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Closing the Information Gap: Understanding the needs of parents and 
caretakers of children with disability is a study conducted by the UN 



“    The availability of  
 inclusive education 
does not only provide 

an opportunity for students 
with disability to access 
education, but also serves 
as a way to change other 
students’ perspectives about 
people with disability, and to 
show that they should have 
equal opportunities and be 
treated respectfully”.
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Closing the Information Gap: Understanding the Needs of 
Parents and Caretakers of Children with Disability

1 and 

Executive Summary
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1. The needs of parents and caretakers are just as crucial 
as those of children with disability, especially during the 
critical early stages of their children’s development. 

2. The critical importance of early detection and diagnosis 
of disability symptoms is crucial to allow parents and 
caretakers to provide timely treatments that support the 
development and growth of their child.

3. Despite seemingly clear education options, parents 
and caretakers continue to encounter challenges when 
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4. Inclusive schools provide important access to education and 
advocate for the rights of children with disability, but they struggle to 
provide high-quality education.

5. Communities and organizations of people with disability are the 
main reliable source of information. 

Akses Inklusif



About UN 
Global Pulse 
& the Asia 

United Nations Global 
Pulse is the UN 
Secretary-General’s 
Innovation Lab.

ABOUT 
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Try our 
Knowledge 

For more information visit us at www.unglobalpulse.org



Leaving No One Behind 
(LNOB) is the central 
transformative focus of 
the 2030 Sustainable 

Development Goals (SDGs) 
agenda. This means that every 
United Nations member state is 
fully committed to eliminating 
poverty in all forms, stopping 
discrimination and exclusion, 
and reducing the inequalities 
and challenges that leave 
people behind and prevent 
them from reaching their full 
potential.

Contributing to the 
achievement of this mandate, 

embarked on a journey to 

disability and is a collaborative 

mandate, the project serves 
as an opportunity to respond 
to commitments within the 
UN Data Strategy to improve 
the collective use of data 
within and between the UN in 
Indonesia, supported by the 

and the Design, Monitoring, 

About the 
Leaving No 
One Behind 
Initiative

ABOUT 



Working Group, to deliver better 
results. 

components can be seen below:

Data ON People with 
Disability: 

To understand available data 
that have been used to inform 
programs for people with 
disability.

To look into the existing data 
set, use cases, and gaps from 
current analysis. 

To facilitate a series of 

stakeholders to identify 
priorities and strategies to 
improve the data collection 
and usage for a more inclusive 
society for people with 
disability.

Data FOR People with 
Disability:
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Opening access to 
information for people 
with disability



Parents and caretakers of 
children with disability 
face challenges in obtaining 
information to meet their 
children’s needs

16
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UN Disability 
Inclusion Strategy

Akses Inklusif – an inclusive 
platform providing access to 
information for parents and 
caretakers of children with 
disability 
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Our Research 
Objectives

Our user research

Our Methodology: Service Design



Using Service Design 
to develop Akses 
Inklusif

Frontstage

Akses Inklusif



Backstage

Behind the scene

   Policy

This is where the technology, data 
validation, and maintenance of the 

infrastructure system takes place to ensure 
that the platform runs smoothly. However, 

in order for this platform to deliver its service 

function properly.



 

AREA 1: NEEDS
What are the types of information parents and caretakers 
require to meet the needs of their children with disability?

AREA 2: DESIGN
How do parents and caretakers envision the utilization of information 
obtained from digital platforms?

AREA 3: SUPPORT 
What support is required to ensure the sustainability of the data platform?

1
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In our user research, we sought to answer three main research 
questions:



Parents and 
caretakers of 
children with 

disability

Potential platform 
owners or hosts

Key stakeholders

 

 

Frontstage Backstage Behind the 
scene

1 2 3

Scope of respondents 
DA

TA
 P
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TF

O
R

M

Guided by Service Design as our methodology, we employed 
a wide range of qualitative methods for data collection: 

Key 
Informant 
Interviews

Focus Group 
Discussions

In-depth 
interviews 

Field 
Observations 



Notes:

Our team consulted domain experts and key stakeholders in disability 
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disabilities

schools

schools

childhood schools

disability

In-depth interviews

In-depth interviews 

Focus group discussion 

institutions

institutions

institutions
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The data collection process covered a wide range of 
disability, from physical, developmental, behavioural, 
emotional and sensory impairment, to understand their 

At the start of our journey in creating Akses Inklusif, the 
information gathering and user research were based on three 
assumption: 

ASSUMPTION 1

ASSUMPTION 3

ASSUMPTION 2

Physical disability







Five key insights 
shaping the design and 
development of Akses 
Inklusif







D  

“We do not only provide physiotherapy 
but also therapy or counseling 
services. Usually when their children 
are doing therapy, parents or 
caretakers also seek therapists to 
better regulate their emotions and 
accept their children’s condition.” 
Health Officer, Regional Hospital of 
Ternate City



Informational needs:

disability 







The critical importance of early detection 
and diagnosis of disability symptoms is 
crucial to allow parents and caretakers to 
provide timely treatments that support the 
development and growth of their child.



Prior to their children 
being formally diagnosed 
with special needs, the 
major challenge we 

learned about was the 
in getting access to information 
for medical attention as well as 

“It is difficult to find a doctor here 
who can conduct an assessment of my 
child’s condition. Some friends even 
suggested going to Java where they have 
more doctors so it’s easier to find 
one to help. Even if there is a 
good doctor here, their location 
is very far from home.” Parent, 
Ternate



Informational needs:

 

condition









Choosing the right school 

children with disability 
is often challenging. 

Parents and caretakers want 
their children to develop social 
skills, which can be done by 
sending them to standard public 
schools to interact with more 
peers. However, in most cases 
we saw, once their children 
began studying at a standard 
public school3, parents and 
caretakers quickly realized 
that the learning methods and 
environment were unsuitable for 
them. As a result, their children 

are unable to reach their full 
potential.

Additionally, parents and 
caretakers belatedly recognize 
the importance of their 
children attending inclusive 
schools once they enter 
elementary school, when in 
reality, their children can begin 
attending inclusive preschools 
and kindergartens to better 
prepare them.

“Parents usually search for inclusive 
education when their children are 
about to enter elementary school. 
They are not aware that education 
starts from early childhood and 
they can actually send their children 
to inclusive early education. But 
this option rarely comes into their 
minds.Therapist and inclusive 
education manager in Kupang. 



and distance

Informational needs 

decisions for their children:







Inclusive schools 

The availability of inclusive 
education does not only provide 
an opportunity for students with 
disability to access education, but 
also serves as a way to change 
other students’ perspectives 
about people with disability, 
and to show that they should 
have equal opportunities and be 
treated respectfully. 



“I chose to enroll my children in a special 
school because for me, their curriculum is 
tailored to develop my children’s potential 
and talent. Children with disability may not 
necessarily be able to integrate and develop 
their potential if they are sent to standard 
public schools.” -Parent, Kupang.

Informational needs
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From 
activities and 
discussions with key 
stakeholders, we learned 

that the availability of 

of children with disability is 
extremely limited in Indonesia. 
Searching for information 
such as therapy facilities 
and schools through online 
channels is rather arduous but 

that. Not all parents are digitally 
savvy and can easily operate 
smartphones. As a result, 
they are heavily reliant on 
receiving information from their 
immediate environment, such as 
through family, neighbors, local 

authorities, and community 
leaders (illustrated in diagram 
1). 

We found that there are 
parents and caretakers who 
demonstrate a high level 
of initiative to search for 
additional information online. 
Those who do not have access 
to the internet and digital 
tools seek information from 
communities of people with 
disability. However, there are 
also parents and caretakers 
who are more passive in 
obtaining information and rely 
on communities informing 
them rather than actively 
seeking details themselves.

“I obtain information about educational 
pathways for my child from church. They advised 
me to consider special schools because they 
have a special curriculum that suits my child’s 
condition. ” Parent, Kupang.

“I trust communities of parents for 
reliable information. Compared to online 
sources, information from communities is 
more complete and trustworthy. They have 
a database that aggregates information 
about inclusive and special schools. 
Additionally, they provide consultations 
and advice to choose which schools are 
suitable for my child.” Parent, Jakarta.



Diagram 1: Support system for parents and 



technological capabilities among parents and caretakers 
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need assistance from technology facilitators to search for 

 



57



58



59

From generating insights to
co-designing an inclusive platform 



caters to the needs of parents and 
caretakers of children with disability? 

During the workshop, groups were asked to ideate based on the 
following prompts:
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who have limited digital capabilities and 
access to technology?

crowdsourcing features in the platform?
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Moving Forward

Moving Forward



About Akses 
Inklusif 
Platform
The “Leaving No One 

Behind” (LNOB) 
project 

ABOUT AKSES INKLUSIF PLATFORM



Picture 1. Homepage of Akses Inklusif
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Try the app!



Read our blogs series
Leaving no one behind: Making use 
of data innovation to respond to the 
needs of parents and caretakers 
of children with disabilities in 
Indonesia

on doing a study involving people 
with disability

Akses Inklusif: A Digital Platform 
for Essential Services and 
Information for Parents of Children 
with Disability in Indonesia
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