutilation). By further
interpretation, it can be possible to establish if the instances are local
or more widespread”, and “Analysis of data on causes of disabilities
and at what age they are acquired can provide tools that can
potentially shift the approach the health sector takes on rehabilitation
and prevention of disabilities (access to adequate and affordable pre
and post-natal care, diseases that cause certain disabilities and their
prevalence rates)”

NCPWD

Moreover, the new system can be linked to other key information systems in the country
including those managed by the MoH and Kenya Revenue Authority. It should be
emphasised, though, that the new system does not address the legal issue that underlies
the MoH’s role in the registration process.

Financing

Disability data is significantly underfunded, impacting the quality of data collected
and the role of KNBS. Throughout the Klls, stakeholders unanimously stated that
disability data is significantly underfunded by government and unofficial actors.*® In
relation to the government, for example, the vast majority of the ministerial-level agencies
that we spoke to did not have budget lines for disability data related activities. This
situation is exacerbated by a cyclical challenge, whereby data is needed to justify budget
allocation, yet at the same time financial resources are required to collect data.
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The low levels of finance cause a number of difficulties beyond low levels of activity, such
as inefficient systems and reducing the quality of data they produce. For example, the
Department of Children’s Services experiences challenges financing technology to
facilitate data collection, to the extent that outside of headquarters and large offices
books and physical registers are used to collect data. This reduces the accuracy and
efficiency of the system and makes reporting data burdensome. Occasionally the funding
gap is met in part by collaborating partners who make allowances in the programmatic
budgets to acquire equipment for data collection and management.

In addition, the role the KNBS plays is also curtailed due to challenges with funding. Both
government entities and NGOs approach KNBS to carry out surveys and other types of
data collection on their behalf. However, due to multiple factors including budget
constraints, KNBS’ services seem to be outside the reach of organisations with minimal
funding. For instance, in 2014-15, an OPD approached KNBS with a proposal to carry
out a programmatic survey on special needs education, and the bureau provided an
estimate of US800,000 to complete the work. KllIs reported that (in conjunction with the
Ministry of Education) the ODP instead contracted a private entity to complete the work at
a cost of US250,000. This delivered a similar result as that expected by the bureau, using
the same frameworks and tools.

Technical Working Committee

This intended coordination body is inactive. The government established a specialist
disability data Technical Working Committee (TWC) led by KNBS. It brings together
significant government and civil society organisations within the disability sector, with the
general aim of fostering better relations and creating synergies. However, it was reported
by multiple Klls that members have not met for almost two years, and the entity lacks
financial backing, key documentation or even a widely understood specific purpose.
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Recommendations

Based on the insights gained during this data landscaping exercise DI propose the
following recommendations:

Legislation

Efforts should be made to enact legislation that formalises the working relationship
between the NCPWD and the MoH. The NCPWD should lead on lobbying and garner
support through the development of networks of interested parties, such as ODPs, civil
society organisations and the Kenya National Commission on Human Rights. Specifically,
amended legislation should mandate the MoH to carry out the assessments needed for
the registration process, so it can access additional resources and build further capacity
for assessments. This would comply with the objective in the aforementioned Disability
Mainstreaming Strategy to “[update] processes for identification and registration of
persons with disabilities” and is a priority in order to fully realise the increased utility of the
new registration system.

Technical Working Committee

The KNBS-led TWC on disability data has the potential to become a leading organisation
at the forefront of the disability data ecosystem's gradual strengthening, although several
significant challenges need to be overcome for this to happen. These are addressing the
lack of:

financial backing

clear purpose

key documentation (that is publicly available and easily accessible)
members attending

BN =

Resuming the TWC is the responsibility of KNBS, and it should do this in close
collaboration with the NCPWD. The Government of Kenya should look to increase the
level of financing it provides to the TWC - as a fully operational group it would represent
an investment that promises value for money.1* Its unique focus on data and bringing
together state and non-state actors means it has the potential to create strong
collaborations.

Led by KNBS, the TWC should:

1. Engage in meaningful conversations with members and finalise key documentation
(including clear and coherent objectives). This should be circulated among members,
and made publicly available via the KNBS and NCPWD websites.
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2. Work to extend its mandate to cover all forms of disability data being produced
across the data ecosystem. This includes official and non-official census, survey,
administrative and qualitative data.

3. Promote standard classifications and controlled vocabularies in the disability data
ecosystem by assisting the KNBS with the continued contextualisation of the WGQs
and their mainstreaming in all government data collection activities and in CGD.

4. Design a practical open data protocol, and work with KNBS, ministries and other
government entities to encourage their adherence to it.

5. Gather sources from various government entities, including agencies and ministries,
and encourage non-government entities to share their publications. Keep this data
up-to-date.

6. Encourage top-level management in disability-related government bodies to invest in
data literacy training for staff to boost their use of evidence.

Should the aforementioned activities (e.g. increased funding, clear purpose, increased
interoperability) be successfully completed, it will revitalise the TWC. The prospect of
achieving important objectives that have real-world impacts will incentivise committee
members to regularly engage. Early buy-in among other members of the committee can
also be generated by their involvement in the finalisation of objectives.
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Notes

1 ‘Diverse data’ means information that comes from various sources.

2 Read more about open government data at: https:/www.oecd.org/gov/digital-government/open-government-
data.htm

3 Key informant interview, February 2022.

4 Read more about the Decade of Action here: SDGs Kenya Forum, Civil Society Data in SDG monitoring.
Available at: https://sdgkenyaforum.org/media/reports

5 The Persons with Disabilities Amendment Bill (2020) added “The Council shall, in order to facilitate the
realisation of the rights set out under this Part by persons with disability, keep and maintain a register setting out
information on — (&) persons with disability, to whom it shall issue disability identification cards in such form as
it may determine”. It also outlines that counties shall “establish a database of persons with disability residing
within the respective county containing the following information regarding the persons with disability — (i) the
name, age and place of residence of the person; (ii) the type of disability of the person; (iii) the education level
of the person; (iv) the health needs of the person; (v) the employment status of the person”. Some progress has
been made towards the county-level objectives. For example, in Lamu there is a department mandated to
facilitate the collection of disability data, while in Turkana, a board maintains and audits data on inclusion of
persons living with disabilities.

6 Persons with severe disabilities are eligible to cash transfers, which is grounds for potential fraud, hence the
assessments must be carried out by qualified healthcare professionals.

7 Key informant interview, March 2022.

8 Development Initiatives and Inclusive Futures, May 2022. From disability budget commitments to budget
execution in Kenya: Matching disability approved allocations to actual spending and performance. Available at:
https://devinit.org/resources/matching-disability-approved-allocations-actual-spending-performance/

9 Key informant interview, March 2022.

10 Government of the Republic of Kenya, 2018. Third Medium Term Plan 2018-2022. Available at:
https://countytoolkit.devolution.go.ke/resource/third-medium-term-plan-2018-2022-transforming-lives-advancing-
socio-economic-
development#:~:text=The%?20initiatives%20are%3A%?20increasing%20the,and%20Nutrition%20Security%20(F
NS)%20through

11 National Council for Persons with Disabilities, 2021. Strategic Plan 2018-2022. Available at:
https://ncpwd.go.ke/download/national-council-for-persons-with-disabilities-ncpwd-strategic-plan-2018-2022/

12 Government of the Republic of Kenya, 2018. Sector Plan for Gender, Youth and Vulnerable Groups.
Available at: https://www.planning.go.ke/plans/#1615193350953-a6a71cla-7aab

13 |n the financial year 2022/23, of the KES 38.8 billion budget allocated to the Social Safety Nets programme,
KES 1.2bn (3%) is intended for cash transfers for persons with severe disabilities. Another KES 0.4bn, or 1% of
the Social Safety Nets budget, is earmarked for the National Development Fund for Persons with Disabilities;
this allocation to the Fund (which is 0.012% of the national budget) is left to cater for all other disability-related
activities, such as assistive devices, services and the capital expenses of government projects for the benefit of
persons with disabilities.

14 sakala, M., Chawani, M.S., Kazanga-Chiumia, I. et al. Functionality of technical working groups in enabling
evidence-informed decision-making within Malawi's Ministry of Health: a cross-sectional qualitative study. Health
Res Policy Sys 21, 44 (2023). Available at: https://doi.org/10.1186/s12961-023-00987-7
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