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This study looked at the opinions not just of the adult
disability community, but also of parents, family members
and carers of children or adults with disabilities, as well as
disability support persons, including volunteers, paid workers
or professionals in any disability-related work. Collectively,
in the country, these individuals comprise 30% to 40% of
the electorate. Although from diverse backgrounds, they are
united on the rights and needs of persons with disabilities.
The 710 respondents gave information on their disability and
voting status, and opinions on political parties or candidates’
disability inclusiveness. It would be prudent for politicians
and political parties, especially those hoping to be elected as
Members of Parliament or State Assemblymen, to heed the
views of members of the electorate who are associated with
disability and the OKU community. The vast majority of the
disability community are registered voters who make the
effort to vote, despite challenges.
This study shows that the disability community is clear that
it will preferentially vote for political parties or those standing
for elections that advocate for the inclusion of this community
into society by making it a clear goal in their manifesto and
have a performance record of improving opportunities for
persons with disabilities.
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Key Concerns of the Disability–related Electorate
The opinion of this large segment of the community is clear – the Government of the day
or any elected representative should focus on:
•
•
•

Improving employment inclusion (better and wider job opportunities);
Improving education inclusion (inclusion in mainstream/regular classes);
Enforcing the rights of persons with disabilities.

These three major concerns involve the daily struggles of adults and children with
disabilities. Many of these problems have only improved marginally over many decades.

Failure to Use and Enhance the Persons with
Disabilities Act 2008
It would be important for lawmakers and the Government to note that amending the
Persons with Disabilities (PwD) Act 2008 to give it punitive powers was not rated as
highly as other areas. The PwD Act 2008 was inspired by the Convention on the Rights
of Persons with Disabilities (CRPD). Elected representatives and governments have
not invested resources in awareness raising and implementation. Thus, both are little
known by most Malaysians, with limited impact of both on improving the lives of persons
with disabilities, their families and those involved with them. A major revision of the
PwD Act 2008 is vital, to give it the scope and powers to enforce the rights of persons
with disabilities.
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Special Note on Disability Registration

A proportion of individuals with disability in this survey did not have an OKU Card
(disability registration) because they felt that having it would lead to stigma or they did not
see how the OKU card could help them. Some were not aware of disability registration.
Thus, there is an invisible group which is not reflected in the national registration data on
persons with disabilities. The Ministry of Women, Family and Community Development
must work even more actively to remove the stigma attached to registration, especially
within government departments (in particular the Education Department). Targeted
approaches are needed to facilitate the disability registration of this invisible group.
Those aspiring to be elected to Parliament or State Assemblies, as well as those who are
already elected representatives are urged to implement the recommendations provided
in this study. Key recommendations include the following:
Elected representatives and those aspiring to be elected to Parliament or State Assemblies:
•

•
•
•
•

Make a concerted and continuous effort to make known to the general public,
Ministries and Departments the PwD Act 2008 and CRPD, and the rights
enshrined therein.
Revise the PwD Act 2008 to give it the scope and powers to enforce the rights
of persons with disabilities.
Strengthen disability outreach and advocacy efforts in the East Coast states and
East Malaysia.
Develop disability-inclusive political manifestos and implement disability-inclusive
action plans as part of good governance.
Engage with persons with disabilities, parents of children with disabilities and
caregivers, to understand their concerns.

10
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•

•

•

Include in decision-making processes that impact the quality of life, health,
education, life-long learning and work prospects of persons with disabilities, the
following: persons with disabilities, parents of children with disabilities, family
members / caregivers of persons with disabilities.
Make a significant improvement in the inclusion of and accessibility for persons
with disabilities in the Malaysian education and vocational training systems, as
well as employment.
Harness the contributions of persons with disabilities to the economy and society
at national and local levels.

The Election Commission and Government:
Remove all barriers, to improve the accessibility of voting registration and the voting
process for all who are eligible to vote, including persons with diverse disabilities, as
well as the accessibility of voting venues for registered voters.
Malaysian policy and lawmakers have to keep up with the 21st century shift of focus
towards the rights and inclusion of persons with disabilities in society (social and
rights model), away from the long-entrenched charity and welfare model.

Inclusion is a universal human right. It is about the dignity and
worth of every person. It is about being accepted for who we
are. Inclusion is defined as the process of improving the terms of
participation in society for people who are disadvantaged on the
basis of age, gender, disability, ethnicity, as well as economic and
migration status. Promoting social inclusion requires removing
barriers to people’s participation, including certain laws, policies
and institutions. It also requires changing discriminatory attitudes
and behaviours, and taking active steps to make participation
easier (United Nations 2016).1
There is growing evidence that an inclusive approach increases
access of marginalised communities to education, employment and
business opportunities, thereby reducing poverty and inequality.
This approach is just as valid for reducing inequalities along gender,
disability and ethnic lines. The overall benefit of this is to improve
the economic development of any nation, with improved health and
education outcomes for future generations (Becky Carter 2015).2
The additional benefits are general societal wellbeing, improved
social cohesion and peace. Such inclusion cannot just happen at
the community level, but has to occur at the level of a broader
political process, with inclusive political engagement.
United Nations (2016). Leaving no one behind: the imperative of inclusive development.
Report on the World Social Situation. Available here: https://www.un.org/esa/socdev/
rwss/2016/full-report.pdf
2
Carter, B. (2015). Benefits to society of an inclusive societies approach (GSDRC Helpdesk
Research Report 1232). Birmingham, UK: GSDRC, University of Birmingham. Available here:
https://gsdrc.org/wp-content/uploads/2015/09/HDQ1232.pdf
1
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Inclusion is both a process and a goal. It involves enabling everyone to have equal access
and opportunities, free of discrimination and barriers. The true citizen of any nation is not
one who has a national identity card, but rather one who enjoys being a full member of
society and who participates actively in nation building.
People with disability have long suffered from discrimination. The Convention on the
Rights of Persons with Disabilities,3 Art. 2, defines discrimination as follows:
“Discrimination on the basis of disability means any distinction, exclusion or restriction
on the basis of disability which has the purpose or effect of impairing or nullifying the
recognition, enjoyment or exercise, on an equal basis with others, of all human rights and
fundamental freedoms in the political, economic, social, cultural, civil or any other field.
It includes all forms of discrimination, including denial of reasonable accommodation.”
While, in principle, few might argue against inclusion, the reality on the ground appears
otherwise: many children with disabilities and their parents, young persons and older
adults with disabilities struggle to secure full inclusion in education, training, employment,
housing, as well as use of health care services and public transport systems. The difficulties
and discrimination that many Blind persons experience in accessing banking services do
not reflect well on a banking system that prides itself on its progressiveness in financial
inclusion. It is heartening that concerned senior Central Bank (Bank Negara) officials are
now more open to engagement with the National Council for the Blind, Malaysia and
have undertaken to rectify this issue.
3

Art.2, Definitions , United Nations (2006). Convention on the Rights of Persons with Disabilities. Treaty Series, vol. 2515,
Dec. 2006. Available here: https://www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-withdisabilities.html
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The difficulties also extend to the participation of persons with disabilities in decisionmaking regarding policies and programmes that impact opportunities, health and
wellbeing, as well as living and working conditions.
Sixty-five years after the first Prime Minister and the nation joined in shouting out
‘Merdeka’ (independence from colonialism) many Malaysians with disabilities do not feel
that they are able to freely navigate the environment. That environment is a death trap of
access barriers: digital, physical, institutional, systemic and communication.
The prevailing tendency is to view disability as a tragedy, within a charity model. In that
framework, persons with disabilities are viewed as unfortunate, lesser beings who do not
fit into a homogenous ‘normal’ world of ‘typical’ abilities. Many Malaysians with disabilities,
overlooked, voiceless and mocked - including on social media - feel that ‘Merdeka’ is not
yet a reality.
All these barriers stop many children with disabilities from having learning opportunities
on an equal basis with other children. While exceptions have occurred, often the school
authorities refuse to make even simple adjustments for reasonable accommodation.
Assigning ground floor facilities to classes that have students with disabilities is well
within the authority of a headmaster/headmistress. So too is permitting a teacher aide to
accompany and support a child with disability in school. Such denial deprives all children
the opportunity to grow up practising values that enrich and strengthen our societal fabric.
Inclusion is at the core of the 2030 Agenda for Sustainable Development. Its central
pledge is: ‘Leave no one behind.’4 Inclusion and social justice are intimately linked. To
advocate for the inclusion of persons with disabilities is to advocate for social justice.
That means recognizing that collective inaction is causing Malaysians with disabilities to
be increasingly left behind.
It requires the whole of society to work systematically on removing the structural
and systemic barriers to inclusion in mainstream policies and programmes across all
development sectors. It requires particular focus on narrowing the gaps in education,
training, income, employment/self-employment, housing and health outcomes.
4

United Nations (2016). Ibid.
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Inclusion is not about persons with disabilities adjusting to and fitting into society.
Inclusion is about society and systems changing to enable the participation of persons
with disabilities on an equal basis with others. To achieve the meaningful inclusion of
persons with disabilities, we need a transformative approach that focuses on equality with
equitable outcomes. Laws, policies and institutions must be examined for discriminatory
effects, with perseverance on active rectification steps.
Government at federal and state levels, as well as private institutions must promote
disability inclusion, with adequate resource allocations.
Ultimately, advocacy for inclusion works when two conditions are met:
•
•

There is a critical mass in society with a changed outlook that accepts disability
inclusion as a fundamental human right.
This change is manifested as a groundswell of demand for social transformation.

Inclusion is not about persons with disabilities adjusting and fitting
into society, but about society and systems changing to enable
the participation of persons with disabilities
on an equal basis with others.
Advocacy requires facts. Research findings are useful for shining a light on how disparities
and exclusion affect people’s lives.
This study looks at what adults with disabilities, as well as parents of children with
disabilities are looking for in political parties and independent political candidates in
Malaysia. About 15% of those who are eligible to vote live with a disability. Many more
(15% to 20%) have a child/family member with a disability or work with persons with
disabilities. Hence, it is important to understand what this group wants from political
parties and independent candidates. It is hoped that the findings may be used to build an
understanding for engaging with lawmakers on the inclusion of persons with disabilities
in mainstream society.

15
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The research design and methodology were developed by a team of six disability rights
advocates who are working on a project entitled #OKURightsMatter. A major thrust of
the project is to promote ‘Make the Right Real’ in Malaysia – the theme of the Asian
and Pacific Decade of Persons with Disabilities, 2013-2022, which the Government of
Malaysia supports.5 The six individuals are actively involved in civil society organisations
and networks, are persons with disabilities and/or have family members with disabilities.
Collectively, the team has research, medical, legal, educational, counselling, social service,
strategic advocacy and policy backgrounds.
The research design and survey form (data collection tool) were developed over a
number of months by the team and first pretested among adults with disabilities and
family members of children with disabilities. It was translated into Malay and Chinese to
facilitate responses. The translated versions were again pretested and edited according
to the feedback received.
5

The Government of Malaysia participated in the High-level Intergovernmental Meeting on the Final Review of the
Implementation of the Asian and Pacific Decade of Disabled Persons, 2003-2012, Incheon, Republic of Korea, 29 October
– 2 November 2012, that adopted the Incheon Strategy to “Make the Right Real” for Persons with Disabilities in Asia and
the Pacific. At the 68th annual ESCAP session, the Government of Malaysia joined in adopting by acclamation the
Ministerial Declaration on the Asian and Pacific Decade of Persons with Disabilities, 2013-2022, that contained the Incheon
Strategy to “Make the Right Real” for Persons with Disabilities in Asia and the Pacific. Since the inception of the present
Decade, the Government of Malaysia has served as a member of the Working Group on the Asian and Pacific Decade of
Persons with Disabilities. This is a unique body composed of 15 Governments of the ESCAP region participating on an
equal basis with 15 civil society organizations active in disability matters; the purpose of the Working Group is to provide
technical advice and support to the ESCAP membership, to promote the full and effective implementation of the Decade,
2013-2022.
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Participation in the survey was open to Malaysians with disabilities and/or family members
(including parents of children with special needs), Malaysian allies of Malaysians with
disabilities/professionals working in the field of disability. Survey responses were included
only if they met the following criteria, i.e., the responses were from any of the following:
a) Aged 18 years or older (with a disability) holding a Malaysian
Government-issued identity card (MyKad);
b) Parent/immediate family member/carer of a child or adult with a disability;
c) Disability support person, including a volunteer/paid worker/professional,
in any disability-related work.
The research tool captured socio-demographic information, relationship with and type of
disability, access to an OKU card6 (government-issued disability registration card), voting
status and opinions on political party or candidate’s position on disability inclusiveness.
Responses offered included both closed and open-ended options. The last six digits of
the participant’s Malaysian identity card number (IC number) were requested, to prevent
duplicate submission and consider only responses from Malaysians.
The survey was distributed using the SurveyMonkey format. The questions were made
available simultaneously in three languages (Malay, English and Chinese). The on-line
survey link was distributed electronically via social media channels to disability civil
society organization (CSO) personnel; family support groups; and the wider community.
Active measures were taken to reach all regions in the country by using local contacts.
The data collection period was from November 2020 through February 2021.

Ethical Considerations
All responses provided were treated as confidential and respondents had the option to
refuse participation in the study. No unique identifiers were collected and only summarised
data are presented in this report or in any other publication. Open-ended statements
made were edited, if necessary, to protect the identity of the participant.

Plan or Data Analysis
Data from the SurveyMonkey form were extracted electronically into an Excel sheet.
Open-ended options were recoded and also used verbatim. The final data set was
exported into statistical software for analysis. Categorical data were presented in
frequency and percentage. Chi-square was used to determine the association between
relevant factors. A p-value of less than 0.05 was taken as the statistical significance level.
6

Person with disability card issued by the Department of Welfare, Ministry of Women, Family and Community Development,
to a person who has successfully registered with it upon meeting all related registration criteria. OKU is the acronym in
Malay for ‘orang kurang upaya,’ the officially-recognized national language term in Malaysia for referring to person with
disability(ies).
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There were 748 responses to the survey. Of these, 38 were duplicates,
identified by the unique last 6 digits of the national identification card
(IC) number. These were removed from the dataset. The final analysis
is based on 710 unique responses. Not all participants answered every
question; hence response numbers for each area vary.

Socio-Demographic Profile of
Respondents and Types of Disability
Respondents were from all over the country, with 21.4% from East
Malaysia. There were limited responses from the East Coast States
of West Malaysia, namely Kelantan, Pahang and Terengganu. This
reflects the relatively limited disability services and less developed
advocacy among persons with disabilities and families in these States.
The higher response rate relative to population size was from Pulau
Pinang State, followed by the Klang Valley.7
An urban conglomeration that covers 17 areas with their corresponding local authorities; it is
conterminous with Greater Kuala Lumpur, although there are variations between the two. Source,
downloaded 6 August 2021: <https://en.wikipedia.org/wiki/Klang_Valley>.

7
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Table 1: Responses by State
Responses Relative to State
State

Number

Percentage

Population (per 100,000
population)

Perlis

3

0.4

1.18

Kedah

32

4.5

1.46

Pulau Pinang

98

13.8

5.52

Perak

59

8.3

2.35

186

26.2

2.84

88

12.4

4.97

5

0.7

4.41

13

1.8

0.35

4

0.6

1.39

51

7.2

0.26

Kelantan

5

0.7

0.39

Terengganu

5

0.7

0.36

Pahang

6

0.8

1.35

Sarawak

81

11.4

1.81

3

0.4

3.01

71

10.0

2.87

710

100.0

2.17

Selangor
WP Kuala Lumpur
WP Putrajaya
Melaka
Negeri Sembilan
Johor

WP Labuan
Sabah
Malaysia

The mean age of respondents was 42.2 years (SD 12.4), with a range of 18 to 95 years.
They were well distributed among the different age categories.

Table 2: Responses by Age Category
Age Category (years)

Number

Percentage

18-20

28

3.9

21-30

102

14.4

31-40

205

28.9

41-50

197

27.7

51-60

117

16.5

61

8.6

710

100.0

61 & above
Total
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Parents and family members of children with disabilities accounted for the majority of
respondents (54.7%). Among the survey participants were 115 (16.2%) adults with
disabilities.

Table 3: Respondents’ Relationship with Disability
Relationship with disability

Number

Percentage

Adult with disability

115

16.2

Parent

315

44.4

Family member

73

10.3

Carer

18

2.5

Friend

55

7.7

Volunteer

31

4.4

Professional

103

14.5

Total

710

100.0

Interestingly, across all categories, the majority of respondents (76.1%) were female. This
included adults with disabilities, parents, carers, volunteers and professionals. The data
highlights the dominant role of Malaysian women as strong advocates for disability rights
and services. Also reflected in the data is a general pattern of greater responsibility that
Malaysian women take on as providers of care and support for person with disabilities.

Table 4: Responses: Relationship with Disability by Gender
Relationship with disability

Number

Percentage

Male

Female

Adult with disability

45 (39.1%)

70 (60.9%)

16.2

Parent

64 (20.3%)

251 (79.7%)

44.4

Family member

11 (15.1%)

62 (84.9%)

10.3

Carer

1 (5.6%)

17 (94.4%)

2.5

Friend

19 (34.5%)

36 (65.5%)

7.7

9 (29.0%)

22 (71.0%)

4.4

21 (20.4%)

82 (79.6%)

Volunteer
Professional
Total

170 (23.9%)

540 (76.1%)

82 (79.6%)
710 (100.0%)
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A wide range of disability types were represented in the survey responses. It may be
noted that parents and family members would have described the disability of the person
in the respondent’s family.
Autism Spectrum Disorder accounted for 30.4%, Deafness 10.4%, Specific Learning
Disability 6.4% and Blindness 6.2%. Those with some form of physical disability
constituted 10.6%. Volunteers, professionals and some carers looking after many children
or adults with disabilities would not have responded to the question on disability type.

Table 5: Responses by Disability Type
State

Number

Percentage

Blindness or low vision

35

6.2

Deafness or Hearing Impairment

59

10.4

Speech and Language Disability

12

2.1

Intellectual Disability

24

4.2

Down Syndrome

34

6.0

Specific Learning Disability (including Dyslexia)

38

6.4

172

30.4

ADHD

19

3.4

Cerebral Palsy

36

6.4

Spinal cord injury

19

3.4

3

0.5

13

2.3

8

1.4

16

2.8

1

0.2

Mental Health Disability

25

4.4

Ageing-related Disability

11

1.9

5

0.9

Rare Diseases (some rare diseases would have been
included in conditions above)

13

2.3

Other disability

24

4.2

565

100.0

Autism Spectrum Disorder

Spina Bifida
Muscular Dystrophy (including Spinal Muscular
Atrophy & Duchenne Muscular Dystrophy)
Stroke
Single Limb or Multiple (Arm/Leg) Impairment/Shortening/
Loss; Polio
Dwarfism

Diabetes-related Disability

Total
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Table 6 below compares the types of disabilities represented in this study with the
disability registration data of the Department of Social Welfare, Ministry of Women,
Family and Community Development, Government of Malaysia.
The Department of Social Welfare uses seven categories:
•
•
•
•
•
•
•

Blindness;
Deafness;
Speech Disability;
Physical Disability;
Learning Disability;
Mental Disability;
Others.

Data from this study were recoded to fit the disability categories of the Department of
Social Welfare. The data show that Deafness, Speech and Language Disability, Learning
Disabilities (especially children with Autism) and Other disability categories are better
represented in the data of the present study. This in part reflects the limited registration
of some of these persons with disabilities in the national registration system.

Table 6: Responses by Disability Type as per Department of Social
Welfare Classification
Department of

Disability Type Reclassified According to
Department of Social Welfare Classification8

Social Welfare
Disability Registration Data

Number

Percentage

Number

Percentage

Blindness

35

6.2

53,089

8.9

Deafness

59

10.4

40,854

6.8

Speech Disability

12

2.1

3,083

0.5

Physical Disability+

96

17.0

218,173

36.4

Learning Disability*

287

50.8

206,030

34.4

Mental Disability#

25

4.4

49,645

8.3

Others

53

9.4

27,950

4.7

565

100.0

598,824

100

Data obtained from Disability Registration ‘Statistik Pendaftaran OKU Sehingga 31 Mac 2021’ of the Department of Social
Welfare, Ministry of Women, Family and Community Development.
+ Included in the Physical Disability category: Individuals with Cerebral Palsy; Spinal Cord Injury; Spina Bifida; Muscular
Dystrophy (including Spinal Muscular Atrophy and Duchenne Muscular Dystrophy); Stroke; Single Limb or Multiple (Arm/Leg)
Impairment / Shortening / Loss; Polio; Dwarfism.
* Included in the Learning Disability category: Individuals with Intellectual Disability; Down Syndrome; Specific Learning
Disability (including Dyslexia); Autism Spectrum Disorder; Attention-Deficit/Hyperactivity Disorder (ADHD).
# Included in the Mental Disability category: Individuals with Ageing-related Disabilities; Diabetes-related Disabilities;
Rare Diseases; and Other Disabilities.

8
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The representativeness of this study was also compared with that of the disability
survey component of the National Health and Morbidity Survey 2019 (NHMS 2019). The
data for the disability survey component of the NHMS 2019 were obtained from adult
respondents using the Washington Group Questionnaire (short version) and classified
into individual ‘domains’ of disability. The two data sets are not immediately comparable
in view of the following:
1. The present study included parents who were reporting childhood disabilities, while
the NHMS 2019 only looked at adults.
2. The present study focused on persons with disabilities in a sample, while the NHMS
2019 looked at all household members in the sample and gave population rates.
3. The calculation of disability differed in both studies.
4. Visual and memory disabilities featured higher in the NHMS 2019 sample, possibly
reflecting age-related disabilities.

Table 7: Responses by Disability Type as per
NHMS 2019 Classification
Disability Type Reclassified According to
NHIMS 2019 Disability Domains

NHMS 2019 Disability Domains Data

where Possible
Percentage

Percentage (95% CI)

Difficulty in Seeing

6.2

14.9 (13.75, 16.12)

Difficulty in Hearing

10.4

7.6 (6.71, 8.68)

2.1

2.0 (1.65, 2.38)

Difficulty in Walking+

17.0

10.4 (9.51,11.46)

Learning Disability*

50.8

NA

Difficulty in Communicating

Difficulty in Remembering@

4.4

7.0 (6.21, 7.96)

Difficulty in Self-care

NA

2.1 (1.81, 2.54)

Others#

9.4

NA

Total

100.0

National prevalence of disability
11.1 (10.10, 12.21).

+ The Difficulty in Walking category included individuals with Cerebral Palsy; Spinal Cord Injury; Spina Bifida; Muscular
Dystrophy (including Spinal Muscular Atrophy and Duchenne Muscular Dystrophy); Stroke; Single Limb or Multiple (Arm/Leg)
Impairment / Shortening / Loss; Polio; Dwarfism.
* The Learning Disability category included individuals with Intellectual Disability; Down Syndrome; Specific Learning Disability
(including Dyslexia); Autism Spectrum Disorder; Attention-Deficit/Hyperactivity Disorder (ADHD).
@ The Difficulty in Remembering category included individuals with Mental Health Disability.
# The Others category included individuals with Ageing-related Disabilities; Diabetes-related Disabilities; Rare Disease; Other
Disabilities.
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Availability of and Access to an OKU Card
Of the 546 who responded to the question on possession of/access to an OKU card,
78.8% indicated that they already had a government-issued OKU card. It may be noted
that volunteers, professionals and caregivers involved in the care of children or adults
with disabilities would not have responded to this question.
Of the 116 respondents who did not have OKU cards, 112 indicated their reasons for
this. The stigmatization associated with having an OKU card was cited by 17.9% as the
reason for not applying for one.
Furthermore, 15.2% did not see how an OKU card could help them, while 16.1% were
not aware of disability registration and the OKU card.
Those who responded with other reasons (28.6%) included persons who felt that they
had the financial means to cope or were waiting to see if it was necessary to apply for it.

The application form to register as an OKU:
<https://oku.jkm.gov.my/myDaftarOku>

Via this link <https://oku.jkm.gov.my/> the Reference Form Link may be
accessed to provide guidance in the form of the following eDocuments:
OKU Registration Form:
<https://oku.jkm.gov.my/storage/document/download/Borang_
Pendaftaran_OKU_-_BPOKU_Pindaan_2019.pdf>.
OKU Registration Guidelines:
<https://oku.jkm.gov.my/storage/document/download/Garis_
Panduan_Pendaftaran_OKU_Pindaan_2019.pdf>.
Online OKU Registration Application Guide:
<https://oku.jkm.gov.my/storage/document/download/Panduan_
Permohonan_Pendaftaran_OKU_Online.pdf>.
Job Match Form:
<https://oku.jkm.gov.my/storage/document/download/Borang_
Padanan_Pekerjaan_-_Pindaan_2-2019.pdf>.
Department of Social Welfare contact details:
<https://oku.jkm.gov.my/hubungi_kami>.
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Photo: Umashangari Selvamani, Computer Braillist (Braille Editor), Braille Publishing Unit, Malaysian Association for the Blind (MAB).
Photo source: Umashangari Selvamani.

Table 8: Reasons for Not Hoding a Government-issued OKU Card
Reason for Not Having a

Number

Percentage

In the process of applying for OKU card

15

13.4

Having an OKU card stigmatizes, so did not apply

20

17.9

Applied, but did not receive the card

3

2.7

OKU registration process too hard to manage

7

6.3

Do not see how OKU card can help

17

15.2

Not aware of disability registration and OKU card

18

16.1

Other reason

32

28.6

Total

100.0

Government-issued OKU Card

Total

Analysis of those with and those without OKU cards by type of disability shows that two
groups of respondents or participants are less likely to be registered:
Group 1: Older persons with ageing-related or diabetes-related disabilities; mental health
disabilities; stroke.
This group is less recognized as persons with disabilities, even by the medical profession.
With the stigma attached to being labelled disabled, those in this group tend not to
self-identify as persons with disabilities. Many older people refuse to try using assistive
devices, even when such devices could enhance their level of functioning and support a
degree of independence.
Group 2: Children with specific learning disability; autism spectrum disorder; ADHD;
speech and language disability.
Most parents of children with specific learning disability, Autism, ADHD and speech and
language disability have a problem with the stigma attached to having an OKU card. The
stigma translates into real barriers to securing an inclusive education; hence many defer
registration.
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JonWKhoo, Graphic Designer/ Digital Artist, with art works. Photo source: JonWKhoo.

Table 9: Holders of Government OKU Card by Disability Type
Disability Type

Government-issued OKU Card
Yes

No

Total

Blindness or Low Vision

31 (88.6%)

4 (11.4%)

35 (100%)

Deafness or Hard of Hearing

47 (83.9%)

9 (16.1%)

56 (100%)

Intellectual Disability

22 (95.7%)

1 (4.3%)

23 (100%)

Down Syndrome

30 (93.8%)

2 (6.2%)

32 (100%)

Cerebral Palsy

36 (100%)

0 (0%)

36 (100%)

Spinal Cord Injury

15 (78.9%)

4 (21.1%)

19 (100%)

Specific Learning Disability

27 (77.1%)

8 (22.9%)

35 (100%)

Autism Spectrum Disorder

129 (75.9%)

41 (24.1%)

170 (100%)

13 (72.2%)

5 (27.8%)

18 (100%)

ADHD
Spina Bifida
Muscular Dystrophy

3 (100.0%)
10 (83.3%)

0 (0%)
2 (16.7%)

Dwarfism

1 (100%)

0 (0%)

Speech and Language Disability

8 (66.7%)

4 (33.3%)

Mental Health Disability

12 (50%)

12 (50%)

3 (100%)
12 (100%)
1 (100%)
12 (100%)
24 (100%)

Ageing-related Disabilities

2 (18.2%)

9 (81.8%)

11 (100%)

Stroke

3 (37.5%)

5 (62.5%)

8 (100%)

13 (81.2%)

3 (18.8%)

16 (100%)

Single Limb (Arm/Leg) Impairment
Diabetes-related Disability

2 (50%)

2 (50%)

Rare Disease

9 (81.8%)

2 (18.2%)

11 (100%)

17 (85.0%)

3 (15.0%)

20 (100%)

430 (78.8%)

116 (21.2%)

546 (100%)

Other Disability
Total

4 (100%)
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Photo: Ernest Teoh, Undergraduate Student, Universiti Sains Malaysia. Photo source: Amar-Singh HSS.

Voting Registration Behaviour in the OKU
Community
To the question on status as registered voters, 643 responded; of these, 573 (89.1%)
were registered voters.
All categories of respondents had a high rate of voter registration.
Female respondents (90.0%) had a somewhat higher rate of voter registration than male
respondents (86.5%).

Table 10: Registered Voters and Relationship with Disability
Relationship with Disability

Registered Voter

Total

Yes

No

91 (81.2%)

21 (18.8%)

112

282 (93.7%)

19 (6.3%)

301

Family member

49 (77.8%)

14 (22.2%)

63

Carer

15 (93.8%)

1 (6.2%)

16

Friend

31 (91.2%)

3 (8.8%)

34

Volunteer

13 (86.7%)

2 (13.3%)

15

Professional

92 (90.2%)

Person with disability
Parent

Total

573 (89.1%)

10 (9.8%)

102

70 (10.9%)

643
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Photo: Sarina Md Rosli, Weaver, and Member, Stepping Stone Centre, Asia Community Service (ACS), Penang.
Photo source: Khor Ai-Na, ACS.

Of the 573 registered voters, 510 (89.0%) had voted in the 14th and last9 general election
(GE14 in 2018). This is a commendable rate of voter turnout. Indeed, it is higher than the
national average for the general election held in 2018 (voter turnout: 82.3%). Female
respondents (89.1%) were slightly more likely to have voted in the last general election
than male respondents (88.8%).

Table 11: Respondents Who Had Voted in GE14 and
Relationship with Disability
Voted in Last General Elections

Relationship with

(GE14 in 2018)

Disability
Person with disability
Parent

74 (81.3%)
261 (92.6%)

No
17 (18.7%)
21 (7.4%)

91
282

Family member

40 (81.6%)

9 (18.4%)

49

Carer

13 (92.9%)

1 (7.1%)

14

Friend

28 (90.3%)

3 (9.7%)

31

Volunteer

10 (76.9%)

3 (23.1%)

13

Professional

84 (90.3%)

9 (9.7%)

93

510 (89.0%)

63 (11.0%)

573

Total
9

Yes

Total

“last” as at the time of writing (December 2021).
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Photo: Mutharasapan Lakshmanan, Web Developer, and President, Kuala Lumpur and Selangor Deaf Media and Technology Association
(DeafMT) and Shoba a/p Sathiaseelan, Producer, BIMTV, with parents and sister. Photo source: Mutharasapan Lakshmanan.

There were 75 responses to a question on reasons for non-registration as a voter (more
than one response was permitted).
The majority (40.0%) had intended to register, but had not yet done so. Not knowing
how to register as a voter was an issue for 18.7% of the respondents. Disability-related
access barriers to registration were a problem for 4% of the respondents. Together, all
three groups totalled 62.7%. This underscores the importance of reaching out to these
groups, in languages and formats that they understand, to enable them to successfully
complete their voter registration.
Those who did not believe that their votes would make a difference (12%), along with
those who disliked politics or were disinterested in politics (17.3%), totalled 29.3%.

Table 12: Reasons for Non-registration as a Voter
Reason Not Registered as a Voter
I do not know how to register as a voter

Number

Percentage

14

18.7

Registration opportunities are not easily accessible for me
(due to disability)

3

4.0

I do not believe voting will make a difference to the country

9

12.0

I dislike politics or am not interested in politics

13

17.3

I intend to register, but haven't gotten around to doing it

30

40.0

Not old enough (aged 18-20 years)

3

4.0

Others

3

4.0

75

100

Total

30
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Reasons varied as to why respondents did not vote (more than one response was
permitted). Logistics was a main issue, accounting for 25.5% of respondents. Of this,
13.7% were living or working far from their hometowns where they were registered as
voters, while 11.8% were out of the country during GE14.
Barriers in the entirety of the voting process and in related physical arrangements were
a key factor that hampered participation in voting for 53% of respondents (27 out of 51
responses).
For 31.3% of the respondents, the barriers included challenges pertaining to organizing
transport to and from the polling centre, with support service (17.6%), and perceptions
regarding the inaccessibility of the polling centre (3.9%). Responses on issues regarding
poor access to the voting process (29.4%) included the following:
• Respondents’ difficulty in verifying their own details in the electoral register
(11.8%);
• Inaccessibility of the voting process for persons with disabilities (9.8%);
• No one had ever explained, in a way that respondents with disabilities could
understand, how exactly to exercise the right to vote (3.9%);
• Respondents’ perception of barriers that prevent persons with disabilities from
voting as easily as other citizens (3.9%).
Regarding the difficulty, for persons with disabilities, of accessing information on election
manifestos and choices, there were no (as in zero) responses. This was despite issues
such as non-provision of Bahasa Isyarat Malaysia10 (BIM) interpretation services at
ceramah,11 as well as BIM interpretation of election campaign information distributed in
audio and audio-visual formats and non-provision of election campaign materials in easy
read format.
It would be ideal if the lack of responses on this were indeed to represent an absence of
issues experienced by persons with disabilities.
Given the overall situation regarding limited access by persons with diverse disabilities
to public information for making informed election choices, the zero responses could be
read as indicative of poor awareness on the part of the OKU community.
This is an important area for focused effort to raise awareness among persons with
disabilities of the right to information (in formats that are accessible) - on an equal basis
with other voters - for making informed election choices.
Bahasa Isyarat Malaysia (BIM) = official Malaysia Sign Language, as cited in para 28 (3) (b), Persons with Disabilities Act,
2008 (Act 685).
11
Ceramah: pre-election talks routinely conducted by political candidates aspiring to be elected.
10
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Photo: Nur Farina Anuar, Weaver, and Member, Stepping Stone Centre, Asia Community Service (ACS), Penang.
Photo source: Khor Ai-Na, ACS.

.Table

13: Reason for Not Voting in GE14, 2018

Reason Did Not Vote in 14th General Election (GE14 in

Number

Percentage

It was difficult for me to check whether my details were cor
rectly entered in the electoral register

6

11.8

Information (on manifestos and election choices) was too hard
for me to access

0

0.0

Ceramahs were not accessible

1

2.0

The polling centre was not accessible

2

3.9

Getting transport and support service to and from the polling
centre was a problem for me

9

17.6

The voting process was not accessible for me

5

9.8

No one has ever explained to me, in a way that I can under
stand, how exactly to exercise my right to vote

2

3.9

From what I gather, the voting process has many barriers that
prevent me from voting as easily as other citizens

2

3.9

I was not sure whether my vote will make any difference

4

7.8

Out of the country at the time of the elections

6

11.8

Living or working at a distance from hometown (voting ad
dress)

7

13.7

Hospitalised or unwell

3

5.9

Others

4

7.8

51

100

2018)

Total

32
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A subset analysis (only looking at adult respondents with disability) was undertaken of
the 115 adults with disability. Of the 115, 91 are registered voters.
The data show that fewer of those with Blindness/Low Vision, Deafness/ Hard of Hearing
and Mental Health Disabilities exercised their right to vote, as compared with those with
Spinal Cord Injury and other respondents. This may be indicative of information and
communication barriers and practical support issues.

Table 14: Voted in GE14 by Disability Type
Voted in Last General Elections
(GE14 in 2018)

Type of Disability
Yes
Blindness or Low Vision
Deafness or Hard of Hearing

Total
No

7 (58.3%)

5 (41.7%)

12 (100%)

10 (76.9%)

3 (23.1%)

13 (100%)

Intellectual Disability

1 (100%)

0 (0%)

1 (100%)

Cerebral Palsy

5 (100%)

0 (0%)

5 (100%)

13 (92.9%)

1 (7.1%)

14 (100%)

Spinal Cord Injury
Autism Spectrum Disorder

0 (0%)

1 (100%)

1 (100%)

Dyslexia

1 (100%)

0 (0%)

1 (100%)

Spina Bifida

2 (100%)

0 (0%)

2 (100%)

Muscular Dystrophy

1 (100%)

0 (0%)

1 (100%)

Speech and Language Disability

1 (100%)

0 (0%)

1 (100%)

Mental Health Disability

9 (69.2%)

4 (30.8%)

Ageing-related Disabilities

1 (50%)

1 (50%)

2 (100%)

Stroke

2 (100%)

0 (0%)

2 (100%)

Single Limb (Arm/Leg)
Impairment

11 (91.7%)

13 (100%)

1 (8.3%)

12 (100%)

Diabetes-related Disabilities

0 (0%)

1 (100%)

1 (100%)

Rare Disease

4 (100%)

0 (0%)

4 (100%)

Other Disability

6 (100%)

0 (0%)

6 (100%)

Total

74 (81.3%)

17 (18.7%)

91 (100%)
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Photo: Ageing with disability, a growing trend. Photo source: Yuenwah San

Political Party’s/Candidate’s Position on Disability
Inclusion – How Much Does It Matter?
A political party or an independent candidate carrying a manifesto with a clear goal and
action points on disability would be favoured by the majority of respondents (87.3%).
This would be especially favoured by adults with disabilities and parents of children
with disabilities.

Table 15: OKU Community Voter Preference
During an election, would you vote for a political party or
an independent candidate whose manifesto has a clear
goal and action points
on disability?
Relationship

Very

Somewhat

Not

important

important

important

and would

and may

and will not

determine my

influence my

influence my

choice

choice

choice

Person with
disability

58 (55.2%)

34 (32.4%)

4 (3.8%)

9 (8.6%)

105 (100%)

Parent

161 (55.9%)

90 (31.2%)

8 (2.8%)

29 (10.1%)

288 (100%)

Family member

29 (49.2%)

20 (33.9%)

3 (5.1%)

7 (11.9%)

59 (100%)

Carer

3 (20.0%)

8 (53.3%)

0 (0.0%)

4 (26.7%)

15 (100%)

Friend

14 (45.2%)

13 (41.9%)

2 (6.5%)

2 (6.5%)

31 (100%)

8 (57.1%)

5 (35.7%)

1 (7.1%)

0 (0.0%)

14 (100%)

Professional

44 (47.8%)

40 (43.5%)

3 (3.3%)

5 (5.4%)

92 (100%)

Total

317(52.5%)

210(34.8%)

21(3.5%)

56(9.3%)

604(100%)

with Disability

Volunteer

Total
Uncertain
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Photo: Deaf parents, Jocephyne Yap and Charlie Wong, use BIM to communicate with their hearing children who are now skilful
multilingual communicators, including in BIM. Photo source: Jocephyne Yap.

Similar responses were given by respondents regarding election preference: they would
rather vote for a political party or an independent candidate with a performance record
of improving opportunities and options for persons with disabilities. A clear majority
(88.9%) indicated that such a performance record would be an important factor in their
voting choice.

Table 16: OKU Community Perception of
Performance Record (of Political Party/Independent Candidate)
During an election, would you vote for a political party
or an independent candidate with a performance record
of improving opportunities and options for persons with
disabilities?
Relationship
with Disability Very important
and would
determine my
choice
Person with
disability

Somewhat

Not

important

important

and may

and will not

influence my

influence

choice

my choice

Total
Uncertain

61 (58.1%)

30 (28.6%)

3 (2.9%)

11 (10.5%)

105 (100%)

174 (60.4%)

87 (30.2%)

7 (2.4%)

20 (6.9%)

288 (100%)

31 (52.5%)

16 (27.1%)

3 (5.1%)

9 (15.3%)

59 (100%)

Carer

6 (40.0%)

7 (46.7%)

0 (0%)

2 (13.3%)

15 (100%)

Friend

16 (51.6%)

12 (38.7%)

2 (6.5%)

1 (3.2%)

31 (100%)

9 (64.3%)

5 (35.7%)

0 (0%)

0 (0%)

14 (100%)

55 (59.8%)

28 (30.4%)

3 (3.3%)

6 (6.5%)

92 (100%)

352 (58.3%)

185 (30.6%)

18 (3.0%)

49 (8.1%)

604 (100%)

Parent
Family
member

Volunteer
Professional
Total
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Logo Design by JonWKhoo. Photo source: JonWKhoo.

It was interesting to note that, compared with the strength of the previous two
responses, it was deemed less important during an election to vote for a political party
that had fielded, as candidates in the election, persons with disabilities or parents/family
members of persons with disabilities. It was still a noteworthy factor at 69.4%, just not
as important as the previous two parameters: disability-inclusive manifesto (87.3%) and
performance record (88.9%) on disability inclusion.
Those who were uncertain about the importance of disability-inclusive performance
records (14.2%) were only marginally fewer than those who felt that it would not influence
their voting choice (16.4%).

Table 17: OKU Community Perception of Importance of
Candidates with Disability/Family Relationship with Disability
During an election, would you vote for a political party
that has fielded, as candidates in the election, some
persons with disabilities or parents/family members of
Relationship
with disability

persons with disabilities?
Very

Somewhat

important

important

and would

and may

determine my influence my
choice

choice

Total

Not important
and will not
influence my

Uncertain

choice

Person with
disability

36 (34.3%)

35 (33.3%)

18 (17.1%)

16 (15.2%) 105 (100.0%)

Parent

97 (33.7%)

109 (37.8%)

43 (14.9%)

39 (13.5%) 288 (100.0%)

Family member

14 (23.7%)

23 (39.0%)

11 (18.6%)

11 (18.6%)

59 (100.0%)

Carer

4 (26.7%)

4 (26.7%)

2 (13.3%)

5 (33.3%)

15 (100.0%)

Friend

9 (29.0%)

13 (41.9%)

5 (16.1%)

4 (12.9%)

31 (100.0%)

Volunteer

6 (42.9%)

5 (35.7%)

2 (14.3%)

1 (7.1%)

14 (100.0%)

28 (30.4%)

36 (39.1%)

18 (19.6%)

10 (10.9%)

92 (100.0%)

194 (32.1%)

225 (37.3%)

99 (16.4%)

86 (14.2%) 604 (100.0%)

Professional
Total

36
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Photo: Haiffyan bin Lali, ICT Trainer, Farah Nur binti Ab. Aziz, Customer Service Executive, and Baby Hayfa Sofya.
Photo source: Haiffyan bin Lali.

Disability Areas Deemed Important by
Respondents for Elected Representatives
to Focus on

Respondents were asked to rank areas of disability-related action that they would like
political parties and elected representatives to focus on and advocate for.
All areas listed require action. Figure 1 and Table 18 show the top three areas deemed
of highest importance to respondents:
• Improve employment inclusion (better and wider job opportunities);
• Improve education inclusion (inclusion in mainstream/regular classes);
• Enforce the rights of persons with disabilities.
It may be noted that there is only a marginal difference in the data for the areas ranked
second (improve education inclusion) and third (enforce the rights of persons
with disabilities).

Figure 1: Areas of Disability for Elected Representatives to
Focus on/Advocate for (Top 3 Choices Combined)
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Photo: Izdihar Janna Adzly (Janna). Photo source: Rafidah Rafizah Ahmad (Mother of Janna).
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Table 18: Ranking of Areas Deemed Important

Improve
Enforce the

employment

Rank of

rights of

inclusion

Importance

persons with

(better &

disabilities

wider job
opportunities)

Improve
education
inclusion
(inclusion in
mainstream
/ regular
classes)

Stop use of

Amend the

derogatory

Persons

labels &

with
Disabilities
Act, 2008

Accessibility

to give it

Better

terms that

financial

undermine

support

the dignity

Other
aspects*

Total

of persons

punitive

with

powers

disabilities

Rank 1

140 (24.2%)

108 (18.7%)

169 (29.2%)

44 (7.6%)

43 (7.4%)

44 (7.6%)

13 (2.2%)

18 (3.1%)

579 (100%)

Rank 2

100 (17.3%)

177 (30.6%)

108 (18.7%)

49 (8.5%)

61 (10.5%)

55 (9.5%)

19 (3.3%)

10 (1.7%)

579 (100%)

Rank 3

110 (19.0%)

104 (18.0%)

79 (13.6%)

46 (7.9%)

89 (15.4%)

109 (18.8%)

28 (4.8%)

14 (2.4%)

579 (100%)

350 (60.5%)

389 (67.2%)

356 (61.5%)

139 (24.0%)

193 (33.3%)

208 (35.9%)

60 (10.4%)

42 (7.3%)

579 (100%)

Top 3 Choices
Combined

* “Other aspects” included the responses of those who wanted all areas worked on, e.g., improvement in assistive devices (disability aids), better services (therapy) and group homes.
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Tables 19, 20 and 21 below show the data breakdown by type of respondent for the three most important areas.

Table 19: Most Important Area: Improve Education Inclusion
Stop use of

Amend the
Relationship
with
disability

Enforce the
rights of
persons with
disabilities

derogatory

Persons with
Improve

Improve

Disabilities

employment

education

Act,2008

inclusion

inclusion

to give it

Better
Accessibility

financial
support

punitive

terms that

Other

undermine

aspects*

Total

the dignity of
persons with

powers

Person with

labels &

disabilities

30 (29.7%)

24 (23.8%)

3 (3.0%)

15 (14.9%)

14 (13.9%)

10 (9.9%)

2 (2.0%)

3 (3.0%)

101 (100%)

Parent

59 (21.2%)

51 (18.3%)

107 (38.5%)

15 (5.4%)

9 (3.2%)

22 (7.9%)

6 (2.2%)

9 (3.2%)

278 (100%)

Family member

17 (29.8%)

7 (12.3%)

14 (24.6%)

3 (5.3%)

9 (15.8%)

4 (7.0%)

2 (3.5%)

1 (1.8%)

57 (100%)

Carer

3 (20.0%)

2 (13.3%)

3 (20.0%)

1 (6.7%)

1 (6.7%)

4 (26.7%)

0 (0.0%)

1 (6.7%)

15 (100%)

Friend

6 (20.0%)

8 (26.7%)

7 (23.3%)

3 (10.0%)

1 (3.3%)

2 (6.7%)

1 (3.3%)

2 (6.7%)

30 (100%)

Volunteer

6 (42.9%)

1 (7.1%)

4 (28.6%)

1 (7.1%)

1 (7.1%)

0 (0.0%)

1 (7.1%)

0 (0.0%)

14 (100%)

19 (22.6%)

15 (17.9%)

31 (36.9%)

6 (7.1%)

8 (9.5%)

2 (2.4%)

1 (1.2%)

2 (2.4%)

84 (100%)

140 (24.2%)

108 (18.7%)

169 (29.2%)

44 (7.6%)

43 (7.4%)

13 (2.2%)

18 (3.1%)

579 (100%)

disability

Professional

Total

44 (7.6%)

* “Other aspects” included the responses of those who wanted all areas worked on, e.g., improvement in assistive devices (disability aids), better services (therapy) and group homes.
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Table 20: 2 Most Important Area: Improve Employment Inclusion

Enforce
Relationship

the rights

Improve

Improve

with

of persons

employment

education

disability

with

inclusion

inclusion

disabilities

Person with

Amend the

Stop the use

Persons

of derogatory

with
Disabilities,
2008 Act

Better
Accessibility

financial
support

to give it

labels and
terms that

Other

undermine

aspects*

Total

the dignity of

punitive

persons with

powers

disabilities

24 (23.8%)

28 (27.7%)

15 (14.9%)

10 (9.9%)

14 (13.9%)

5 (5.0%)

2 (2.0%)

3 (3.0%)

101 (100%)

47 (16.9%)

85 (30.6%)

59 (21.2%)

22 (7.9%)

14 (5.0%)

37 (13.3%)

12 (4.3%)

2 (0.7%)

278 (100%)

Family member

8 (14.0%)

15 (26.3%)

10 (17.5%)

10 (17.5%)

5 (8.8%)

2 (3.5%)

1 (1.8%)

57 (100%)

Carer

2 (13.3%)

4 (26.7%)

2 (13.3%)

1 (6.7%)

2 (13.3%)

2 (13.3%)

1 (6.7%)

1 (6.7%)

15 (100%)

Friend

6 (20.0%)

5 (16.7%)

6 (20.0%)

1 (3.3%)

7 (23.3%)

3 (10.0%)

0 (0%)

2 (6.7%)

30 (100%)

Volunteer

2 (14.3%)

3 (21.4%)

3 (21.4%)

2 (14.3%)

2 (14.3%)

1 (7.1%)

1 (7.1%)

0 (0%)

14 (100%)

11 (13.1%)

37 (44.0%)

13 (15.5%)

7 (8.3%)

12 (14.3%)

2 (2.4%)

1 (1.2%)

1 (1.2%)

84 (100%)

100 (17.3%)

177 (30.6%)

108 (18.7%)

49 (8.5%)

61 (10.5%)

55 (9.5%)

19 (3.3%)

10 (1.7%)

disability
Parent

Professional

Total

6 (10.5%)

579 (100%)

* “Other aspects” included the responses of those who wanted all areas worked on, e.g., improvement in assistive devices (disability aids), better services (therapy) and group homes.
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Table 21: 3rd Most Important Area: Enforce the Rights of Persons with Disabilities

Enforce
Relationship

the rights

Improve

Improve

with

of persons

employment

education

disability

with

inclusion

inclusion

disabilities

Person with

Amend the

Stop the use

Persons

of derogatory

with
Disabilities,
Act, 2008

Better
Accessibility

financial
support

to give it

labels and
terms that

Other

undermine

aspects*

Total

the dignity of

punitive

persons with

powers

disabilities

21 (20.8%)

14 (13.9%)

22 (21.8%)

7 (6.9%)

14 (13.9%)

17 (16.8%)

4 (4.0%)

2 (2.0%)

101 (100%)

59 (21.2%)

44 (15.8%)

31 (11.2%)

23 (8.3%)

39 (14.0%)

63 (22.7%)

14 (5.0%)

5 (1.8%)

278 (100%)

Family member

8 (14.0%)

16 (28.1%)

7 (12.3%)

4 (7.0%)

6 (10.5%)

14 (24.6%)

1 (1.8%)

1 (1.8%)

57 (100%)

Carer

3 (20.0%)

4 (26.7%)

0 (0%)

1 (6.7%)

4 (26.7%)

0 (0%)

0 (0%)

3 (20.0%)

15 (100%)

Friend

3 (10.0%)

9 (30.0%)

2 (6.7%)

3 (10.0%)

5 (16.7%)

3 (10.0%)

4 (13.3%)

1 (3.3%)

30 (100%)

Volunteer

0 (0%)

4 (28.6%)

2 (14.3%)

2 (14.3%)

1 (7.1%)

3 (21.4%)

2 (14.3%)

0 (0.0%)

14 (100%)

13 (15.5%)

15 (17.9%)

6 (7.1%)

20 (23.8%)

9 (10.7%)

3 (3.6%)

2 (2.4%)

84 (100%)

46 (7.9%)

89 (15.4%)

14 (2.4%)

579 (100%)

disability
Parent

Professional

Total

16 (19.0%)

110 (19.0%)

104 (18.0%)

79 (13.6%)

109 (18.8%)

28 (4.8%)

* “Other aspects” included the responses of those who wanted all areas worked on, e.g., improvement in assistive devices (disability aids), better services (therapy) and group homes.
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Key Findings and Implications
for Lawmakers, Politicians
and Political Parties
This study looked not just at the opinions of adults
with disabilities, but also those of parents, family
members and allies. The allies included caregivers
of children or adults with disabilities, as well as
persons who provided disability support services,
such as, volunteers, paid workers and professionals
in any disability-related work.
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Photo: Pre-Pandemic Event. Photo source: Persatuan WeCareJourney.

Collectively, all these persons constitute 30% to 40% of the electorate.
Although they are from diverse backgrounds, they are united on disability
issues. They share the same ‘want’ - an improvement in the inclusion of
persons with disabilities, especially in education and employment, and in
the enforcement of the rights of persons with disabilities.
Those who are in politics and those hoping to be elected as Members of
Parliament or State Assemblymen would do well to pay attention to the
issues of persons with disabilities.

Concerns of Voters in the OKU Community
The opinion of this large segment of the wider community is clear. The
Government of the day or any elected representative must focus on:
• Improving employment inclusion (better and wider job
opportunities);
• Improving education inclusion (inclusion in mainstream/regular
classes);
• Enforcing the rights of persons with disabilities.
Below are four case studies that illustrate the concerns of the OKU
community. These case studies give insight into the daily struggles of
adults and children with disabilities. Many of these problems have only
seen marginal improvement over the past decades.
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Case Study 1
Issues:

Accessibility of the Built Environment
and Public Spaces - Accommodation and
Access for a Child with Physical Disability
in School
Education Inclusion in Mainstream Class
Raman,* eight years old, was born with spina bifida and mobilises with
a wheelchair. He has normal intelligence, with good speech and learning
abilities. He lives in a semi-urban location in Perak. He looks forward to
going to school and studying with others his age in a mainstream classroom.
However, the school teachers and headmaster of the school near his
home have been unwelcoming and unsupportive from day one of Raman’s
enrollment. After some reluctance, they allowed him to attend Standard 1,
but he was always kept at the back of the class – they said ‘because of his
wheelchair.’ The teachers say that Raman, with his OKU card (registered
as a disabled child), should attend special education classes which are
not available at the school. This despite the fact that Raman can perform
academically - his test scores rank higher than that of over 50% of his nondisabled classmates.
Raman’s problems grew bigger when he moved to Standard 2. The Standard
2 classrooms were located on the second floor of the school. He was not
able to climb the staircases to the second floor. Repeated attempts by
Raman’s parents to appeal to the headmaster to relocate Raman’s Standard
2 class to a classroom on the ground floor were ignored. Raman felt very
upset and became depressed. Raman’s father had been trying to carry him
and his wheelchair up to the second floor daily. The strain caused a back
injury.
Raman’s parents then appealed to his paediatrician to intervene. The
paediatrician wrote a formal letter to the headmaster requesting that the
class be brought down to the ground floor in view of Raman’s disability and
his excellent academic record (among the top 10 students for final Standard
1 examinations). However, there was no response from the school to the
letter. No action was taken to relocate the class that Raman was in.
The paediatrician then visited the school to speak to Raman’s class teacher
and the headmaster. The paediatrician pointed out that there was no
expectation of any big budget measure such as a lift. Instead, assigning
a ground floor class room to the Standard 2 class that Raman was in
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and switching a Standard 1 class to the second floor would be an easy,
practical measure well within the headmaster’s authority to implement.
The headmaster, supported by the teachers, dismissed the suggested
simple measure on the ground that it ‘would disrupt normal practice’ and
‘set a precedent.’
The situation compelled the paediatrician to appeal to the State Education
Department. That resulted in an officer visiting the school and instructing
the headmaster to move Raman’s Standard 2 class to the ground floor. The
headmaster reluctantly complied. When Raman went to Standard 3 the
same problem recurred!
*The identity of this child is kept confidential due to the risk of retaliation by
the headmaster and teachers.
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Key Points from Relevant Documents and Legislation
1. The Persons with Disabilities Act 2008 (Section 28-2) states:
“The Government and private educational providers shall, in
order to enable persons and children with disabilities to pursue
education, provide reasonable accommodation … in terms of among
others, infrastructure, equipment and teaching materials, teaching
methods, curricula and other forms of support that meet the diverse
needs of persons or children with disabilities.”
2. The Malaysia Education Blueprint 2013-2025 (PIPP) (Section 4-16)
states:
“Current mainstream schools lack disabled-friendly facilities such
as ramps, railings, handicap toilets and lifts. The Ministry will review
the state of these facilities and provide upgrades where needed
to ensure conducive learning environments for special education
needs students.”
3. The Zero Reject Policy, Ministry of Education (Surat Pelaksanaan Zero
Reject Policy), states:
“Memastikan pihak sekolah perlu membantu memenuhi keperluan
asas MBK dengan melaksanakan penyesuaian munasabah
(reasonable accommodation) seperti: mengubah kelas ke tingkat
bawah; membenarkan MBK menggunakan tandas guru sekiranya
tiada tandas mesra OKU; dan menyediakan susur landai (ramp)
mudah alih.”

Important Notes
1. Issues such as those in the Raman case study are easy to solve with
some understanding on the part of the school authorities. The lack of
enforcement of the Persons with Disabilities Act 2008 makes this type
of failure commonplace throughout Malaysia.
According to 2020 Ministry of Education data, 6,394 government
schools had enrolled special needs students. Of those, 730 government
schools had four access features (handrails; floor ramps; accessible
OKU toilets; and OKU parking lots). This meant that 11.41% of all
government schools had at least four access features, while 62.57% of
government schools had enrolled special needs students.
The zero reject policy has led to an increase in the enrollment of OKU
students. However, many schools are lagging behind in having neither
accessible infrastructure nor the resources for teaching and learning
required to support students with disabilities.

Advocacy for Disability Inclusion in Malaysia

2. All education-related infrastructure (schools, training centres, colleges
and universities) should be designed, constructed or renovated
according to universal design principles, to make them accessible for all
people, regardless of age, disability or other factors.
Education infrastructure should serve as learning venues that are
barrier-free, with enhanced access features for learners, parents,
grandparents, teaching staff members and other employees with
disabilities.
Adherence to the universal design of education-related infrastructure
should be mandated via legislation and made compulsory in the training
of planners, architects, building contractors and engineers.
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Case Study 2
Issues:

Dignity of Persons with Disabilities
Use of derogatory labels and terms that abuse and make fun of
persons with disabilities
Sarah,* is a 19-year-old girl who was born Deaf. She is a bright young
woman who did well academically. She recently moved from home to a
regional college to further her studies. Her ambition is to be a master chef.
Her parents were fearful of her moving out of the home and community
that she had lived in all her life. They were concerned that others might
not appreciate the challenges that she faced and discriminate against her.
Despite these concerns, Sarah’s determination and ambition convinced her
parents to give in to her requests.
The college where Sarah enrolled was aware that she was Deaf and was
prepared to make some accommodation for her to pursue her studies in
the culinary programme. Sarah’s problems started on her first day at the
college. She tried to use simple signing to communicate her requests,
supplemented with writing on paper or typing on a hand phone. This was
accepted by the staff, but some of the students who spotted this started
to make fun of her signing.
One student, Jason,* started to imitate her hand movements and
exaggerate them. He did this whenever she was nearby. This made many
of her classmates laugh at his antics, as well as at Sarah. Jason went on
to do an online video, dressed as a female, to mock her further. This was
seen by thousands of others. When it was brought to Sarah’s attention,
she became extremely embarrassed and distressed.
The other students started calling her deaf and dumb. No one bothered
to reach out to her or wanted to spend time with her. The words ‘deaf and
dumb’ were even scrawled as graffiti on one of the college walls. Sarah
became increasingly socially isolated and depressed. She stopped using
BIM (Malaysian Sign Language), as many would stare at her when she
used it; some even tried to video record her gestures.
When this matter was brought to the attention of the college authorities,
they tried to take action and get the online parody video removed. By that
time, it had been shared on many social media sites. They tried to make
Jason apologise and stop his behaviour, but this was only transient; he and
his followers continued to bully Sarah when the college authorities were
not around.
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*The identities of these persons are kept confidential and pseudonyms
are used here.

Key Points from Relevant Documents and Legislation
1. The Persons with Disabilities Act 2008 under ‘Access to Education’
(Section 28, para 3 (b) and (c)) states:
s. 28, para 3: “The Government and private educational providers shall
take appropriate steps and measures to enable persons and children
with disabilities to learn life and social development skills in order to
facilitate their full and equal participation in education including the
following:
(a) to facilitate the learning of braille, alternative script, augmentative
and alternative modes, means and formats of communication and
orientation and mobility skills, and facilitating peer support and
mentoring;
(b) to facilitate the learning of Malaysia Sign Language and the promotion
of the linguistics identity of the deaf community; and
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(c) to ensure that the education of persons, and in particular children,
who are blind, deaf or deaf-blind is delivered in the most appropriate
languages and modes and means of communication for the
individual, and in environments which maximize academic and social
development.”
2. The Persons with Disabilities Act 2008 under ‘Access to Cultural
Life’ (Section 31, paras (1), (3), and (4)) states:
s. 31, para (1): “Persons with disabilities shall have the right to access to
cultural life on an equal basis with persons without disabilities ….”
s. 31, para (3): “The Council shall take appropriate measures to enable
persons with disabilities to have the opportunities to develop and utilize
their creative, artistic and intellectual potential, not only for their own
benefit, but also for the enrichment of society.”
s. 31, para (4): “Persons with disabilities shall be entitled on equal
basis with persons without disabilities to recognition and support of
their specific cultural and linguistic identity, including Malaysia Sign
Language and deaf culture.”

Important Notes
1. The Persons with Disabilities Act 2008 lacks a definition of
discrimination and clear specific provisions that address the critical
issues of bullying, abuse and violence directed at persons with
disabilities. It also lacks any enforcement or punitive measures against
those who commit such violations against persons with disabilities.
2. All institutions of higher learning should have a disability inclusion policy
with a clear commitment to the practice of reasonable accommodation
and implementation of the Convention on the Rights of Persons with
Disabilities and the Persons with Disabilities Act 2008, a disability
services unit, as well as anti-bullying measures.
3. Negative perceptions of and discriminatory behaviour towards persons
with disabilities are commonplace in Malaysia. The Deaf community
in particular feels alienated. In Sarah’s situation, none of the other
students spoke up to advocate for her or put Jason down for his
abusive behaviour. Anyone could have reported inappropriate and
offensive material posted online to the Malaysian Communications and
Multimedia Commission (MCMC) and the platform administrator of the
various social media.
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4. There is a need to foster the understanding and practice of disabilityinclusive values in the education of children and society at large.
5. Counselling and psychological support ought to be made available to
victims of all forms of bullying, including cyber bullying (regardless of
disability, gender or ethnicity) on an equal basis with others.
6. Education authorities, students, teachers and all other personnel in
the Malaysian education system need to be made fully aware that
BIM is the official Malaysian sign language used by the Malaysian
Deaf community. BIM courses should be made easily available, with
incentives for learning. BIM competitions and a range of BIM cultural
events maybe offered to reinforce and popularize the learning and use
of BIM.
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Case Study 3
Issues:

Improving Employment Inclusion
Better and wider job opportunities for persons with disabilities.
Aaron* is a 26 year-old young man with autism. Since his diagnosis at the
age of 2½ years, his parents have worked very hard with the paediatrician,
therapists, early intervention programmes, and teachers to ensure he has
the best opportunities for his development.
They managed, with much struggle and advocacy, to include him in a
mainstream private school where the teachers recognised that he was very
bright, although he struggled with social and communication difficulties.
Aaron went on to study in a university where he did a double major in
business administration and accounting. He qualified as one of the top
three students in his batch. Aaron recognised that he had an analytical
mind, with a gift for working with numbers and computers. He wanted to
pursue a career in the banking industry.
While in the university, he had managed to make a few good friends
who accepted him. He also lived independently from his family. He had
developed a better command of the use of language, but still experienced
some difficulty in social interaction.
When Aaron graduated, he sent out many job applications. Despite his
excellent academic credentials, he was always turned away at job interviews.
He failed to get a job in nine different job interviews. One banking firm only
offered him a job as a temporary office boy.
Aaron felt very demoralised. He could do many tasks with great efficiency,
but was not valued for his potential contributions. Instead, regardless of
the nature of the jobs that he had applied for, he was primarily judged and
rejected on his level of social skills. His parents reached out to one of the
banking firms to understand its reluctance to hire him.
One of the managers told the parents that the interview panel was worried
that Aaron might become disruptive or have tantrums, as people with
autism were mistakenly expected to have repressed violent tendencies.
Privately, the manager also expressed his concern that what Aaron had
was ‘contagious’ and his own young children might become autistic, if he
spent prolonged time with Aaron.
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After an extended period of not being able to secure a job in the banking
industry, Aaron accepted a job in an accounting firm as an accounting
clerk. However, his employer and colleagues did not have prior training in
understanding autism and how they could support Aaron’s needs to enable
him to function well in the workplace. Aaron struggled. He especially
struggled to understand his colleagues who used a lot of ambiguous
language; and his colleagues did not know how to communicate in ways
that Aaron could understand, with clear explanations and context.
This greatly affected Aaron’s work and rapport with his colleagues. Aaron
also needed accommodation to his work environment, such as wearing
headphones while working to block out noise and needing visuals for
deadlines and workflow. But, that accommodation was denied him.
*The identity of this person is kept confidential and a pseudonym is used
here.
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Key Points from Relevant Documents and Legislation
1. The Persons with Disabilities Act 2008 under ‘Access to Employment’
(section 29 (1)) states:
“Persons with disabilities shall have the right to access to
employment on equal basis with persons without disabilities.”
2. The Persons with Disabilities Act 2008 also assigns to the National
Council for Persons with Disabilities functions that include the following
(Section 9 (1) (m)):
“to promote employment opportunities and career advancement
for persons with disabilities in the labour market, as well as
assistance in finding or obtaining employment on equal basis with
persons without disabilities; ….”

Important Notes
1. We need to remove attitudinal, physical, digital, institutional, systemic
and legal barriers to the participation of persons with disabilities in the
employment sector. The lack of any enforcement of the Persons with
Disabilities Act 2008, to prohibit discrimination at the pre-employment
stages and in the workplace, makes discriminatory recruitment and
employer behaviour commonplace.
2. Society needs to recognise and harness the contributions of persons
with disabilities to the economy and society. Negative and erroneous
views on the causation of disability need to be corrected.
3. Some autistic adults and those with learning disabilities who get
help to secure jobs (often via a job coach) tend to have difficulty in
keeping their jobs due to lack of understanding of and commitment
to reasonable accommodation in the workplace. The non-provision
of Disability Equality Training or Disability-Related Services Training
for management and co-workers allows for the perpetuation of an
ableist sense of superiority on the part of persons without disabilities
(the “abled”) and increases the risk of misunderstanding and conflict
involving workers with disabilities.
4. Special note to employers on harnessing the benefits of hiring and
retaining employees with disabilities:
Employers ought to meet the Government’s 1% quota for the
employment of persons with disabilities by, among others, undertaking
measures such as the following:
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4.1. Introduce and implement formal inclusive and diversity policies to
promote disability inclusion;
4.2. Introduce a probation or an internship scheme, supported by
reasonable accommodation and Disability Equality Training for all
employees, to improve workplace conditions for the successful
employment of persons with disabilities;
4.3. Introduce a buddy system as part of a strategy for reasonable
accommodation;
4.4. Create conditions for the successful employment of persons with
disabilities via specific efforts to tackle ableism in the workplace:
(a) Use job coach services more extensively to normalize the full
participation of co-workers with disabilities on an equal basis
with others;
(b) Facilitate recognition among management and workers that
disability could be explicit or hidden, cognitive, sensory,
physical or psychosocial; and it could occur at any stage in life,
necessitating the creation of disability-inclusive workplaces that
are welcoming for co-workers with disabilities;
(c) Enable management and co-workers to acknowledge, challenge
and eliminate prejudice, aggression and discrimination as
manifestations of deep-seated assumptions regarding persons
with disabilities as inferior, less able and of less value;
4.5. Support proactively in diverse ways the participation of employees
with disabilities in continuous learning and upskilling opportunities.
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Case Study 4
Issues:

ICT Accessibility for Persons with
Disabilities – Accommodation and Access
for Blind Students in Government Schools
Education in Mainstream Classes
Poor access to ICT by Blind students is a major issue for studying online
during the COVID-19 pandemic. Everybody, including students, teachers
and parents, is in a panic, and making all efforts to handle the new normal.
However, progress is very slow. There is a disturbing trend of Blind students
falling far behind sighted peers. Generally, most Blind students do not have
sufficient ICT skill sets for using assistive devices, including computers and
smartphones, and screen-reader software.
Below are some key challenges that Blind students in government
schools face:
1. Limitations of family support: The majority of the students are
dependent on their sighted family members to assist them in studying
online. However, many family members have not been taught how to
access ICT devices and use software. Furthermore, not all parents have
had a good education. Many parents are tied up with their work and
struggling to earn money to feed their families. From some teachers,
the feedback is that they made numerous attempts to contact parents
to discuss problems that their Blind children faced, but there was no
response.
2. Limitation of braille textbooks and reference materials: There is a
shortage of alternative resources, e.g., e-versions of physical textbooks
or reference materials. Blind students face problems/are totally lost
when the teachers are teaching online, if textbooks are being used as
teaching materials. Poor ICT skill sets and access further complicate
the issue.
3. Absence of adequate audio description of visual resources: It is
challenging for Blind students to understand, via online video streaming,
when teachers are trying to explain a diagram, how a science experiment
is being conducted and how to resolve a mathematics equation.
Without the necessary understanding, Blind students do not know
what questions to ask online.
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4. Compatibility with screen reader software: The limited textbook titles
and reference materials are not in the format that is compatible with
screen-reader software which converts text into voice. Anything in
image form is not accessible by Blind students because the screenreader software is unable to read it. Generally, captioning for images or
photos is not available.
For learning materials in video format, in most cases, audio description is
not available.
Those who prepare these materials are not trained to cater to Blind students
for meeting their ICT needs.
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Key Points from Relevant Documents and Legislation
1. The Persons with Disabilities Act 2008 under ‘Access to information,
communication and technology’ (Section 30) states:
(1) Persons with disabilities shall have the right to access to information,
communication and technology on equal basis with persons without
disabilities.
(2) The Government and the provider of information, communication and
technology shall in order to enable persons with disabilities to have
such access, provide the information, communication and technology
in accessible formats and technologies appropriate to different
kinds of disabilities in a timely manner and without additional cost.
(3) The Government and the private sector shall accept and facilitate the
use of Malaysia Sign Language, braille, augmentative and alternative
communication, and all other accessible means, modes and formats
of communication of their choice by persons with disabilities in
official transactions.
2. The Persons with Disabilities Act 2008 under ‘Access to Education’
(Section 28) states:
(1) The Government and private educational providers shall, in
order to enable persons and children with disabilities to pursue
education, provide reasonable accommodation suitable with the
requirements of persons and children with disabilities in terms of,
among others, infrastructure, equipment and teaching materials,
teaching methods, curricula and other forms of support that
meet the diverse needs of persons or children with disabilities.

Important Notes
1. Blind students need training to be equipped with skill sets for tackling
the basic functions of a computer; navigating online platforms; as
well as using essential software (e.g., Microsoft Word, Microsoft
PowerPoint, online platform), screen-reader software on the computer
(NVDA and JAWS), voice commands on a smartphone, and assistive
devices like the Orbit Reader. If Blind students are taught to handle the
ICT functions on their own, there will be less need to depend on sighted
family members or other assistants.
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2. Digital textbooks and reference materials need to be compatible
with screen-reader software that converts text into speech. The
materials also have to follow accessibility standards for blind
persons. For example, headings should be short so that it is easier
to navigate with screen reader software. Short headings also keep
documents looking and feeling less cluttered for readers who are
blind.
3. The people who prepare the digital materials need to understand the
needs of Blind students. Audio description and captioning are important
for enhancing understanding. Larger font size in PowerPoint presentation
materials and use of high contrast colours will help students with low
vision. All resource teachers and people who are supporting material
preparation should undergo proper training to meet the ICT needs of
Blind students.
4. Resource teachers should sit in online regular classes to understand the
challenges faced by Blind students. They should organize additional
classes with Blind students to review, explain further and answer
questions from those students.
5. Blind students must ask questions, if they cannot understand what the
teachers are trying to convey during online classes. Discussions with
classmates or participation in group study could facilitate understanding
and the gaining of knowledge.
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Photo: Anis Humairah binti Riduwan, Embroidery Abilympian. Photo source: Malaysian Council for Rehabilitation.

Story of Malaysian Gold Medal Abilympian,
Anis Humariah Binti Riduwan
Anis Humairah binti Riduwan, aged 20, is the youngest Malaysian
Abilympian selected to participate in the 10th International Abilympics
Competition in Moscow. Anis, the eldest of four siblings, has multiple
disabilities. Anis’s mother, Roziah binti Mohd Raziki, is her pillar of strength,
instilling in Anis confidence and supporting her to fulfil her dreams. Anis
completed her studies at a vocational training school (Sekolah Menengah
Pendidikan Khas Vokasional) in Merbok, Kedah, where her teacher informed
her about the Malaysian Abilympics Competition.
In 2018, Anis participated in the National Abilympics Competition under the
Embroidery Category and emerged as champion. This has enabled Anis to
now represent Malaysia at the next International Abilympics Competition.
Anis’s trainer is Dr. Rose Dahlina Rusli of UiTM. The Malaysian Council for
Rehabilitation, as coordinator of Abilympics in Malaysia, has established
cooperation with institutions that have expertise in skills development,
to improve the skills of national Abilympians such as Anis. These training
partners include the Centre for Instructor and Advanced Skill Training
(CIAST), under the aegis of the Manpower Department, Ministry of Human
Resources of Malaysia; UiTM; Ibrahim Sultan Polytechnic; Selayang
Community College; and Lee Flower Design Academy.
Anis has a unique talent for and skill in embroidery, creating beautiful designs
with a lovely harmony of colours. Today, Anis is a successful entrepreneur:
she and her mother run a business sewing and selling telekung (prayer
garments) in their hometown in Kuala Kangsar, Perak.
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Photo: Izdihar Janna Adzly (Janna). Photo source: Rafidah Rafizah Ahmad (Mother of Janna).

The Right to Education of a Daughter with
Cerebral Palsy: A Mother’s Story
By Janna’s mother, Rafidah Rafizah Ahmad, of Malaysian Advocates for
Cerebral Palsy (MyCP)12
My daughter, Izdihar Janna Adzly (Janna), 15 years old, has Cerebral Palsy.
Our journey to provide her with quality education has been an eventful
one, with so many challenges. When she was seven years old, Janna took
an IQ test and was assessed by a clinical psychologist. She was still within
the normal cognitive level, on par with peers of the same age.
As the years went by, the combination of being denied the level of
education suitable for her, getting excluded and being placed in special
needs programmes – all these affected Janna. Each year, the gap grew
bigger and it became harder for Janna to catch up with the mainstream
curriculum. With her daily routines and environment, it was difficult to find
age-appropriate friends for Janna. As a result, she is less mature than other
girls of her age.
12

MyCP: a Malaysian support group and advocate for children and individuals with Cerebral Palsy (CP)
and their families.
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From Janna’s perspective, life is so simple that I cannot help but worry about
her coping mechanisms in the real world and for pursuing an independent
life. Some things were a bit too much for her to understand and I’m not
good at explaining things to her.
Within a 12-year span, we tried everywhere that we could afford to send
Janna. She has attended a community-based rehabilitation centre, a centre
run by a civil society organization, three public schools, and two private
centres. She has also had two private tutors. There were a few times when
we were lucky enough to get her good teachers who believed in her ability
beyond her physical limitations. Janna has proven that she can learn and is
able to get good marks on her tests, only to lose the good teachers when
they got relocated and we had to start the process again.
We cannot just wait forever for opportunity to knock on our doors.
Opportunity is less likely when stigma and discrimination prevail. Janna
needs good teachers and to be in a proper schooling environment with
friends who can interact meaningfully with her. She also needs opportunities
to participate in non-academic activities and programmes. As much as I
believe in inclusive education, time is really not on our side. It saddens me
when my child can learn but nobody wants to teach her. So I did what I
thought was right at the time – I created possibilities, not only for Janna,
but also for her friends too because I believe that actions speak louder than
words.
Janna is now learning what she loves, such as science and two more core
subjects – Maths and English. Apart from learning academic subjects and
doing therapies, she also participates in Adaptive Dikir Barat13, CP Frame
Football, Magic Science Show for World CP Day, and has become a model
with a modelling agency and many more. What matters most is that Janna
enjoys participating in those activities with her friends and is able to be
part of something big – she is included as part of a team.

13

“Adaptive dikir barat” aims to empower children with cerebral palsy from all age and ability ranges,
enabling them to participate in cultural performances. The first invitation from Malaysia’s TV3 to
Gabungan Anak-Anak Palsi Serebrum (GAPS) to participate in a TV show was in October 2019.
<https://www.youtube.com/watch?v=wK1an_mE3HM>.
See also Suhaila Mohamad, 2020. “Factors Influencing Participation in Adaptive Dikir Barat for Children with Cerebral Palsy: A Case Study” in Journal of Special Needs Education. Vol 10 (2020). <https://
journal.nase.org.my/index.php/jsne/article/view/6>.
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Haymasuthan a/l Periasamy proudly holds his gold medal and Jalur Gemilang after becoming the Champion of the
Photography (Studio) skill category at the 9th International Abilympics1 in Bordeaux, France, in 2016. Photo source:
The International Abilympic Federation via the Malaysian Council for Rehabilitation.

Story of Malaysian Gold Medal Abilympian,
Haymasuthan a/l Periasamy
Haymasuthan a/l Periasamy grew up as a Deaf person from the age of
three, after a high fever. Haymasuthan is a certified graduate in Computer
System Technology from Institute Megatech.14
Haymasuthan’s passion for photography is rooted in an early curiosity
about cameras and using the camera of his uncle who is a photographer.
Haymasuthan pursued his passion. While studying at the Shah Alam
Special Vocational Education Secondary School, he was an active member
of its photography club. He often accompanied his uncle to take pictures,
especially at weddings.
After graduation and prior to becoming actively involved in the Abilympics,
Haymasuthan worked as an administrative executive for 12 years in his
father’s company. This was followed by five years of employment in a
photography company. As an assistant photographer, he photographed
interior design products, food and beverage items, and other commercial
products. His employer, Mr Chris Leong, trained him in taking photos for
commercial purposes.
14

Institute Megatech is renowned for its technical vocational education and training (TVET) that is
conducted in collaboration with the Department of Skills Development, under the purview of the
Ministry of Human Resources, Malaysia.
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At the 2015 National Abilympics Competition, Haymasuthan took first
prize in the Photography (Studio) skill category. In 2016, Haymasuthan won
for Malaysia the gold medal at the 9th International Abilympics, Bordeaux,
France. At the National Abilympics competition for the 10th International
Abilympics, Haymasuthan again took the first spot. Haymasuthan is excited
to be representing his country again and hopes to win another gold medal
for Malaysia.
For his progress in photography skills and lighting techniques, Haymasuthan
credited Mr Chris Leong for enabling him to learn on the job; and Encik Nik
Ridzuan of Universiti Teknologi Mara (UiTM) Puncak Alam whose two-day
studio photography workshop Haymasuthan attended.
Haymasuthan contributes voluntary photography services to events
organized by the Malaysian Council for Rehabilitation and other disabilityrelated civil society organizations. He also uses social media to encourage
other Deaf persons to develop their abilities and raise their awareness
about the merits of participating in the Abilympics.
Today, Haymasuthan runs a photography business and is a successful
freelance photographer. He continuously strives to hone his photography
skills to an ever higher professional level. At the same time, he hopes to be
a source of inspiration for other Deaf persons.
Haymasuthan feels that it is important to look out for opportunities and
seize those, to work hard and make optimal use of assistance available from
the Government, institutions and people who are willing to help, in order to
venture into entrepreneurship and self-reliance in the long term. And, not to
just sit around and be dependent on others for a livelihood.

“To succeed, one has to face directly the
challenges of being scorched in the sun and
drenched in the rain.”
-Haymasuthan a/l Periasamy, 2021
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Photo: Anthony Alexander CHONG Vee Yee. Photo source: Anthony Alexander CHONG Vee Yee.

From Special Education to Mainstream
Education: Linguistic Identity Rights
Matter
Story of Anthony Alexander CHONG Vee Yee, PhD

I am 39 years old.
I hold a PhD in sociology from Universiti Malaya and two Master’s
(linguistics and Deaf studies).
The education system that I experienced is still in place. When I reflect
on my experience of school, college and university, I realize that my being
born Deaf was not the problem, but rather the education system that held
me back. And, it also held back my Deaf peers.
In the formal education system, my Deaf peers and I struggled to understand
our teachers and the school authorities who used Kod Tangan Bahasa
Malaysia ((KTBM) or Manually Coded Malay15) and Sign Exact English.
15

KTBM is a form of sign language recognized by the Government of Malaysia and the Malaysian
Ministry of Education for use in aiding teachers to teach the Malay language to Deaf students in formal
education settings. It is not itself a language, but is a manually coded language, a signed form of oral
Malay. It is adapted from American Sign Language, with the addition of some local signs, and grammatical
signs representing affixation of nouns and verbs as used in Malay. It is used in Deaf schools for the
purpose of teaching the Malay language. Accessed on 4 January 2022, source: <https://en.wikipedia.
org/wiki/Manually_Coded_Malay>
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Bahasa Isyarat Malaysia (BIM) is the official Malaysian Sign Language
recognized by the Government of Malaysia, including in the Persons with
Disabilities Act, 2008. BIM is a language in its own right, with its own
grammar and structure. It is used in official events such as important
government press conferences, breaking news broadcasts and media
coverage of important deliberations by the Parliament of Malaysia.
Interestingly, BIM has its roots in the language that Deaf student boarders
used in the first Deaf school16 in the country, to communicate with each
other. This was against the background of the legal imposition of the Total
Communication Method17 introduced into Malaysia in the 1970s, after
an American, Professor Frances Parsons, met with the then Minister of
Education, Dr Mahathir Mohamad.
Unlike my peers, I had learned some Malay before learning KTBM. My
parents, two older brothers and a younger sister spoke Malay to me. I
learned to lip read their spoken Malay. If I could not understand, they would
fingerspell Malay words for me. They did not spell out full sentences, only
key words and I filled in the rest. With this means of communication, my
parents taught me moral values, ethical behaviour and how to develop a
good personality. It was my mother who communicated the most with me.
For that, my mother found someone to teach her fingerspelling.
My father, a school bus driver, did not know how to fingerspell and
communicated orally with me. In my childhood, my parents spent a lot of
hard-earned money on hearing aids that never worked. I felt sorry about
that. From the age of seven, on my own accord, I started doing most of
the household chores, to try and alleviate the burden on my mother who
worked full time as a street food vendor.
The Federation School for the Deaf (FSD) was the first school for Deaf students in the country; it
was established in 1954 by Lady Ethel Margery Templer, the wife of the British High Commissioner in
Malaya. Located in Penang, it is now known as Sekolah Menengah Kebangsaan (SMK) Pendidikan Khas
Persekutuan. Accessed on 4 January 2022, source: <http://everything.explained.today/Penang_Sign_
Language/>
17
Eleanor Culas was the first FSD student to study at Gallaudet University. She was impressed by the
“Manual Signs” method used by the Deaf communities in the United States. She was convinced that
this method would be useful in her own country. Eleanor Culas requested Prof. Frances M. Parsons, a
Gallaudet University sign language expert, to stop by and share with the FSD teachers her expertise
in the “Manual Signs” or “Total Communication.” The first local (Malayan) Principal of FSD, Ms Lee Kooi
Jong (better known as Dato’ Hajah Saleena Yahaya Isa), arranged for Prof. Parsons to meet the then
Minister of Education, Dr Mahathir Mohamad. In a 45-minute meeting, Prof. Parsons explained the
relative effectiveness of Total Communication, as compared with the oral method that was in use.
16

In follow up to that meeting:
1. Dr. Mahathir announced new legislation that obliged schools in Malaysia to teach Total
Communication and Sign Language. As a result, BIM (Bahasa Isyarat Malaysia) or MSL (Malaysian
Sign Language) became similar to American Sign Language after 1976. (<http://everything.
explained.today/Penang_Sign_Language/>).
2. The Ministry of Education approved a “Pilot Class” that used only Total Communication and FSD
was chosen as the first Deaf school to experiment with this method. The class was given five years
to test its effectiveness. However, after three years of probation, the Total Communication students’
achievement far exceeded that of the students in the Oral Communication class. Accessed on 4
January 2022, source: <https://en-academic.com/dic.nsf/enwiki/7000964>.
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I was fully supported by my parents financially and emotionally; they gave
me a home, food and the freedom to pursue my interests. When I wanted
to transfer to a mainstream school, they supported me completely. When
Internet service was introduced, my parents paid for me to have easy access
to it and for devices.
Although many Deaf students started studying under the KTBM system at
school, they could not manage well. So, they increasingly used BIM, which
is used by many in the Deaf community. After that, they dropped KTBM
and continued communicating in BIM with Deaf peers. BIM is important for
us to communicate our needs, feelings and opinions in everyday life.
In my case, for my primary school education, I was placed in special needs
education for eight years. I was able to understand most of my primary
school subjects and could have completed primary school in four years.
However, I opted not to move up faster. Instead, I chose to stay on with my
classmates till the conclusion of primary school education for all of us in our
cohort.
In secondary school, I was once again placed in special needs education
with the same classmates from my primary school and another primary
school. I spent the first six months with them, before I was transferred
to a regular mainstream class. The transfer happened because the special
needs teachers felt under pressure from me and asked me to move to a
mainstream class. They realized that special needs education was not
suitable for me.
After the transfer, I learned to adapt to the very different mainstream
culture of hearing classmates and teachers. My new classmates and
teachers welcomed me warmly. They must have expected that I would be a
slow learner and would achieve nothing much in my education. Their great
shock when I outdid every one of my classmates in the final examinations
was indicative of what they thought of me when I first joined the class.
The teachers were also in awe, as they saw that I did not pay attention
to them in class. Since then, I was popular in school and I gained more
respect. However, I spent most of my time being alone in school. I was only
able to communicate with my classmates when out of school and by using
technology: ICQ, an instant messaging platform18.
For all my studies, I continued experiencing similar issues in college and
university life, until I graduated with a Ph.D. The sole exception was the
18

ICQ is a cross-platform instant messaging and Voice over Internet Protocol (VoIP) client. The name
“ICQ” derives from “I Seek You.” The ICQ client application and service were initially released in
November 1996, freely available to download. ICQ was among the first stand-alone instant messenger
(IM). ICQ became the first widely adopted IM platform. Source: <https://en.wikipedia.org/wiki/ICQ>
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experience at Gallaudet University19 where I acquired a second Master’s
degree.
Despite having attended mainstream educational institutions far longer
than a special education school, I have more Deaf friends than hearing
friends. Somehow, friendship with hearing peers did not endure.
That was my experience. Most Deaf students from my time and today
have similar experiences. Despite our inclusion in mainstream classes with
hearing peers, we faced and still face loneliness while wearing a smile on
our faces in front of our classmates and teachers at school.
I am passionate about BIM and have been passionate about it for over 20
years as an activist, advocate and educator; also as a facilitator, speaker
/resource person, and researcher. I started taking BIM courses after
completing my secondary school education. When the courses stopped, I
started teaching BIM to others in the Deaf community20.
BIM is important for enabling Deaf persons to learn in the most natural and
effective way. Thus, it is critical for Deaf cognitive development, gaining of
knowledge and self-advancement. BIM is central to the linguistic identity
of Deaf Malaysians. There is great scope for Malaysians to develop BIM
poetry, literature, art and theatre and, for Malaysians to enjoy BIM creativity
and take pride in BIM enrichment of Malaysian culture.
I would like to see, in my lifetime, BIM taught as a language and used as a
medium of instruction and communication throughout the formal education
system, as well as in non-formal education settings. As Co-Founder and
Secretary, Malaysian Sign Language and Deaf Studies Association (MyBIM),
I shall continue to work hard towards the realization of this dream.

Gallaudet University, located in Washington, D.C., USA, is a private, federally chartered research
university, founded in 1864, for the education of Deaf and Hard of Hearing persons. It is the only
university in the world where students live and learn using American Sign Language (ASL) and
English. Accessed on 4 January 2022, source: <https://www.gallaudet.edu/> Gallaudet University
is officially bilingual, with American Sign Language (ASL) and written English used for instruction
and by the college community. The Gallaudet Office of Research Support and International Affairs
(RSIA) is internationally recognized for its leadership in Deafness-related research. RSIA researchers
gather and analyse data concerning the social, academic, and perceptual characteristics of Deaf and
Hard of Hearing populations, primarily to provide the information needed by educators in the field.
Staff members are skilled in various research methodologies, including surveys, test norming and
assessment, ethnographic studies, clinical studies, and information management. Accessed on 4
January 2022, source: <https://en.wikipedia.org/wiki/Gallaudet_University>.
20
Anandhi Gopinath (2021). “Deaf activist Dr Anthony Alexander Chong outlines plans for literary
workshop that highlights Bahasa Isyarat Malaysia.” in Options, The Edge, 23 December 2021.
Accessed on 4 January 2022, source: <https://www.optionstheedge.com/topic/people/deaf-activist-dranthony-alexander-chong-outlines-plans-literary-workshop-highlights>
19
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Photo: Hana Haziqah. Photo source: Sarini Bujang (Mother of Hana Haziqah).

Special Note on the Persons with
Disabilities Act 2008 and the CRPD
Law makers and the Government may note that amending the Persons
with Disabilities (PwD) Act 2008 to give it punitive powers did not rate as
high as other areas.
The PwD Act 2008 entered into force on 3 May 2008. It was inspired by and
enacted prior to Malaysia’s ratification, on 19 July 2010, of the Convention
on the Rights of Persons with Disabilities (CRPD).
Despite the critical importance of both mandates, for well over 10 years,
resources have not been invested in raising public awareness of their
significance. It is unsurprising that both are little known by the average
Malaysian or persons with disabilities. Only a small number are aware of
the obligations incumbent on ratification of the CRPD, particularly the need
for harmonization of not just the PwD Act, 2008, but also the domestic
legislation of all sectors with the CRPD. As a state party to the CRPD,
Malaysia is also obligated to submit, within two years of its ratification in
2010, an initial report to the United Nations Committee on the Rights of
Persons with Disabilities. Submission of the initial report is pending.
The enactment of the PwD Act, 2008 and the ratification of the CRPD
are major Malaysian milestones. However, their meaning and import
have eluded the OKU community. The true potential of both milestones
has yet to be fulfilled - for improving the education, work, general living
conditions, and rights of persons with disabilities. Elected representatives
and the Government have omitted to make the PwD Act 2008 well known
to the people. Similarly, no implementing rules have been developed to
guide diverse ministries and other government entities on their respective
responsibilities under the PwD Act.
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In this vacuum of poor understanding, respondents in this study did not
rank highly the amending of the PwD Act 2008. Juxtaposed with this is
the fact that 60.5% indicated as their priority the enforcement of the rights
of persons with disabilities. This is a proxy indicator of this segment of the
electorate for whom the rights of persons with disabilities are within reach.
It is vital that a major revision of the PwD Act 2008 be carried out.
This would enable Malaysia to have its own landmark legislation that is
in keeping with international twenty-first century standards on human
rights, with emphasis on the enforcement of the rights of persons
with disabilities.
Furthermore, to participate meaningfully in the overall process, the OKU
community could inform itself thoroughly regarding the PwD Act, the
CRPD, in the same way that civil society entities in neighbouring countries
have proceeded in follow up to ratification of the CRPD.

Voting Behaviour and Preferences of
the OKU Community as Electorate
The vast majority of the OKU community, including the allies, are registered
voters who make the effort to vote, despite challenges. This numerically
significant group of voters has indicated that it would vote for any elected
representative or political party that advocates for the inclusion of
persons with disabilities in mainstream society by making it a clear goal
in the election manifesto and having a performance record of improving
opportunities for persons with disabilities.
Furthermore, it is noteworthy that disability by association (i.e., an election
candidate who is a person with disability or is a family member of persons
with disabilities) does not directly correlate with voters’ perceptions of
a political party’s commitment to disability-inclusive action plans and
implementation, and subsequently their vote for a political party.
The Election Commission and the Government have a joint responsibility
to improve the:
• Understanding on the part of diverse groups in the OKU community
regarding how to register and how to vote;
• Accessibility of the voting process and infrastructure for persons
with disabilities, with a special focus on those with physical and
age-related disabilities, Blind/Low-vision persons, Deaf persons
and Hard of Hearing persons, and persons with Cognitive issues.
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Photo: Pre-Pandemic Event. Photo source: Persatuan WeCareJourney.

Special Note on Disability Registration for
the Department of Social Welfare (Jabatan
Kebajikan Masyarakat Malaysia (JKMM))
and Ministry of Women, Family and
Community Development (Kementerian
Pembangunan Wanita, Keluarga dan
Masyarakat (KPWKM))
That only 78.8% of persons with disability have an OKU Card (disability
registration) is of concern. Those that responded to this survey are very
likely the more technologically able who constitute the upper 60% of the
overall socio-economic group. As evidenced by Department of Social
Welfare data, especially when compared with NHMS data, many adults and
children with disabilities are not registered in the country. It is important to
note that 17.9% felt that having an OKU card would lead to stigma and
hence did not apply for it. Another 15.2% did not see how an OKU card
could help and 16.1% were not aware of disability registration.
The Ministry of Women, Family and Community Development must work
even more actively to remove the stigma attached to registration, especially
within government departments, and in particular the Ministry of Education.
The Department of Social Welfare would do well to note that these groups
are less likely to be registered:
• Older persons with ageing-related disabilities and stroke;
• Children with learning problems (including Autism).
There is scope for implementation of targeted approaches aimed at enabling
disability registration among these groups.
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On Disability Inclusion

Photo: Pre-Pandemic Event. Photo source: Persatuan WeCareJourney.

The root of disability exclusion issues is the narrow definition of what
is ‘normal,’ and what are ‘typical’ behaviours and what is ‘acceptable’ in
mainstream society. That narrow definition results in rejection of anyone
who does not easily fit within it.
The rejection of the diversity of humanity and consequent segregation of
persons with disabilities contradict the inclusion commitments in Malaysia’s
development plans. Ultimately, that represents an enormous loss, with
economic costs, to society as a whole.
Malaysian society needs to embrace an expanded definition of what
is ‘normal’ - one that reflects a grasp of the fact that everyone could be
disabled at any point in life and that ability-disability are part of a continuum
of the human experience through the stages of life. In every aspect of
the development process, adopting the universal design principle that
suits persons with diverse disabilities would benefit everyone and enable
persons with disabilities to participate in mainstream life.
As Malaysia becomes an ageing society 65 years after the nation first
hailed ‘Merdeka,’ it is time to accept our diversity and to reset our society to
be fully inclusive of persons with disabilities.

Unanswered Questions and
Future Research
This study did not assess which factors were the most important when
voting for a political candidate or party. Future studies could look at whether
factors other than disability weigh more strongly in voting; those factors
include ethnicity, religion and socio-economic promises.

CONCLUSION
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This study clearly shows that the
OKU community, including allies, are
keen to elect a government that focuses
on improving the rights and inclusion of
persons with disabilities in all areas - especially
employment, education and rights enforcement.

All political parties and candidates
standing for election would
stand a better chance of
success at the polls, if they
promote disability inclusion and, in that regard,
strengthen performance records on
realizing election promises on disability inclusion.
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A. Advocacy and Awareness Raising
B. Revision of the PWD Act 2008
C. Engagement by Politicians and Lawmakers
D. Promotion of Education and Employment Inclusion
E. Removal of Barriers to Voting

RECOMMENDATIONS
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Attention: Those aspiring to be elected to parliament, or state assemblies as well as those
who are already elected representatives are urged to pay attention to five action pillars:
A. Advocacy and Awareness Raising
1. Action by those in power, those with authority:
1.1. Elected representatives and government officers must make continuous and
concerted efforts with all government ministries and agencies, to:
a. Make known the provisions of the PwD Act 2008 and the CRPD, particularly
those directly relevant to the respective government entities, and the basic rights
enshrined in these mandates;
b. Follow up on action by government ministries agencies regarding:
(i) Related implementation progress in all development sectors that impact on
the lives of persons with disabilities, including but not limited to statistics,
the built environment, ICT environment, online platforms, public transport,
local government, housing, financial services, entrepreneurship development,
employment and self-employment, health, education, training, human
resources, public works, and youth and sports;
(ii) Preparation of Malaysia’s initial report for submission to the Committee on
the Rights of Persons with Disabilities which is still pending 10 years after its
submission was due.
1.2. Bernama21 must fulfil its important responsibility by devising creative means of
raising public awareness of the PwD Act 2008, the CRPD, ableism and the harm
caused by ableist behaviour.
1.3. All elected representatives, State Government Departments and Bernama must
collaborate on strengthening advocacy efforts on disability support services and
disability inclusion in the East Coast States of Peninsular Malaysia (Kelantan,
Terengganu and Pahang) and East Malaysia, to address the unique needs and
community challenges in those states.
1.4. To respond more effectively to voter concerns, elected representatives need to
gain an understanding of the principles and intent of the following documents:
2.1. Convention on the Rights of Persons with Disabilities;
2.2. Marrakesh Treaty to Facilitate Access to Published Works for Persons Who Are
Blind, Visually Impaired, or Otherwise Print Disabled (Marrakech Treaty);
2.3. Incheon Strategy to “Make the Right Real” for Persons with Disabilities in Asia
and the Pacific;
21

Bernama: an abbreviation of Berita Nasional Malaysia, this is the Malaysian National News agency, an autonomous body
under the Ministry of Communications and Multimedia, Government of Malaysia.
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2.4. ASEAN Enabling Masterplan 2025: Mainstreaming the Rights of Persons with
Disabilities;
2.5. Malaysian legislation: Persons with Disabilities Act 2008;
2.6. National Policy for Persons with Disabilities;
2.7. National Action Plan for Persons with Disabilities, 2016-2022;
2.8. Malaysia Education Blueprint, 2013-2025 (Preschool to Post-Secondary
Education);
2.9. Section 34A22 of the Uniform Building Bylaws that makes it compulsory for
buildings to be accessible, to enable disabled persons to get into, out of and
within buildings and be provided with facilities, such as accessible toilets, for
use by persons with disabilities;
2.10. Malaysian Standards (MS118423, MS133124 and MS118325) governing access
improvement of various aspects of the built environment.
B. Revision of the PwD Act 2008
1. The PwD Act 2008 was drafted under significantly different conditions from those
that prevail today. In the Malaysia of 2022, disability is associated with, among
others, the unprecedented rapid ageing of society, as well as the continued rise of
non-communicable diseases and road crashes. There continues to be increases in the
number of those with autism and children with rare diseases whose survival chances
are improving with medical and technological advancements.
Furthermore, there are major omissions from the PwD Act 2008 that must be rectified.
Those include the complete absence of: a definition of discrimination; and more
Amendment adopted on 20 September 1990 by the National Council of Local Government at its 35th meeting.
(1) MS 1184:1991 Code of Practice on Access for Disabled Persons to Public Buildings;
(2) MS 1184:2002 Code of Practice on Access for Disabled Persons to Public Buildings (First Revision);
(3) MS 1184:2014 Universal Design and Accessibility in the Built Environment - Code of Practice (Second Revision);
(4) MS 1184:2014, AMD. 1:2017 Universal design and accessibility in the built environment - Code of practice (Second
revision) AMENDMENT 1.
24
(1) MS 1331:1993 Code of Practice for Access of Disabled Persons Outside Buildings;
(2) MS 1331:2003 Code of Practice for Access of Disabled Persons Outside Buildings (First Revision).
25
MS 1183:1990 – Specification for Fire Precautions in the Design and Construction of Buildings.
22
23

Advocacy for Disability Inclusion in Malaysia

77

categories of disability, such as dementia; albinism; dwarfism; as well as disabilities
closely associated with chronic diseases and rare diseases.
There is also a need for specific provisions dedicated to:
• Groups that warrant particular attention (e.g., older persons; women and girls
with disabilities; children with disabilities; persons with extensive disabilities);
• Issues (e.g., the need to improve the long-term availability and uniform standard
of BIM interpretation services; accessible and affordable housing; accessible and
affordable technology and the ICT environment; long-term care arrangements;
equitable disability-inclusive participation in the election process; a standard userfriendly protocol for quick action via whistleblower protection, public shaming
and police reports in response to disability-related intimidation, bullying and
discrimination);
• Enforcement of the PwD Act 2008, with an OKU-friendly redressal mechanism
that recognizes OKU conditions and includes delivering justice to persons with
disabilities at their own doorstep;
• Practical steps towards harmonization of all domestic legislation with the CRPD,
following Malaysia’s ratification of the CRPD on 19 July 2010.
Such parameters underscore the call for major amendment of the PwD Act
2008. Importantly, there has been growing recognition of the need for repeal of
those provisions26 that reduce the PwD Act 2008 to the status of a “toothless
administrative act.”
The Ministry of Women, Family and Community Development, supported by the
Malaysian Bar Council and civil society groups,27 and in close cooperation with the
Attorney-General’s Chambers, is urged to:
1.1. Prioritize the drafting of amendments to the PwD Act 2008, and facilitating
consideration of the amendments, with a view to supporting their expeditious
review and approval by parliament;
1.2. Strengthen staff capability, motivation and number, budgetary resources,
institutional support and the authority vested in the Department for Development
of Persons with Disabilities, to enhance its status, effectiveness and efficiency as
the focal point Department for intra and inter-Ministry/Department consultation
on and coordination of matters related to the amendment of the PwD Act, as well
as serving as the secretariat of the National Council under the PwD Act and a
26
27

Sections 41 and 42 of the PwD Act 2008.
There is considerable civil society concern over the need for the updating and strengthening of the PwD Act 2008. Some
initiatives include the following: the Harapan OKU Law Reform Group has been working, since January 2019, on amendments to the PwD Act; the Malaysian Bar Council has, under its Law Reform and Special Areas Committee, also formed a
Subcommittee on PwD Act Amendments. The PwD Act only incorporates selected objectives from the Convention, and its
relatively narrow language does not adopt the full spirit and intent of the Convention.” Source: <https://www.malaysianbar.
org.my/press_statements/press_release_%7C_holistic_review_of_the_persons_with_disabilities_act_2008_essential_
to_the_rights_of_persons_with_disabilities.html>; the Malaysian Bar Council has also formed a Subcommittee on Law
Reform (PwD Act); the Malaysian Centre for Constitutionalism and Human Rights (MCCHR), in cooperation with the Harapan
OKU Law Reform Group, organized a meeting in Kuala Lumpur during 5 and 6 March 2020, to discuss amendments to the
PwD Act 2008.
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key source of the necessary support for the expeditious review and approval by
parliament of the draft amendments to the PwD Act 2008.
2. The Minister, Ministry of Women, Family and Community Development, is urged to:
2.1. Pioneer, as an example to other Ministers, the assignment of a senior Disability
Inclusion Officer, supported by a committed and dynamic team, to be located in
the Office of the Minister, and to:
(a) Facilitate meaningful consultation with persons with disabilities, their family
members and their allies regarding the relevance, impact and accessibility of
policies, programmes and action plans under the purview of the Ministry;
(b) Identify the means required for operationalizing disability inclusion within the
Ministry and in other Ministries, Departments and government institutions;
(c) Coordinate and collaborate closely with and support fully the Department for
Development of Persons with Disabilities in the implementation of its overall
mandate;
(d) Promote implementation of disability inclusion by concerned departments.
2.2. Establish disability inclusion in policies, plans and programmes of the Ministry of
Women, Family and Community Development, as a key performance indicator
throughout all departments, with continuous and frequent follow-up on progress.
2.3. Work collaboratively and creatively with other Ministers, and Heads of Departments
and government institutions, to enable each to improve on the employment
of persons with disabilities, thereby at least meeting, if not exceeding, the 1%
employment quota.
2.4. Convene monthly meetings of the National Council under the PwD Act 2008, to:
(a) Review progress on disability inclusion within the Ministry of Women, Family
and Community Development, and across all other ministries, departments and
government institutions, including to meet, if not exceed, the 1% employment
quota;
(b) Empower the National Council to fulfil its true potential and functions as
provided for in the PwD Act 2008;
(c) Discuss issues encountered, corrective action taken/required;
(d) Examine possible good practices of disability inclusion and promote those
genuinely worthy of wide emulation.
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Photo: Hana Haziqah. Photo source: Sarini Bujang (Mother of Hana Haziqah).
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C. Engagement by Politicians and Lawmakers
Members of Parliament, Senators, State Assemblymen and Local Council Members are
urged to:
1. Accord priority attention to consultation with persons with disabilities, parents of
children with disabilities, as well as caregivers and other allies, to understand their
concerns as the driver of decisions for policy direction, resource allocations, programme
planning, implementation, monitoring and evaluation.
2. Work closely with parents and caregivers to address in practical ways issues as they
arise in efforts aimed at the inclusion of persons with disabilities in the Malaysian
education and vocational training systems.
3. Identify decision-making processes whose outcomes have direct implications for
the quality of life, health, education and income-earning prospects of persons with
disabilities, and include in those processes persons with disabilities, parents of children
with disabilities, family members/caregivers of persons with disabilities.
4. Be transparent about actions taken and plans made towards tangible and measurable
improvement in the conditions for children, young persons, working-age adults and
older persons with disabilities to access, where they live, the following:
4.1. Quality health care;
4.2. Education and training;
4.3. Public transportation;
4.4. Safe and usable public spaces and all other aspects of the built environment
intended for use by members of the public, with the requisite design features
compliant with UBBL34A and Malaysian Standards (MS1184, MS 1331 and
MS1183);
4.5. Affordable and safe housing;
4.6. Information;
4.7. Income-earning opportunities and related support;
4.8. Sports and leisure opportunities.
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D. Promotion of Education and Employment Inclusion
Members of Parliament, Senators, State Assemblymen and Local Council Members are
urged to:
1. Identify practical ways of adapting good practices in other countries to accelerate
Malaysia’s progress in education, vocational training and employment inclusion.
2. Encourage and support more collaboration among various parties already working
on both education, vocational training and employment inclusion, to focus on:
2.1. Removing attitudinal, physical, digital, institutional, systemic and legal barriers to
the participation of persons with disabilities in the education and training system,
including apprenticeship/internship, probation, mentoring and life-long learning
programmes, as well as remunerative work opportunities;
2.2. Generating creative solutions that provide reasonable accommodation for
meaningful inclusion of students/trainees with disabilities in all education/
training stages and programmes, as well as of persons with disabilities in diverse
workplaces;
2.3. Harnessing the contributions of persons with disabilities to the economy and
society at national and local levels.
3. Engage with the Public Service Department, the Ministry of Human Resources and
other ministries to:
3.1. Track and share online with the rakyat the monthly records of all public sector
entities on progress towards meeting the 1% quota for the employment of qualified
persons with disabilities.
3.2. Identify good practices in the hiring process, including in disability-inclusive and
gender-equitable pre-employment steps, and in the retention of employees with
disabilities in the public sector, with attention to disability awareness raising among
employees, disability-inclusive peer support and mentoring, and local solutions to
the need for reasonable accommodation.
3.3. Generate media coverage of public sector entities that meet the 1% quota,
highlighting those that exceed the quota.
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E. Removal of Barriers to Voting
1. The Election Commission and the Government at national and state levels are urged to:
1.1. Improve the accessibility of the entire voting process, to enable persons with
diverse disabilities to register as voters and participate fully in exercising the right
to vote.
1.2. Remove barriers to voting, to uphold the right of persons with disabilities to
political participation, including by introducing accessibility measures such as the
following:
(a) Explain the right to vote in ways that are accessible and easy to understand
for persons with disabilities, including persons with learning disabilities and
persons with low levels of literacy;
(b) Make ceramah contents accessible for persons with diverse disabilities by
providing BIM interpretation, subtitles/captions, contents in audio format, as
well as braille and easy-read formats;
(c) Provide accessible transport service to polling centres;
(d) Ensure the accessibility of polling centres with wheelchair-accessible
pathways, clear signage with visuals and plain language, braille ballots and BIM
interpretation service;
(e) Ensure the availability of support services at polling centres for voters with
disabilities to enable them to exercise their right to vote.
(f) Enable Blind voters with disabilities to be supported by persons of their
individual choice whom they completely trust when they proceed to the voting
cubicle to exercise their right to vote.
2. Political parties and election candidates are urged to:
2.1. Develop disability-inclusive manifestos and action plans that:
(a) Are based on meaningful consultations with persons with disabilities, parents
and allies on issues faced by persons with disabilities, as well as their potential
and aspirations;
(b) Target removal of the attitudinal and other barriers to the equitable inclusion
rights of persons with disabilities.
2.2. Strive for stellar disability-inclusive performance records.
With the above implemented, ‘Merdeka’ would finally be within the reach of the OKU
community.
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As any disabled person will tell you, ableism or something
like it absolutely exists. Having a word to talk about it is
essential to understanding it and fighting it. Ableism is about
individual behaviour. And, it is also about social structures and
institutions. Long after people’s beliefs about disability improve,
laws, regulations and institutions keep ableism alive and do
enormous harm to disabled people.28

WHAT IS
ABLEISM?

Ableism means valuing and favouring people based on the
abilities of their minds and bodies. In simpler terms, ableism
is thinking, believing or behaving as though a person without
disability is more capable than or
superior to a person with disability.
28

Andrew Pulrang (2 November 2020). Accessibility New International.
Republished original article (25 October 2020),“Words Matter and It ’s Time
to Explore the Meaning of “Ableism,”” in Forbes Magazine:
<https://www.accessibilitynewsinternational.com/words-matter-and-itstime-to-explore-the-meaning-of-ableism/ >.
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“NORMAL”

is a MYTH,
a PROBLEM

and a PRIVILEGE
-Talila “TL” Lewis, 2021
Ableism views disability as “not desirable.” The world is not built with disability
in mind, leaving out people with disabilities. Hence, this makes living and
navigating the world hard for persons with disabilities and, in some cases, it
is impossible.
Ableism is a form of systemic discrimination and oppression of persons with
disabilities. This is manifested in how non-disabled people exercise power
over people with disabilities in harmful ways that respond to the perceived
disability. The harmful ways include violence, withholding or withdrawing
resources, degrading personhood, and eugenics29. It is important to note that
one does not have to be disabled to experience ableism.
Ableism is at the root of every oppression.30 Disability is disproportionately
represented in every single marginalized group.
How we are perceived by people in positions of power and authority
determines how we are treated generally, and how we are treated (medically/
health-wise), and “handled” (with dignity or roughly) by those who have more
resources than we do or who hold in their power something that we need.
29

30

Eugenics: “the idea that humanity as a whole, or a nation specifically, can and should be improved
or “purified” by controlling who is allowed to reproduce, and, in extreme cases, who is allowed
to live. “Eugenics” is a loaded word because of its connection with Nazi Germany.” – in Andrew
Pulrang, Ibid..

Talila A. Lewis (3 May 2019). “Longmore Lecture: Context, Clarity & Grounding” in <https://www.\
talilalewis.com/blog/longmore-lecture-context-clarity-grounding>.
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Ableism is found in every aspect of daily living:
•

How people talk about disability and persons with disability;

•

How people communicate with others;

•

How people make friends;

•

How people are hired, who gets screened out at the pre-employment
stage;

•

How workers are managed and workplace conflicts addressed;31

•

Which students are welcomed, which are not;

•

How students are taught;

•

To what extent the education system is structured based on explicit
recognition that 15% of all students are likely to require attention to
special needs;

•

Whether complacency with established practices have primacy or
whether there is genuine concern over the learning outcomes of
students and trainees and a determination to find creative ways to
optimize learning outcomes;

•

How buildings and infrastructure are designed and built;

•

How information is provided;

•

How healthcare is provided or withheld;

•

How policies are developed.

Thus, ableism affects every aspect of the lived experiences of persons with
disabilities, such as the following:
•

Legal rights;

•

Rights to sexual and reproductive health services;

•

Health care;

•

Housing;

•

Education;

•

Employment;32

•

Cultural life, recreation, leisure and sports;

•

Language;

•

Media coverage;

•

The built environment and related software and the provisions of
services;33

Michelle Ma (15 November 2021). “Here are four ways to dismantle ableism at work according to
disability advocates,” Protocol, in <https://www.protocol.com/bulletins/dismantle-ableismdisability-advocates>; Hassina Obaidy (21 July 2021). “Ableism and Ableist Microaggressions,”
People Leader Blog, in <https://emtrain.com/blog/diversity/ableism-and-microaggressions/>.
32
Michelle Ma (15 November 2021). “Here are four ways to dismantle ableism at work according to
disability advocates,” Protocol, in <https://www.protocol.com/bulletins/dismantle-ableismdisability-advocates>;Hassina Obaidy (21 July 2021). “Ableism and Ableist Microaggressions,”
People Leader Blog, in <https://emtrain.com/blog/diversity/ableism-and-microaggressions/>.
33
Olivier Nourry (9 December 2018). “How Ableism Leads to Inaccessibility” in
<https://www.24a11y.com/2018/how-ableism-leads-to-inaccessibility/>
31
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•

The digital environment and related hardware and the provisions of
services;34

•

Policies at all levels;

•

Institutions in society.

Examples of Ableism
Below are examples of ableism:35
•

Toilets that wheelchair users cannot enter or use safely.

•

Gradients of ramps that are too steep, too long and without a resting
place, making use of the ramps far too dangerous.

•

Non-provision of alt text or captions for images posted on websites and
social media platforms.

•

Non-provision of captions for films and videos.

•

Neglect of the right of girls and women with disabilities to knowledge
on sexual and reproductive health care that they can access and
understand.

•

Websites that do not meet international accessibility standards,36 are
not usable by all users with diverse levels of abilities and needs and that,
in effect, exclude users such as screen-reader users, users who can
only manage keyboard navigation, and users with learning disabilities.

•

Disaster warnings and rescue information that are issued only in audio
format, which cannot be accessed by Deaf persons, persons with
auditory processing disorders or poor working memory, and people
who do not understand the language used.

•

Denial of permission to students to use support tools and strategies
to enable learning, such as doodling while listening, typing instead of
writing, and having access to lesson notes before class.

•

Ignoring the fact that many disabilities are not visible and doubting a
person’s need to use facilities for disabled persons, such as accessible
toilets, seats on public transport, accessible parking.

•

Refusing to give medical attention to persons with disabilities or rescue
persons with disabilities on the general assumption that they shall not
live long or deserve a good quality of life; in this regard, according to
persons with disabilities lower priority also amounts to ableism.37

Olivier Nourry, Ibid..
See also Andrew Pulrang (1 April 2014). “3 Ableisms, Part 1: Well-Meaning Ableism:” in <https://
disabilitythinking.com/disabilitythinking/2014/04/3-ableisms-part-1-well-meaning-ableism.html>;
Andrew Pulrang (3 April 2014). ““3 Ableisms, Part 2: Systemic Ableism:” in <https://
disabilitythinking.com/disabilitythinking/2014/04/3-ableisms-part-2-systemic-ableism.html>.
36
Regarding web accessibility guidelines, see, for example:
<https://www.w3.org/WAI/standards-guidelines/wcag/glance/;>
<https://www.w3.org/WAI/standards-guidelines/wcag/>;
<https://www.w3.org/WAI/standards-guidelines/aria/>;
<https://www.w3.org/WAI/standards-guidelines/atag/>.
37
Andrew Pulrang (June 9, 2017). “Dealing with Medical Ableism,” Rooted in Rights, in
<https://rootedinrights.org/dealing-with-medical-ableism/>.
34
35
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•

Making fun of, name-calling, or insulting persons with disabilities and
treating disabilities as a source of amusement, in callous disregard of
their humanity and personhood.

•

Treating adults with disabilities as infantile.

•

Speaking over persons with disabilities and, instead, directing
communication to caregivers/care partners, ignoring the fact that
persons with disabilities do have views and can express those views.

Noteworthy excerpts from

“How Ableism Leads to Inaccessibility”

Posted on December 9, 2018 by Olivier Nourry38
If we adhere to the social model of disability, which prevails in
fundamental texts like the...CRPD, we can see inaccessibility as the result
of the environment’s inadequacy to cater for the needs of those who do not
fit the ableist norm criteria. Which is where ableism differs from other isms
that constitute a system of oppression: it is very often merely a form of
negligence, or of underachievement – and being content with it. Most ablebodied people do not have to worry much about how disabled people do,
because they don’t have a first-hand, repeated experience of interacting with
people with accessibility needs. As a result, they simply neglect to fully address
their needs, for lack of awareness. So discrimination based on disability
also happens by doing... nothing, or not much. It’s the result of not actively
pursuing the goal of putting down barriers to equal rights and opportunities.
Not from evilness nor disdain, but from sheer ignorance and inaction.
Of course, to achieve this, it is vital to actually engage with persons with
disabilities, to actively listen to them and infuse their feedbacks into
practices, since they are the best source of knowledge regarding their
experiences of life with a disability. But... their expectations and insights
are routinely ignored, dismissed, or altered. It’s not a specific trait of
ableism — other forms of oppression also confiscate the expression of the
oppressed. But in the case of disability, technical barriers to expression are
so easily built up ... in fact, they are here, solid and sturdy, by default; and
willful actions must be taken to overcome them. Without such proactivity,
their voices are effectively muted.

38

Olivier Nourry, Ibid.

87

88

Advocacy for Disability Inclusion in Malaysia

Noteworthy excerpt from

“Words Matter and It’s Time to Explore the Meaning of
“Ableism,””
Originally posted by Andrew Pulrang on 25 October 2020

“… disabled people can be ableist too, to each other, and to themselves.
Very few of us grow up within a disability culture. Whether from
childhood, accident or illness in adulthood, or ageing, we learn about
disability mostly from non-disabled parents, and/or non-disabled
doctors, therapists, and teachers. So most disabled people’s first
exposure to ideas about disability are heavily ableist. Though we may
not always realize it, a great many of us who are disabled accept the
idea that we are inferior, at least in regard to our disabilities. It takes
most of us a lot of time to meet other disabled people, come to realize
the experiences we all share, and identify the external barriers we all
face.”39

UNDERSTAND ME!

I am right here
39

Andrew Pulrang (25 October 2020).“Words Matter and It’s Time to Explore the Meaning of
“Ableism,”originally in Forbes Magazine: <https://www.forbes.comsitesandrewpulrang
/2020/10/25/wordsmatter-and-its-time-to-explore-the-meaning-of-ableism/#38d5dd147162>.

