Report of the Round Table Meeting

on Children with Disabilities
3 June 2013

MAHALETCHUMI BALAKRISHNAN
Final Draft: 14 JUNE 2013



REPORT OF THE ROUND TABLE MEETING ON 3 JUNE 2013 ON CHILDREN WITH DISABILITIES

1.

On 3 June 2013, UNICEF launched the State of the World’s Children (SOWC) 2013 Report in
Malaysia, at the Park Royal Hotel in Kuala Lumpur. The focus of SOWC 2013 is children with
disabilities, and following its launch, UNICEF conducted a round table meeting on children
with disabilities to discuss and exchange information on issues affecting the full realisation of
the rights of children with disabilities in Malaysia.

The launch and the round table discussion was attended by 54 people and included
representatives from the Ministry of Women, Family and Community Development
(MWEFCD), the Ministry of Health (MOH) and the Ministry of Education (MOE),
representatives from numerous national bodies, non-government organisations, corporates,
UN agencies as well as individuals who work with and promote the rights and interests of
children with disabilities. The Attendance List for the event is annexed as Appendix 1 to this
report.

THE LAUNCH OF SOWC 2013

The events of the day commenced with the screening of the ‘SOWC 2 Lives video on
Malaysia — Sports’, produced by UNICEF-Malaysia. Thereafter, Ms. Wivina Belmonte
(UNICEF Representative to Malaysia) gave the welcoming address, followed by opening
remarks from Datuk Harjeet Singh (Deputy Secretary-General, MWFCD). The full text of
Wivina Belmonte’s Welcoming Address is annexed as Appendix 2 to this report and the full
text of Datuk Harjeet Singh’s Opening Remarks is annexed as Appendix 3.

Mr. Azril bin Che Ibrahim, a 20 year old who is blind then spoke about his experiences with
his loss of sight, the difficulties he had to overcome in obtaining an education and how he
eventually represented Malaysia in international ‘blind futsal’ tournaments.

Datuk Harjeet Singh and Mr. Azril bin Che Ibrahim officiated the launch of SOWC 2013.

THE ROUND TABLE MEETING

The Objectives of the Meeting

6.

The objectives of the round table meeting were:

e To share with stakeholders the key findings, conclusions and recommendations of the
mapping report conducted by UNICEF;



For the key government ministries and departments to give an overview of government
policies, laws and programmes for children with disabilities and critical challenges /
gaps to fulfilment of rights for children with disabilities;

For NGOs to share some of their programmatic responses and key issues and challenges to
full realisation of rights for children with disabilities; and

To identify concrete recommendations on what UNICEF should do to support on-going
policy and programmatic initiatives related to children with disabilities in Malaysia.

Presentation by Cliff Meyers

7. The meeting commenced with Cliff Meyers, the Regional Education Advisor of UNICEF
(EAPRO), providing a summary of the global and regional perspectives on the rights of

chi

Idren with disabilities and UNICEF’s work in promoting such rights. Mr. Meyers explained

the evolving concept of disability, from a medical model to a social model. He also addressed
the fundamentals of moving from an exclusionary to inclusionary society, such as:

8. Mr

8.1

8.2

8.3

8.4

8.5

changing attitudes;

focusing on the ability of the child and not setting limits;
supporting the child and his / her family;

community based rehabilitation (CBR);

building assistive technology; and

incorporating universal design in all facilities.

. Meyers also summarised the key recommendations in the SOWC 2013:

Ratify and implement the CRPD, which contains specific provisions on inclusion of
children with disabilities in education;

Fight discrimination and enhance awareness, which must be implemented at a
leadership level, in policies and guidelines, at the operational level and at an individual
level;

Dismantle barriers to inclusion, for example in schools, health facilities and public
transport;

End the institutionalisation of children with disabilities, since institutional care is often
seen as a first option for children with disabilities;

Support families to meet higher costs of living and lost economic opportunities, for
example by providing vouchers for hospital care and schools, transport allowance,



8.6

8.7

8.8

8.9

4

income subsidies, social welfare schemes and protection measures, as well as ensuring
affordable assistive technology and reducing barriers and stigma for families;

Move beyond minimum standards by, for example, applying child friendly principles,
conduct monitoring using rubrics rather than simple checklists and involve children and
adolescents with disabilities in target-setting and monitoring;

Coordinate services across all sectors by for example, organising community centres
and pre-schools that are accessible to all children, linking early detection with referral
and support, avoiding secondary disabilities, linking social protection and welfare with
education and health, having resource centres that reach out to schools and
communities with skills, medical support and educational support;

Involve children and adolescents with disabilities as decision makers in target-setting
and monitoring, utilising self-assessments by service providers, families and children as
the basis for plans and targets and respecting children with disabilities as agents of
change; and

Promote a concerted global research agenda.

Mr. Meyers ended his presentation with a list of ways through which UNICEF is able to
support children with disabilities:

9.1

9.2

9.3

9.4

9.5

9.6

9.7

9.8

Conducting research on the status of children with disabilities, situation analysis, good
practices, barrier and bottleneck analysis;

Policy review and reform;

Assist in integrated early childhood detection centres;

Facilitating capacity development by conducting training and skills development;

Setting implementation guidelines;

Facilitating coordination and networks to strengthen NGOs and support government
agencies;

Assist in providing resource centres that reach out to schools and communities;

Facilitating advocacy through the media.

Should we include Cliffs presentation as annex 4 ?



Presentation of Key Findings of UNICEF-Malaysia’s Mapping Study

10. Cliff Meyer’s presentation was followed by the presentation of a summary of the issues,

11.

conclusions and recommendations of UNICEF-Malaysia’s Mapping Study on the Policies,
Programmes, Interventions and Stakeholders for children with disabilities in Malaysia. Dr.
Victor Karunan, the Deputy Representative of UNICEF-Malaysia provided a background to the
mapping study and its context in relation to the round table meeting.

Ms. Mahaletchumi Balakrishnan, the consultant for the Mapping Study, presented its key
findings, beginning with a brief outline of the mapping sectors under the study, the
methodology used and the constraints faced. A summary of the key findings is as follows:

Sector Key Findings and Recommendations
Laws and On the international level, Malaysia has signed on to both the CRC and CRPD,
Policies although it has placed a number of reservations in relation to each. Malaysia

has yet to sign the Optional Protocol to the CRPD, which sets up two
complaints and redress mechanisms for those aggrieved by a violation of the
CRPD by parties to the convention.

On the national level, there is no specific legislation or national policy for
children with disabilities. The policies and strategies for children with
disabilities are subsumed within two Acts, the PWD Act and the Child Act,
and the national policies enacted under them are as follows:

(a) National Policy for Persons with Disabilities and National Plan of Action
for Persons with Disabilities, which covers access to education,
healthcare, information, public facilities, public transportation system
and recreation, sports and leisure;

(b) National Policy for Children and Action Plan, which covers survival,
protection, development, participation and advocacy; and

(c) National Child Protection Policy & Action Plan which covers protection
of children who have been abused, neglected or ill-treated.

Malaysia has signed on to the Incheon Strategy, which was developed by the
United Nations Economic and Social Commission for Asia and the Pacific
(UNESCAP). It is the first set of regionally agreed disability-inclusive
development goals that aims to create an inclusive, barrier-free and rights-
based society for persons with disabilities in Asia and the Pacific.

The key findings and recommendations from the Mapping Study in respect of
the legal and policy framework for children with disabilities were as follows:

Sector Key Findings and Recommendations

Laws and e Malaysia’s reservations to the CRC and the CRPD should be lifted and it
Policies




(cont’d)

should sign the Optional Protocol to the CRPD.

e There is no prohibition against the discrimination of persons with
disabilities in the Malaysian Federal Constitution. This is inconsistent
with the CRPD, which prohibits discrimination against persons with
disabilities. This gap in the Federal Constitution could allow laws that
discriminate against persons with disabilities to still be passed and
enforced in the country. It is recommended that the Federal
Constitution should be amended to include prohibitions against
discrimination of persons / children with disabilities.

e  There are also no penalties or a redress mechanism in the PWD Act to
address violations of the Act. It is recommended that the Act should be
amended to include penalties and a redress mechanism against
violations of the Act.

e The recent commitment to the Incheon Strategy and the intention of
the Malaysian government to draft a new Plan of Action for persons
with disabilities that takes into consideration the goals and targets of
the Incheon Strategy, is welcomed. Where necessary, the National
Policy for Persons With Disabilities and all health and education policies
relating to persons / children with disabilities should be harmonised.

Defining Malaysia does not use a single definition or classification of children with
Children With | disabilities across all services sectors:
Disabilities

(a) The definition of persons with disabilities under the PWD Act includes
“those who have long term physical, mental, intellectual or sensory
impairments which in interaction with various barriers may hinder their
full and effective participation in society”.

(b) Under the registration system established by the MWFCD, those with
hearing disabilities, visual disabilities, speech disabilities, physical
disabilities, learning difficulties, mental disabilities and multiple
disabilities may register as persons with disabilities.

(c) However, under the Education (Special Education) Regulations 1997,
only children who are able to manage themselves without help are
eligible for the special needs education system. Those who are
physically handicapped with the mental ability to learn like normal
pupils and those with multiple disabilities, profound physical handicap
or severe mental retardation are not eligible.

It is recommended that the limitations to eligibility for special needs

education in the education regulations should be removed and a standard

definition of children with disabilities should be adopted for all sectors of
service.
Sector Key Findings and Recommendations
Dataon Currently, there is no comprehensive data collection mechanism and there is
Children With | insufficient disaggregation of the data that is available. Three sources of data




Disabilities

were considered:

(a) The DSW collects data on persons with disabilities through the non-
compulsory registration process. However, this data is insufficiently
disaggregated by age and since the registration process is not
compulsory, the data is non-conclusive. The total number of registered
persons with disabilities as at the end of 2012 is 445,006, which is
approximately 1.6% of the total population in Malaysia. This percentage
is significantly lower than the estimated average percentage of persons
with disabilities in a community, which is said to be approximately 10%
of the total population. The number of children with disabilities from
the total of 445,006 is unknown. However, since 2010, the DSW'’s
registration system has been electronised with online registration
available. This enables registration data from 2010 onwards to be
disaggregated by age, gender and type disability.

(b) The MOH collects data from the registration of children with disabilities
at hospitals and health centres, and this data is disaggregated into
specifics of age, gender and type of disability. However, the data is non-
conclusive because the registration process is not compulsory.

(c) The MOE has data on the number children enrolled in the special needs
education system. Again, as a source of data, the statistics are not
conclusive since only a portion of children with disabilities qualify for
special needs education and a large portion of children with disabilities
are not in the national education system.

The lack of reliable data on children with disabilities affects the ability to
develop policies and programmes targeting children with disabilities. It is
recommended that the Ministries concerned should work together to
establish a systemised and comprehensive data collection mechanism.

Key
Stakeholders

Three key national stakeholders were mapped who were responsible for the
majority of programmes and services concerning children with disabilities.
They are the MWFCD, the MOH and the MOE. Their functions and services
overlap in certain areas.

In addition, the National Council for Persons With Disabilities that is
established under the PWD Act has overall responsibility to oversee, co-
ordinate and monitor the implementation of national policies and plans of
action. It is chaired by the Minister in the MWFCD and comprises senior
government officers from the DSW, the MOH, the MOE, Ministry of
Transport, Ministry of Human Resources and Ministry of Finance. There are 6
committees under the National Council each with specific focus areas:
transport, employment, education, universal design and building
environment, quality of life care and registration of persons with disabilities.

Sector

Key Findings and Recommendations

Key
Stakeholders

Apart from the government stakeholders, there are also national bodies and
non-government organisations that represent and provide support services




(cont’d) for the disabled community and that advocate for the rights of persons with
disabilities and specifically children with disabilities. Many NGOs run early
detection and intervention programmes, special education and skills training
programmes and rehabilitation services.

Underlying The Mapping Study found several underlying and interrelated shortcomings

Shortcomings | that underpin the planning and execution of programmes and services for

in Policies, children with disabilities.

Stakeholders
&
Programmes

e A number of services provided by different agencies, such as MOH’s
health centres and the DSW’s CBR centres may be optimised by
synergising some resources and facilities.

e  Similarly, detection and intervention of children with disabilities are
carried out by the MOH and the MOE at different age groups, and the
shortcomings in their reach and effectiveness could be reduced by the
ministries combining infrastructure and expertise.

e Some of the barriers to accessing services such as the inability of certain
communities to attend rehabilitation in health centres and CBR centres
may be overcome by leveraging on the services run by other
government agencies that routinely access these communities.

e In addition, there should be a shift to a more proactive instead of
reactive approach to the delivery of services to children with disabilities.
Early detection, intervention and rehabilitation services still rely on the
child’s parents or guardian to make the approach to service providers or
to take the lead in accessing such services. However, many, especially
those in the lower income group, may not have the capacity, resources
or requisite knowledge to do so. Government agencies have the
multidisciplinary resources and multi-agency access to implement
programmes proactively.

e  The core objective should be that the various services for children with
disabilities must be seamless, so that there is no gap through which the
supervision of a child with disabilities may be lost.

e Toimprove cohesion between government agencies and programmes, it
is recommended that the functions and role of the National Council
should be enhanced so that it is empowered to directly formulate,
coordinate and enforce multidisciplinary and multi-agency policies and
programmes. The National Council should also be empowered to
facilitate and oversee funding for programmes and services, by liaising
directly with the Ministry of Finance and the ministries that execute
these programmes and services, to request for allocation and
disbursement of funds.

Sector

Key Findings and Recommendations

Early

It has been stated that more than 95% of CWDs and their families are
accessible by public health staff in the newborn period and in primary school
under existing programmes. Therefore, the roles that the MOH and the MOE




Detection play in the early detection process cannot be overstated.

(a) Currently, the MOH combines certain screening tests (such as for
autism) and tracks child development in its monitoring programme that
it runs for 0 — 6 year olds in government hospitals and health centres.

(b) The MOE conducts Literacy and Numeracy Screening (LINUS) tests on all
students in the first three years of primary level education. Where a
child fails these tests repeatedly, his / her parents are asked to refer the
child to the MOH for further medical assessment and screening.

Observations made in respect of early detection include the following:

e Effective early detection programmes require a multidisciplinary
approach and should involve the MWFCD, MOH and MOE. Expertise
from each should be incorporated in the process.

e  Early detection programmes should be proactive, not reactive. The
current programmes depend largely on the diligence or ability of
parents / guardians to monitor the child and actively participate in the
process.

e  The screening tools used in early detection must be validated.

e The implementation of a compulsory and multidisciplinary screening
programme for 0 — 8 year olds should be considered, as recommended
by the National Early Childhood Intervention Council (NECIC).

Healthcare With regard to healthcare services for children with disabilities:

(a)

(b)

The MOH has 242 health centres with rehabilitation services, which are
serviced by paramedics such as public health nurses and medical
assistants. Physiotherapists and occupational therapists based in
government hospitals provide input and supervise the cases in these
health centres. Certain health centres with heavy attendances have
their own physiotherapists and occupational therapists.

The MOH also provides technical input and outreach services to most
CBR centres.




Sector

Key Findings and Recommendations

Healthcare
(cont’d)

Observations made in respect of healthcare services include the following:

Healthcare services for children with disabilities have advanced
significantly in recent years, and the MOH should be commended for
their efforts. However, a number of impediments stand in the way of
the optimisation of these services.

There is a deficiency in skilled health care providers at every health
centre, including physiotherapists, occupational therapists, clinical
psychologists and psychiatrists.

While most parents send their children to CBR centres for screening,
intervention and rehabilitation, the MOH’s allocation of manpower and
resources to these centres is limited. Not all of the CBR centres are
serviced by the MOH’s healthcare providers, and the healthcare
providers are only able to visit those centres once a month for screening
and intervention programmes.

There also remains a severe lack of infrastructure and resources that
prevents healthcare and rehabilitation services at health centres and
CBR centres from reaching those in rural areas and the urban poor.
Health centres are generally located in cities and towns. While the
health teams at these centres do carry out home visits in cases of
children with severe disabilities, there remain many children with
disabilities, especially those from rural communities (including the
interior areas of Sabah and Sarawak) and lower income groups, who
face difficulties in accessing healthcare due to lack of transport and the
costs associated with it.

Education

There are three different schooling options for children with disabilities in
national special needs education system:

(a)

(b)

(c)

Special Education Schools (schools for children with disabilities);

Special Education Integrated Programmes (SEIP), (classes in
mainstream schools dedicated to children with special needs); and

Inclusive Education Programmes, (children with disabilities are
integrated into mainstream classes).

10



Sector Key Findings and Recommendations
Education Observations in respect of the special needs education system are as follows:
(cont’d)

(a)

(b)

(c)

Eligibility requirements for special needs education under the education
regulations exclude a number of categories of children with disabilities.

Within the schooling system, there are problems identifying children
with disabilities through the LINUS screening test.

The quality of special education teachers varies enormously, and the
training syllabus for special education teachers needs to be reviewed.

In addition, there is also an extremely limited availability of speech and
language therapists and educational psychologists in national schools.

The principle shortcoming in the special needs education system is the
failure to make inroads in the implementation of Inclusive Education in
mainstream schools. In 2012, only 562 children with disabilities were
enrolled in the Inclusive Education Programme in mainstream classes.
This figure represents around 1% out of the 50,738 children with
disabilities enrolled in special needs education in that year.

The following actions are recommended with regard to special education:

Immediate efforts to implement inclusive education practices;
Basic training in special needs education for all teachers;

Upgrade facilities and infrastructure in all schools to cater for students
with a range of disabilities;

Work together with NGOs with experience in early intervention and
special education initiatives;

Consider the strategies for the implementation of inclusive education
recommended by the NECIC, which include training of teachers and
development of curricula.

The Preliminary Report on the New Education Blueprint by the Malaysian
government (for 2013 — 2025) seeks to focus on Inclusive Education for
children with disabilities and to reach a target of 75% enrolment in Inclusive
Education programmes by 2025. This proposal is encouraging. However,
NGOs like the NECIC have questioned some of the strategies and targets in
the Blueprint. It is understood that the government is taking into account the

11



issues raised by these NGOs and is in the midst of revising the Blueprint.

Sector Key Findings and Recommendations
CBR CBR centres are established throughout the country by the DSW and
community groups. A CBR centre is meant to be a one-stop centre for
persons with disabilities, and is intended to provide such services as
diagnosis, rehabilitation, treatment, special education and vocational
training. There are currently about 486 CBR centres across the country.

Observations with regard to the operation of CBR centres include:

(a) While CBR centres are placed within communities for accessibility, many
parents still find it difficult to access them and many are unaware of the
service.

(b) The CBR centres have a shortage of adequately trained staff, and even
trained therapists. Where there are therapists, their numbers are often
insufficient to handle the case loads.

(c) Children with severe disabilities are often confined to the home and are
unable to access CBR centres for any intervention. Some CBR teachers /
trainers do visit these children at their homes for therapy but this is not
done on a regular basis and is dependent on the commitment of the
teacher / trainer.

The following actions are recommended to be taken with regard to CBR:

*  Provide a full range of CBR services in all CBR centres;

. Increase the number of trained personnel in each CBR centre;

. Increase and concretise tie-ups with other bodies for more expertise
and resources, for example with the MOH, the MOE and NGOs with
experience in rehabilitation, treatment and vocational training.

Protection SOWC 2013 states that children with disabilities are particularly susceptible

to abuse, and are three to four times more likely to be victims of violence.
Factors which place children with disabilities at a higher risk of violence
include stigma, discrimination and ignorance about disability, as well as a lack
of social support for those who care for them.

12



Sector Key Findings and Recommendations
Protection Some of the child protection services available in Malaysia are:
(cont’d)

(a)

(b)

Child Protection Teams (the composition of which includes a social
worker, a medical officer and a senior police officer) which coordinate
district-based services to families and children in need of protection. In
addition, some social welfare officers are designated as Protectors
under the Child Act and are empowered to take a child into temporary
custody if they are satisfied on reasonable grounds that the child is in
need of care and protection and if deemed necessary, to have the child
examined or treated by a medical officer.

The MOH coordinates One-Stop Crisis Centres and Suspected Child
Abuse and Neglect (SCAN) teams. The One-Stop Crisis Centres are
located in most government hospitals and provide clinical management,
counselling, temporary shelter and assists in arranging for social
welfare, shelter and legal support for the victims of child abuse. SCAN
Teams are placed in specialist government hospitals and are
multidisciplinary, multiagency hospital-based teams with welfare
officers and police officers that provide medical care, treatment and
support to maltreated children.

Observations in respect of protection services include the following:

Child advocacy groups have said that the interagency collaboration
between the MOH’s SCAN Teams, the police and Protectors under DSW
helps make the process of reporting an abuse less traumatic.

However, when the child in need of protection has a disability, specific
mechanisms must be set in place to ensure that the child can fully
access and utilise the child protection services that are in place.

Social workers, medical officers, law enforcement officers, other
relevant professionals who need to work with the child must be trained
to work with children with disabilities.

There are an insufficient number of Protectors and their caseloads are
too high to allow for effective case management and proper review of a
child’s placement. This has led to some children being returned to their
families, with the risk that the abuse may continue.

There is inadequate information on the abuse / exploitation of children
with disabilities. There is also inadequate information on the number
and situation of children with disabilities in institutional care. A study
should be conducted to analyse the risks and vulnerabilities of children

13



with disabilities to abuse and neglect in institutional care.

Sector

Key Findings and Recommendations

Accessibility

The provision of access to premises and transportation is connected to the
ability of children with disabilities to fully utilise their other rights, such as to
healthcare and education. In the healthcare system, a lack of an adequate
means of transport for children with disabilities in rural or interior areas
impedes their ability to utilise rehabilitation services in health clinics and CBR
centres. In the education system, the lack of disabled-friendly infrastructure
or facilities in a school can determine whether or not the school will accept a
child with disabilities into mainstream classes under inclusive education.

As a result of the government’s efforts, new buildings and renovated
buildings are generally built and equipped with a full range of facilities for
persons with disabilities. However, many older public facilities and public
walkways and spaces have not been adapted to be disabled friendly.

While persons with disabilities receive a number of rebates and discounts for
road tax and fares for public transport, the question of physical access to
such transport has still not been adequately addressed and much of public
transportation is still not disabled friendly.

The following actions are recommended:

*  All buildings (including older ones) should be out-fitted with a full range
of facilities for persons with disabilities, and a deadline for compliance
must be set.

*  All public transport vehicles and facilities must be disabled-friendly and
a timeline for compliance should be set.

Presentations by Key Government Stakeholders

14

12. The presentation of the summary of the Mapping Study was followed by presentations by
representatives of three government ministries, the MWFCD, the MOH and the MOE, who
provided an overview of policies, laws and programmes for children with disabilities and the
gaps and constraints they face.

Ministry of Health (MOH)

13. The first presentation was by Dr. Aminah Bee binti Mohd. Kassim (Deputy Director of the
Family Health Development Division, MOH). She identified the following constraints faced by

the MOH:



14.

15.

16.

17.

18.

19.

15

Insufficient knowledge;

Insufficient networking;

Lack of manpower (i.e. of skilled professionals);

Attitude of service providers, including medical professionals;
Insufficient funding.

Dr. Aminah Bee summarised the MOH’s programmes for children with disabilities as follows:

e Prevention and promotion of screening and treatment;
e Early detection and treatment;
e Disability limitation and rehabilitation.

She stated that the MOH has a format for registration for children with disabilities and a
Health Care for Persons With Disabilities 2011 — 2020 Plan of Action. With the assistance of
NGOs, the MOH also develops screening instruments for children and disability-specific
manuals and guidelines for medical professionals and care-givers.

She further mentioned that there is insufficient training of medical students in the
universities to identify and treat learning disabilities. She said that the MOH has begun to
conduct training programmes (such as on management of the child, early detection and
prevention and disability awareness training). She also pointed out that proper training is
most effective in small groups and through an intensive programme, which is both time and
cost consuming.

Dr. Aminah Bee stressed the need to increase expertise to work with the child, the family, the
community and the government, to empower parents to detect the early signs of disability
and to care for the child. She also pointed out the need for strengthening interagency
cooperation and the public support system for children with disabilities.

She also referred to the new MOH record book for children between 0 — 6 years, which
allows health centres and hospitals to monitor the development of children in that age group
by fixing appointments for the parent / care-givers to bring the child in for follow-ups. In
respect of CBR centres, Dr. Aminah Bee added that the MOH currently provides technical
support to 474 CBR centres.

Dr. Aminah Bee’s Slide Presentation is annexed to this report as Appendix 5.

Department of Social Welfare (DSW)

20.

Ms. Yeoh Joo Ai who is the Senior Principal Assistant Director of the Social and Community
Development Division of the DSW, presented an overview of the MWFCD’s policies, laws and
programmes for children with disabilities. She stated that based on the registration data of
the last three years under the new SMOKU online registration system that allows for
disaggregated data, 37% of registered persons with disabilities were children.



21.

22.

23.
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She pointed out that the DSW provides financial assistance for children with disabilities and
for the purchase of prosthetics and that the DSW has set up 7 institutions for rehabilitation
and care of children with disabilities under the ‘Taman Sinar Harapan’ institutions. She
further noted that CBR centres are currently still heavily funded by the DSW, and that the
MWEFCD targets to open at least 20 new CBR centres a year.

Ms. Yeoh Joo Ai stated that some of the challenges the DSW faces is that its data is not
comprehensive and not integrated. Further, she noted that the skill level among services
providers needs to be improved to be able to cater for the multiple needs of children with
disabilities. She further pointed to insufficient family support services and insufficient
physical accessibility for persons with disabilities.

Ms. Yeoh Joo Ai’s Slide Presentation is annexed to this report as Appendix 6.

Ministry of Education (MOE)

24,

25.

26.

27.

Ms. Lim Weng Fong, Assistant Director of Planning and Evaluation in the Special Education
Division of the MOE presented an overview of the special education provisions in Malaysia.
She ran through the legislative provisions for special education in the Education Act 1996 as
well as Malaysia’s international commitments on the subject. She set out the three options
available under the special education system, namely the Inclusive Programme, the
Integrated Special Education Programme and Special Education Schools.

She provided the following data on the number of students enrolled in the special education
system:

YEAR 2006 2007 2008 2009 2010 2011 2012

TOTAL | 25,106 | 28,591 | 29,935 | 38,453 | 43,162 | 46,005 | 53,024

Ms. Lim Weng Fong also identified the following challenges in special education:

e Early detection and identification;

e Intervention and rehabilitation;

e Education for all;

¢ Inclusiveness (physical, social and emotional);

o Multiple disabilities;

e Curriculum and assessment (quality and relevancy);
e Employability and marketability;

e Multi-agency coordination;

e Mind-set and self-advocacy.

Ms. Lim Weng Fong'’s Slide Presentation is annexed to this report as Appendix 7.
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Plenary Discussion

28. The presentations were followed by plenary discussions, in which a number of issues were
raised:

28.1

28.2

28.3

28.4

28.5

28.6

28.7

28.8

There is a need for coordination, synergy and optimal allocation and utilisation of
resources by and between government agencies. There is also a need to engage and
involve other ministries / departments (apart from the DSW, MOH and MOE) that have
a role to play with regard to people / children with disabilities, for example the Ministry
of Housing and Local Government and the Ministry of Transport, etc.

While registration of children with disabilities is important, there needs to be an
understanding of the pros and cons of registrations. For example, a child with
disabilities with a registration card is likely to be automatically pushed into special
education classes, which reinforces stigma and exclusion, even if the child is able to
cope within mainstream classes.

With regard to the extent to which CBR programmes should operate independently of
the government, the general consensus was that the government must continue to
invest in CBR programmes and not leave them to be run purely as an NGO initiative /
venture.

On inclusive education, while the government was aiming at total inclusion, there was a
need for caution. Schools need to be prepared and equipped for inclusive education.
Otherwise we may run the risk of failing the children we want to help.

To implement inclusive education, schools should engage teacher aids for children with
disabilities. Big classroom sizes are also an obstacle to inclusive education. Classes
should be smaller in order to effectively use teacher aids. There should be pre-training
for all trainee teachers in basic special education.

The policies and social programmes relating to children with disabilities need to be
disseminated widely within government agencies, to parents of children with
disabilities and to the public. Currently, these policies and programmes are not known
to many people and this lack of knowledge significantly impacts the ability to execute
or enforce these policies and programmes.

Development of plans and policies for children with disabilities should be participatory
and involve all the relevant stakeholders.

Data collection needs to be strengthened. While each of the primary ministries /
departments collects data, it does not give a true picture of the prevalence of
disabilities amongst children. A true picture can only be obtained by conducting specific
disability studies. The MOH has conducted some studies on the prevalence of specific
disabilities within the community. The MOE is currently trying to ascertain the exact
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number of children with disabilities / special needs in national schools, as the data it
currently has is not accurate.

28.9 There were some concerns that money targeted for special education in schools was
being diverted for other uses. It was however clarified that money given to the schools
is coded and in general, the money is used well and for the purposes for which it is
allocated.

Presentation by representatives of NGOs

29. The meeting broke for lunch and when it reconvened, Mr. Phillip Chong from Malaysian Care
spoke about his experiences as a person with autism.

30. This was followed by a presentation by Dr. Amar-Singh HSS, Senior Consultant Paediatrician
(Community) and Head of the Paediatric Department at HRP Ipoh Hospital, Perak and
President of the NECIC, who gave an overview of the initiatives, programmes, key challenges
and obstacles to the full realisation of rights of children with disabilities in Malaysia. Dr.
Amar-Singh HSS’s Written Paper is attached as Appendix 8 to this report.

Group Discussions

31. After Dr. Amar-Singh HSS’s presentation, the participants were divided into three groups and
to discuss the following questions:

31.1 What are the opportunities and constraints to collaboration between Government
ministries and departments and with NGOs / private / corporate sectors for better
realisation of the rights of children with disabilities?

31.2 What are the recommendations for strengthening linkages and collaboration between
government agencies, and with NGOs and other actors to address physical, cultural,
economic and attitudinal barriers hindering children with disabilities from accessing
their full rights?

31.3 In what ways can UNICEF support on-going initiatives by government and NGOs in
respect of children with disabilities?

Group One

32. Group One was of the opinion that in order to answer the issues posed for discussion, one
should start by determining who is responsible for the realisation of the rights of children
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disabilities. Group One’s recommendations for strengthening linkages and

collaboration between government agencies, NGOs and other actors were as follows:

32.1

32.2

32.3

32.4

32,5

32.6

32.7

Remove physical barriers to access by engaging grassroots commitment. There are
about 152 town councils across the country, and the federal government agencies
should form local working committees with them that include people from various
sectors and agencies including non-government organisations and persons with
disabilities, to work on improving physical access to buildings and facilities.

The culture of acceptance of disabilities varies, from believing it's “God’s will” to non-
acceptance. A lack of awareness of disabilities heightens differences, so education is
important. Education and awareness must start from young.

The people surrounding a child with disabilities (parents, friends and teachers) must be
activated as a network of support for the child. A “buddy system” should be considered
to help adjust a child with disabilities into mainstream schools. Personal assistants
should be engaged in class for those with physical disabilities.

There should be general education for the public and specific education for the child
diagnosed with a disability and his / her caregivers.

There should also be more training for professionals in the medical profession to work
with children with disabilities and to understand policies and procedures relating to
programmes and services for persons with disabilities:

(a) All doctors must be targeted with the right information and must be taught to be
parent-focused.

(b) Doctors must also be trained on assessment of disabilities.

There should be more real life stories and personal accounts of children with disabilities
to create more public awareness. The media should be engaged to assist in this
endeavour.

The granting of disabilities allowance must be based on the disability and not based on
the family’s earnings.

On the question of how UNICEF can support on-going initiatives for children with
disabilities, Group One made the following suggestions:

33.1

UNICEF, as a non-service agency, can be a neutral platform to facilitate discussions and
coordination between various NGOs and ministries on a regular basis and also play the
role of evaluator to ‘audit’ and set standards for policies and services;
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33.4
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With its wide connection network, UNICEF can bring more partners to the table, and
integrate other organisations and government agencies;

UNICEF, as an international agency, has a wider public reach and can help take the
issues facing children with disabilities to a wider audience to help create paradigm
changes in society;

UNICEF can also play a role in capacity building by coordinating and facilitating
international training for government agencies and non-government organisations, so
that international standards can start being incorporated in local policies and
programmes.

Group Two

34. Group Two identified a number of constraints and opportunities to collaboration between
government agencies and non-government groups:

35.

34.1

34.2

34.3

Where there is a scarcity of funding for programmes within one government agency,
there may be funding available in a different ministry that could collaborate on a
particular project.

There are programmes and services by different government agencies that overlap, but
it is necessary to analyse the overlaps that are positive which increase reach, and those
that are negative which replicate, and are an ineffective use of, resources.

Collaboration between the agencies and ministries should be communicated and
operationalised.

Group Two made a number of recommendations for improving collaboration between
government agencies and with non-government organisations.

35.1

35.2

35.3

There should be a non-political, multi-agency, multi-disciplinary body to oversee and
monitor policies, programmes and services for children with disabilities, and the body
should include corporations and persons with disabilities.

Any gap between the transition of a child with disabilities from one stage to another
(for example, from early detection to schooling or from school to employment), should
be closed so that a child’s transitional needs through each stage are adequately catered
for.

Organisations such as UNICEF and WHO should meet with ministries and NGOs on a
regular basis to follow up on policies and programmes.
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Group Two agreed with Group One’s suggestion that UNICEF should create a neutral platform
where all issues can be discussed between all stakeholders, and that UNICEF could play an
important role in capacity building.

Group Three

37.

38.

39.

Group Three saw possible opportunities for inter-government agency and NGO cooperation
in the following areas:

37.1 The use of standardised screening tools;

37.2 Reviewing and agreeing on the methods to be used for data collection;

37.3 Advocacy on the CRC and the CRPD;

37.4 Widening the number of stakeholders involved in the delivery of services to children
with disabilities, including the PEMANDU unit (from the Prime Minister’s Office) and
NGOs;

37.5 Amending the PWD Act and the regulations relating to special education;

37.6 Placing the National Council directly under the Prime Minister’s Office, and for it to
manage all affairs relating to persons with disabilities; and

37.7 Improving the coordination and cooperation between government agencies and NGOs
on the running of CBR centres.

As for the constraints facing inter-government agency and NGO cooperation, Group Three
identified the following issues:

38.1 There is insufficient monitoring and communication between government agencies and
their officers on the ground;

38.2 There is a lack of continuity in policies and programmes, as there have been occasions
where the policies and programmes change when the head of a particular department
is replaced;

38.3 There are laws and regulations that impede the ability of government agencies to
collaborate more with NGOs, and these need to be amended; and

38.4 There is a general lack of awareness of the rights of children.

Group Three made the following recommendations for improving collaboration between
government agencies and with non-government organisations:
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39.1 The National Council should be empowered to carry out policy determination and
programme delivery;

39.2 The policies and programmes for children with disabilities should be benchmarked
against UNICEF and WHO standards;

39.3 The government should collaborate with NGOs and corporate bodies on disability
equality training.

Group Three also suggested that UNICEF could play a role by providing avenues for sharing of
international expertise and conducting of training, as well as to monitor and comment on
government programmes.

WRAP UP AND CONCLUDING REMARKS

41.

The round table discussion concluded with Dr. Victor Karunan summarising the main issues
and recommendations in the advancement of the rights of children with disabilities in
Malaysia, as follows:

41.1 On the areas of laws and policies, there is a need to promote an understanding of the
commitments that have been made by the government.

41.2 On data collation, there needs to be a more robust, reliable and disaggregated data
collection system. For children to be counted, it is necessary to know how many
children with disabilities there are. UNICEF is able to contribute some expertise in this
area.

41.3 On the question of collaboration and partnerships between various entities:

(a) There is an overlap between some programmes and services, some of which are
redundancies.

(b) A critical question is, who is leading? There is a bifurcation of responsibility, and
the leadership for a particular programme has to be clearly located.

(c) It is important to establish formal and effective ways by which government
agencies can work with others (such as NGOs, religious bodies and so on).

(d) There needs to be a move away from sectoral programming to holistic
programming. The obvious answer is to move the programmes and services
beyond a particular ministry, in other words, to move the overall leadership out.
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The discussions at the round table meeting also illustrate that there needs to be a
continuum of care of a child with disabilities so that his or her transition into adulthood
or employment is also catered for and monitored.

There is also an urgent need to change mind sets and attitudes through awareness-
raising initiatives. UNICEF can help in this area. This would include activities such as
training of care-givers, teachers and welfare officers. In relation to this, partnerships
should be forged with media organisations.

The question of protection of children with disabilities has not been dwelled on much,
but it is an area that needs to be addressed.

Another important suggestion that came out of the deliberations in this round table
meeting was providing opportunities for children with disabilities to speak for
themselves. This involves advocacy and empowerment initiatives, in which UNICEF can
play a part as it focuses on starting with the children themselves on advocacy and
empowerment.

42. Dr. Victor Karunan stated that throughout the year, UNICEF will be working on a number of
activities with the government and NGOs. UNICEF will facilitate dialogs like this round table
meeting whether on general areas or in smaller groups on specific topics. As for standard
setting, both UNICEF and WHO play a monitoring role under the CRPD and can use that
platform for evaluation and to promote standards. UNICEF will also continue to push for the
lifting of the remaining reservations to the CRC and the CRPD. It will also play an auditory role
over national policies and programmes.

43. The round table meeting ended at approximately 5.15 pm with Dr. Victor Karunan thanking
the speakers and participants.

Reported by: Mahaletchumi Balakrishnan

Date:

14 June 2013
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Appendix 2 — Welcoming Address by Wivina Belmonte (UNICEF Representative to Malaysia)

Speech

Launch of SOWC 2013
Roundtable on Children with Disabilities
3 June 2013

Good morning honourable guests, members of the media, ladies and gentlemen.

Thank you for your presence here today. And your participation at this important roundtable
discussion.

Let me also thank you for allowing us to use this occasion, to launch UNICEF’s annual flagship
publication — the State of the World’s Children — which this year focuses on Children with
Disabilities.

This report is a departure for UNICEF. It is unlike previous Reports, which typically start with a
statistic, highlighting a global problem that afflicts children.

The girls and boys to whom this edition of the State of the World’s Children is dedicated are not
problems.

A child is not disabled because they cannot walk, see or hear. They are disabled by a society that
excludes them. So our report this year brings attention to our blind spot — as we remind
ourselves that we need to see the child, before the disability.

It is a tragic irony that children who so often stand out because of their disability — who are so
often targeted because of their disability — subject to teasing, to stigma, to humiliation, to
violence — are too often INVISIBLE when it comes to policies, services and compassion.

No one group has its right compromised more consistently or more cruelly, than children with
disabilities. When they’re not objects of pity, they’re frequently targets of abuse. Discrimination
on the grounds of disability is a form of oppression. It pushes children and their families to the
margins, and subjects them to multiple deprivations;

- Globally, they're three to four times more likely to be subjected to violence than other
children.

- Children with disabilities experience multiple challenges. Including difficulty in
accessing education and an increase risk of violence, abuse and exploitation.

- Left off birth registers, hidden behind closed doors, shut away in institutions and
stigmatize, they are too often over-looked an under-estimated.

They’re not only excluded. They’re forgotten.
The reason so many of you are here today is because you share our conviction that when we see

the disability before the child, it is not only wrong for the child, it also deprives society of all that
child has to offer.
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So today, we are building on the leadership Malaysia has already shown. Malaysia already has
important policy and legal frameworks for people with disabilities; the 2007 national policy for
persons with disabilities and the national plan of action for persons with disabilities, the 2008
persons with disabilities Act. And in 2010 Malaysia was among the first to sign and ratify the
convention on the rights of persons with disabilities.

The challenge is shifting real commitment into relevant action. And that’s what brings us together
today — to discuss and address the gaps in implementation; gaps in access to health, education
and other essential services for children with disabilities in Malaysia. Public awareness and
education on issues of disability are still required, as are strong social support systems and
referral mechanisms. There is also a dire need for the collection of adequate statistical data on
children with disabilities. And we need to make sure that data is used in the development of
policies and programmes for these children.

We want to acknowledge the work of the Social Welfare Department in this regard. And
congratulate them on the award they received in March of this year, for their online registration
programme, which makes it easier for the community of people living with disabilities to register
for benefits with them, and with the Ministry of Education, Ministry of higher Education, Road
and Transport Department an Inland Revenue Board. The online registration is available in all 14
states, and all 104 districts.

The data is crucial — as a guide for allocating resources and support to children and their families.
All of us have a role to play in removing barriers to inclusion and participation as well as providing
a loving and nurturing environment to better support children with disabilities and their families.

UNICEF’s annual State of the World’s Children’s report calls for a fundamental change in the way
children with disabilities are viewed and treated, with a focus on the abilities of these children —
rather than what they cannot do. The report recognizes that these barriers are often more
disabling than any impairment itself.

We are convinced such a shift would benefit the child, their family and society as a whole.
We are convinced, because we have the evidence that proves it is so.

UNICEF has worked with partners and communities all over the globe to support inclusive
education.

The merit of such schools is not only that they are capable of providing quality education to all
children, they also help change discriminatory attitudes, by creating welcoming communities and
building inclusive societies.

Schools that include everybody, celebrate differences, support learning, and respond to individual
needs.
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The discrimination children with disabilities face, arises from social exclusion so entrenched, that
it traps these children and their families in a life of poverty, social isolation, ignorance and lack of
services and support. Time and again we’ve seen inclusive education radically change that
dynamic.
On behalf of UNICEF, | thank you for your active participation in today’s roundtable.
| hope that this year’s State of the World’s Children and our roundtable will help push the agenda
of children with disabilities forward in Malaysia, and serve to recognise the potential they have to

live their lives to the fullest.

| would like to conclude with something that | hope will set the tone for the upcoming
roundtable.

Children are not disabled because they cannot see, read or hear, they are disabled because
society excludes them.

Every child has something to contribute, as long as they’re given the chance.

Thank you.
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Appendix 3 — Opening Remarks by Datuk Harjeet Singh (Deputy Secretary-General, Ministry of
Women, Family and Community Development)

WELCOMING REMARKS BY
YBHG DATUK HARJEET SINGH

DEPUTY SECRETARY GENERAL OF THE MINISTRY OF WOMEN, FAMILY AND COMMUNITY
DEVELOPMENT, MALAYSIA

AT
ROUND TABLE MEETING — CHILDREN WITH DISABILITIES
PLAZA 1 (LOWER LOBBY), PARK ROYAL HOTEL, KUALA LUMPUR
3 JUNE 2013

[Salutation]

Distinguished participants,

Ladies and Gentlemen,

1. First of all let me extend my warmest greetings and welcome to all of you to the Round
Table Meeting on Children with Disabilities.

2. This meeting is indeed very significant as it brings together government and non-
government actors to discuss and exchange information on issues affecting full realisation
of rights of children with disabilities in Malaysia.

Children in Malaysia

3.  Children are the most valuable asset for our nation and future. The Malaysian Government
recognises that children play an integral role in the country’s survival, development and
prosperity. The participation and advancement of the present generation should usher in a
future generation that is confident, responsible and caring. Thus, Malaysia has undertaken
efforts in ensuring the rights of the children are protected. Malaysia’s multi-ethnic, multi-
religious, multi-lingual and multi-cultural society is our strength. The Government will
harness on the richness of diversification and provides the platform for making national
unity as the overriding objective and the goal of the national development agenda.

4. In view of this, Malaysia ratified the Convention on the Rights of the Child (CRC) in 1995 to
uphold its commitment to the protection and well-being of its children. There are 4 key
components in the CRC which have been given great emphasis by the Government for the
best interest of the child, namely:
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(i) survival;

(ii) protection;

(iii) development; and
(iv) participation

Legislation and Policies related to children in Malaysia

5.  The Child Act 2001 was approved by the Parliament as an important step in our effort to
protect the rights of the children. This Act recognises the child as a crucial component of
society, and appropriate provisions are accorded to the child in line with the general
principles of the CRC regarding care, protection, maintenance, support, rehabilitation and
development. It also takes into account the role and responsibility of the family as the
source of care, support and development for the child. In other words, the Child Act 2001
safeguards the best interests of children.

6. Recognising that children make up to 10 million (or 34%) of the country’s population, the
Ministry of Women, Family and Community Development has formulated 2 important
policies in 2009, namely the National Policy on Children and the National Child Protection
Policy. These policies translate the legal provisions of the Child Act 2001 into proactive
measures that can be implemented at all levels in the Malaysian society.

7. The National Policy on Children in particular, stresses that each child including a child with
disabilities has the right to be protected from any form of neglect, abuse, violence and
exploitation. It calls for providing with rehabilitation and integration into the family and
society. This is to ensure that each child has the right to holistic development in terms of
physical, cognitive, linguistic, socio-emotional, personality and spiritual development.

8.  The National Child Protection Policy, on the other hand encourages all organisations that
deal with children to develop guidelines on child protection. The policy focuses on aspects
of prevention, advocacy, intervention, reporting and support services in protecting the
children. Recognising that violence against children requires a holistic approach, the policy
provides for greater outreach, counselling and support services not only to any child who is
a victim, but also to families, offenders, and the society at large.

9. In addition, the importance of providing protection and well-being of children in Malaysia is
embedded in other policies as well such as the National Policy on Women and the National
Family Policy.

Government’s Initiatives Towards Realising the Rights of Persons with Disabilities in Malaysia

10. For the past 2 decades, issues relating to persons with disabilities have experienced a
paradigm shift, from charity-based to rights-based approach. This is in line with the United
Nations’ calls on the concept of “non-discrimination” where persons with disabilities have
equal rights and opportunities like other members of the society.
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As Malaysia sets its pace to become a fully developed nation by 2020, the Malaysian
Government strives to promote the rights of persons with disabilities in the country
especially children with disabilities. The Government also believes that in order to achieve
the aspiration to become a fully developed nation by the year 2020, every citizen of the
country should be given the opportunity to realise their full potential. Thus, the
Government of Malaysia in its Tenth Malaysia Plan (2011-2015) introduced “inclusive
development” as the national agenda.

The Tenth Malaysia Plan encapsulates the spirit of 1Malaysia to create a fair and socially
just society with national unity as its ultimate objective. A fair and socially just society is
where all people, without exception, have the rights, freedom, and capacity to access
services and resources to enhance their well-being, and where the most disadvantaged are
given extra support to ensure such success.

In ensuring persons especially children with disabilities enjoy equal opportunities, full
participation in the society and to be mainstreamed into the national agenda, Malaysia has
ratified the Convention on the Rights of Persons with Disabilities on 19 July 2010, thus
joining the global community in affirming the human rights of persons with disabilities.

Prior to that, the Government has formulated the Policy and Plan of Action for the Persons
with Disabilities in 2007. The National Policy of Persons with Disabilities and its Plan of
Action which was drafted based on the gist of the Convention on the Rights of Persons with
Disabilities, served as the foundation and basis to ensure persons with disabilities in this
country enjoy their full and effective participation in the society on an equal basis with
others. This Policy recognises that persons with disabilities are free from any physical,
social, economic, cultural as well as attitudinal barriers.

Following that, the Persons with Disabilities Act was passed by the Parliament in December
2007 and came into force in July 2008. The Act is aimed to ensure that the rights, interests
and welfare of persons with disabilities are protected. This Act is also intended to assist
persons with disabilities towards a better life and to be able to contribute in the national
development.

With the enforcement of the Act, the National Council for Persons with Disabilities was
established in August 2008 and chaired by the Minister of Women, Family and Community
Development. Among the functions of the Council as stipulated in the Act is to monitor the
implementation of the national policy and national plan of action relating to persons with
disabilities and also to make recommendations to the Government on all aspects of life
including matters relating to support, care, protection, rehabilitation, development and
well-being of persons with disabilities. The Council is assisted by the Department for the
Development of Persons with Disabilities, which was set up in May 2009.

In November 2012, Malaysia and other members of the Economic and Social Commission
for Asia and the Pacific (ESCAP) also endorsed the Incheon Strategy to Make the Rights Real
for Persons with Disabilities in Asia and the Pacific as part of our strategy to move forward
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towards building a stronger policy framework to mainstream persons with disabilities and
to ensure their effective participation in the society.

Ladies and Gentlemen,

18.

19.

Therefore, this round table meeting is timely organised and | would like to take this
opportunity to highlight several issues that we need to focus on:

(i) Prevention and early detection of disabilities;

(ii) Health and rehabilitation;

(iii) Education;

(iv) Potential/talent development (especially those with learning disabilities such as
autism, dyslexia and down syndrome). (for example: some of the many talented and
accomplished individuals who are dyslexic, or had traits associated with dyslexia or
related learning styles are Tom Cruise, Orlando Bloom, Keanu Reeves, Leonardo Da
Vinci and John Lennon — The Beatles).

(v) Reliable and comparative data collection pertaining to disabilities; and

(vi) Research/studies on disabilities;

In 2016, Malaysia will host the 2" World CBR Congress. This itself is a recognition to
Malaysia and we hope to showcase the best practices on disability development in Malaysia
and children with disability will be one of the focus.

Ladies and Gentlemen,

The State of World’s Children (SOWC) 2013: Children with Disabilities Report

20.

21.

| was made to understand that the State of World’s Children (SOWC) 2013: Children with
Disabilities Report had been launched on the 30" May 2013 by UNICEF’s Executive Director
Anthony Lake, joined by Ms. Nguyen Thi Doan, Vice-President of Viet Nam and Mr. Peter
Baxter, Director General, AusAID in DA NANG, Viet Nam. | was also informed that UNICEF
offices around the world will have special events to mark the release of the flagship report. |
am honoured to be part of these programmes where in Malaysia, we are not just launching
the report but also holding a panel discussion with disability experts and activists in this
hotel. | would like to take this opportunity to acknowledge and congratulate UNICEF and
the research team for their efforts and dedication in putting together this report.

| hope that the key findings and recommendations of this report can be shared among the
stakeholders, be it the government agencies as well as the civil societies, to ensure that
children with disabilities in Malaysia can enjoy their childhood in full and effective
participation in all aspects of life on an equal basis with others.

Ladies and Gentlemen,
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Conclusion

22. | would like to end my speech by recording my appreciation to the organisers — United
Nations Children’s Fund (UNICEF) for organising this round table meeting and for choosing
Kuala Lumpur as the venue. We are also truly honoured to have such an impressive line-up
for this meeting and | personally thank all of you for investing your time here despite your
hectic schedule, to formulate and to create a better environment for children with
disabilities in Malaysia. We appreciate your presence, your ideas and your contribution to
this meeting.

Thank you.
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Appendix 4: Slide Presentation by Dr Cliff Meyers, Regional Education Advisor of UNICEF
(EAPRO)

Slide 1
Promoting the Rights of Children with
Disabilities: Global & Regional Perspectives
Round Table Discussion — Malaysia
3 June 2013
Slide 2

People in general face ‘disabling’ conditions in a society that is
unprepared for diversity.

Slide 3
Disability as an evolving concept

» Disability was previously seen as an
individual, medical problem = medical
model

» New approach considers role of social
and physical barriers in disability = social
model

» Medical and social model should not be
viewed as dichotomous




Slide 4

Slide 5

Slide 6

.‘&5 i ou
MEDICAL MODEL O fmddy
e Em A=
A\
disabled. f?.;tf-

SOCIAL MODEL

He cannot vote because the
stairs prevent him from
reaching the ballot box.

From MEDICAL to SOCIAL model

WHAT IS DISABILITY?

AL
5

Interaction between persons with different
levels of functioning
and
an environment that does not take those
differences into consideration.

o guarantee a fai
selection, all will
have the same exact

test - climb up on
that tree.

Functional Diversity <= Environment
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Slide 7

Slide 8

Slide 9

Equity is an exponential issue

-10 x -10 = -100

Poverty x Disability
Remote x Disability
Gender x disability
Linguistic Minorities x disability
Race x Disability
Refugees x Disability
Orphans x Disability

INVISIBILITY 4 STIGMA@y EXCLUSION
-10 x -10 x -10 = - 1000

State of the World’s Children 2013
Children with Disabilities:

» From exclusion to inclusion — fundamentals
Changing Attitudes
All about ability — not setting limits
Supporting children and their families
Community based rehabilitation
Assistive technology
Universal design

Children with disabilities in East Asia and the Pacific

» Children with disabilities

Y Children with disabilities are

less likely to beanrolled thaspeers vutl"r')‘ugms

— 1.
e iT g

‘-\.
!
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Slide 10

Slide 11

Slide 12

SOWC 2013 - Children With Disabilities
An Agenda for Action - Key Recommendation
I. Ratify & Implement Convention on Rights of Persons with

Disabilities
2. Fight Discrimination and enhance awareness

3. Dismantle barriers to inclusion — schools, health facilities,
public transport

4. End the institutionalization of children with Disabilities

5. Support families to meet higher costs of living — and lost
economic opportunities

6. Move beyond minimum standards
7. Coordinate Services across all sectors

8. Involve children and adolescents with disabilities as decision
makers

9. Promote a concerted global research agenda

1. Ratify & Implement:
The Convention on Rights of Persons with Disabilities

Children with disabilities in East Asia and the Pacific

of Co 0 ght of Perso Disa

International mandate: Specific provisions on inclusion of
children with disabilities in education

Article 28 - education must be provided  Article 24 - affirms the right of people with

to every child on the basis of equality of disabilities to inclusive education, at all levels
opportunity States must ensure that children with
States must: disabilities:
* make primary education compulsory  are not excluded from the general

and free to all education system and can access inclusive,
* make secondary school available and quality and free primary and

accessible to every child and take * secondary education on an equal basis

measures to make it free with others in the communities in which
* make higher education accessible to all they live

on basis of capacity * are provided with reasonable
* make vocational information available accommodation of their needs

and accessible to all children  receive the support they need within the
« take measures to increase attendance general education system

and reduce drop-outs. * are provided with individualised support
Article 29 - Education must be directed measures, consistent with full inclusion.

to the development of children to the
fullest potential...
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Slide 13

Slide 14

Slide 15

Covention on the Rights of Persons with Disabilities

Article 24

» States must also take measures to enable people with
disabilities to participate equally in education and their
communities by supporting learning of all alternative forms of
communication, and enabling deaf, blind and deaf-blind children
to learn in the most appropriate languages and modes and in
environments that maximise their development.

» The education system must enable people with disabilities to
achieve the full development of their personality, talents,
creativity and mental and physical abilities, a sense of dignity
and self-worth, respect for human rights and effective
participation in society.

CRPD has 153 signatories, | 10 ratifications

2. Fight Discrimination & enhance awareness

Strategic - Leadership
* Leadership: Culture & Values.
* Laws & Acknowledgement
Institutional - Policy & Guidelines

* Commission - Purposeful exclusion.
* Omission - Ignorant discrimination

Operational - Interpretation and Implementation.

What happens in pre-schools, schools and hospitals

Individual - Tough Luck attitude & Lack of Awareness
Don't recognize the rights of disabled people

3. Dismantle barriers to inclusion -
schools, health facilities, public transport

» Inclusive Approach across society
Address disabilities holistically — social model & response

» Barrier & Bottleneck Analysis —
including baselines and situation analysis

» Institutional barriers —
review of guidelines, policies & legislation

» Make services accessible —

Community based Rehabilitation — Home based care —
Inclusive education and early childhood centers
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Slide 16

Slide 17

Slide 18

4. End Institutionalization of Children with Disabilities

» Rights-based perspective

Research clearly shows that |-1 Care & Attachment especially in
early years — is required to ensure children reach their full potential

» Economic Perspective

Investing in communities and families, equipped with training and
facilities — reduces costs over the long term with increased returns

» Social Perspective
Mainstreaming children with disabilities into existing pre-schools and
schools, into social events and festivals, into media and textbooks,
creates a different type of society

S. Support families to meet higher costs of
living — and lost economic opportunities

» Vouchers for hospital care and schools. Transport allowance

» Income subsidies. Social welfare schemes and protection
measures for the family — including Conditional cash Transfers

» Ensure affordable (or subsidized) assistive technology is
available to all children

» Reduce barriers and stigma for families.

6. Move beyond minimum standards

» Apply Child Friendly Principles — identify dimensions and
domains of quality as guidance for service providers.

» Conduct monitoring using Rubrics rather than simple checklists.
Continuum of quality - to strive for higher goals each year

» Involve Children and adolescents with Disabilities in target
setting and monitoring.
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Slide 19

Slide 20

Slide 21

v

v

v

v

7. Coordinate Services across all sectors

Integrated ECD — organize community centers and pre-schools
that are accessible to all children. Link early detection with
referral and support. Avoid secondary disabilities, provide family
support, create basis for inclusive society

Inclusive approach — link to social protection & welfare with
education and health

Pan-disability approach. Don’t cherry pick select disabilities

Resource Centres reach out to schools and communities with
skills, medical support and educational support

8. Involve children and adolescents with
disabilities as decision makers

» Involve Children and
adolescents with
Disabilities in target
setting and monitoring.

v

Utilize self-assessments by
service providers, families
and children as the basis
for plans and targets
Respect Children with
Disabilities as agents of
change

v

9. Promote a concerted global research agenda

» Very limited knowledge on status and scope of disabilities
at national levels

» Even more limited data on the impact of disabilities on
children’s lives

» Investments in solutions that work — but limited knowledge
of what works.
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Slide 22

Slide 23

Slide 24

Approaches to Measuring Disabilities

» International Classification of Functioning, Disability and Health (ICF)
promotes a “bio-psycho-social model” with human functioning categorized into
three interconnected areas: impairments to body function (paralysis or
blindness); activity limitations in executing activities (walking or eating); and
participation restrictions problems with involvement in any area of life (facing
discrimination in employment or transportation)

» Washington Group on Disability Statistics
set up by the United Nations Statistical Commission
questions cover six functional domains or basic actions: seeing, hearing,
mobility, cognition, self-care,and communication

» Ten Question Screening Instrument (TQSI )
used in Cambodia and Bhutan, where the world-first 2nd stage childhood
disability assessment of 2-9 year olds in 201 |

» The Capabilities Approach
places the analysis of access barriers within a framework of human development

and freedom, thereby including limitations in terms of social participation and
choices; (used in Afghanistan)

Disability and sickness keeping

children out of school

Reasons for not attending school (Children Aged 6-1 1), Thailand

50

40

30

20

10

Too Far Lack of Lack of Lack of Language Sick/  HH Member Completed Other D/IK
From Home Birth Citizenship  Money Barriers  Disability Sick Certain
Registration Level

Source:Thailand Out-of-School Children Initiative Country Study, Thailand Country Office 2012
Note: D/K —“Don’t know™

OOSC Aged 5 - Vietnam (Census)

100

80

60

40

20

N & & S P §F & S PR R S S G
& & FTITFHFHF SIS RS
I NR PO N & (y&&» [ s”o.é6°
< & S
S &
%" D
L/ietnarr{ Gender brban/Rura* Ethnicity ‘ Religion Disability */IigrateJ!

Source: Viet Nam 2010 Census as cited in the Out-of-School Children Initiative,Viet Nam Country Study 2012
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Slide 25

Slide 26

UNICEF’s Support to Children with Disabilities

» Research — Status of children with Disabilities, Situation Analysis,
Good Practices, Barrier & Bottleneck analysis

» Policy Review and Reform — what are existing guidelines and

legislation, how do they support or contradict, what are gaps and

omissions?

Integrated ECD — Inclusive centers with early detection and referral

Capacity Development — training, skills development,. Critical mass of

teachers and health workers with skills and awareness

Implementation guidelines - setting standards and professionalization,

review of practices in schools and health services

Coordination and Networks — Strengthen NGOs and Associations,

Support between Ministries and Levels within the system

Resource Centres - reach out to schools and communities. From

specialized resource centers. No longer isolated and walled centers

where children are hid

Advocacy — Media featuring disabled charaters, partnerships, with

news and television, events and outreach, lllustrations in textbooks

v v

v

v

v

v

THANK YOU!
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Appendix 5 — Slide Presentation by Dr. Aminah Bee binti Mohd Kassim (Deputy Director of the
Family Health Development Division, Ministry of Health)

Slide 1

Overview on Policies, Laws
and Programmes for CWSN -
gaps and constrains to full
realisation of their rights

Aminah Bee Mohd Kassim
Public Health Physician
Ministry of Health

17-Jul-13 UNICEF 3 rd June 2013

Slide 2

CHILDREN WITH SPECIAL NEEDS AND RIGHTS
WHAT ARE THEY?

WORK

PLAY NEW EXPERIENCE FRIENDS

HEALTH RESPECT &
WORK EDUCATION

FOOD
& SHELTER SAFETY
CLOTHING

17-ul-13 UNICEF 3 rd June 2013

AS ANY OTHER CHILD

Slide 3
National Policies

* Emphasize the need to give
attention to children with
disabilities.

— Convention on rights of PWD

— PWD Policy and Plan of 1
Action 2007

— PWD Act 2008

* Program for CWSN in primary
care - 1996

17-Jul-13 UNICEF 3 rd June 2013




Slide 4

Slide 5

Slide 6

WHO : INTERNATIONAL CLASSIFICATION OF FUNCTIONING AND DISABILITY

{ )
\ Heaith Condition W
(Disorder or disease)
t
§ ' }
= = =Y = -
1/—B°°Y Functions & )., I/ Activity . Participation
" Structures  / \N. 4 & 5

(mpoirments) (Limitations) (Restrictions)
\ t ]
! Contextual factors \

/" Environmental ) /~ N

) (  Personal factors )
\_ factors J & e

MOH SERVICES
IMPAIRMENT ACTIVITY PARTICIPATION
A —> | uMmITATION |~

Prevention and
Promotion

-Health Education
-Immunisation

-Injury Prevention

17-Jul-13

1
I

Early Detection
and Intervention

-Screening
-Referral

-Early stimulation

UNICEF 3 rd June 2013

A RESTRICTION

Disability
Limitation and
Rehabilitation

Assistive Device
Reduce Barriers

Adaptations etc.

Early detection - health clinic

New born : physical examination

Anthropometry
"

(Weight / Length / Head circumference )

Child Developmental Assessment

*Primitive reflexes

17-Jul-13

D
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Slide 7

Slide 8

Slide 9

Early detection

Child Developmental Assessment

*Psychological and speech development

T7TUT

UNTCEF 37a Jupe2013

ROLE OF MOH : Prevent / Reduce
Participation Restriction

IMPAIRMENT

ACTIVITY PARTICIPATION
LMITATION |~ 3>

Rehabilitation services
available in

«all hospitals and

*242 health clinics

Networking with
CBR and Schools

17-Jul-13

1 RESTRICTION

Disability Limitation and
Rehabilitation

Rehabilitation
Assistive Device
Reduce Barriers

UNICEF 3 rd June 2013 Adaptations etc.

GAPS and CONSTRAINS
* PUBLIC HEALTH APPROACH

— Prevention and Promotion

— Early detection and prompt treatment
— Disability Limitation and Rehabilitation

* GAPS
— Knowledge
— Networking
— Manpower — skill
— Attitude ........
*3M

17-Jul-13

ed professionals

UNICEF 3 rd June 2013
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Slide 10

Slide 11

Slide 12

Interagency Collaboration- Achievements
1. Policy Development and Implementation
* Development of format for registration of child with

special needs and suggested placement in
school/CBR etc.

* Development of National Health Program for
Prevention and Management of Specific Disabilities

* Development of screening instruments for children
in school for early identification of learning problems

2. Development of Health Education Material

* NGO involvement— depth of knowledge in specific
disabilities
*Spastic center
*Dyslexia Society
*Autistic Society
*Malaysian Care

*Associations of the Deaf and for
the Deaf

*Malaysian Association
for the Blind

*Malaysian Mental
Health Association

*Etc.

Resources for Prevention of Resources for Prevention of
Blindness Deafness

M — .

¥ebisingan
o 100 amass ary
T b C3 masatah
=-- p::nmgm:‘nﬂ
.
——

[ OKENALL MATA
A
ARSALAH WATS
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Slide 13

Slide 14

Slide 15

Resources for of children with special needs |

3. Training module

development

Development of
manual and

- training of
Caregivers in
Institution and at
home

* Manual Development

and Training of Health
Staff in management of
CWSN
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Slide 16

Slide 17

Slide 18

TRANRT U

“LIVE

/T, STAY SAFE”

B i e ® e (v
D Ll A Lt

Module was launched
in 2009

Training began in
2010 9 e

Training on management of child
with delay in ‘gross motor, fine
motor, ADL, visual impairment,
communication, personal & social

* Network in the training of health
personnel, teachers and CBR
workers

Training of Caregivers in Institution
and at home

¢ Network with Cheshire Home,
DSW and MAKPEM

4. Training Awareness

Training on prevention and early
detection
e Parents and Carers —
— Buku Rekod Kesihatan Kanak
— Modul intervensi awal — BAKTI
« Care providers in nursery and
kindergarten —

— network with UPM for training
of PERMATA program

Disability Awareness Training —
* working with NGOs and PWD - just
beginning....

WE need to increase expertise.

better quality of life

e CWSN — Build on strength,
work on weakne

* Family
e Acceptance
* Motivation
e Support

eCommunity
eEnabling environment
*Opportunities

17-Jul-13 UNICEF 3 rd June 2013

..... to help CWSN attain a
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Slide 19

Slide 20

Slide 21

What we need to do more ......

Improve Early detection

— Empower parents
* nationwide rollout of new child health record

— Empower care providers in nursery and
kindergarten
* Training care providers PERMATA, KEMAS PERMATA

— Empower community

* Panel of Advisors, Village Health Workers, Community
Leaders

— Work with NGOs and private GPs

17-Jul-13 UNICEF 3 rd June 2013

New Child Health Record Book

* Section on parents concern — R

* Expected milestones to T A
identify delay in =
development - P Eﬁ

* M-CHAT to screen for early
signs of autism at 18 ‘
months —~) |

* Tips for parents on care of
child — Safety and nutrition | =

* Examination by doctorat1 =
month, 18 months and 4 =3
years e et

17-Jul-13 UNICEF 3 rd June 2013

What more ......

Public campaigns
- health campaign,
manual for parents and
care providers

» Strengthen inter-agency cooperation
- intra, inter, international
* Sharing of resources — 3M and training

7-ul-13 UNICEF 3 rd June 2013
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Slide 22

Slide 23

Slide 24

Health Services in

CBR Centers POK KU SIHAT:
Garis Panduan

« Launched by PM 2012 & Manual Aktiviti

— Health services — health
appraisal, treatment,
immunisation, nutrition, rehab,
exercise etc

— 474 CBR centers

— 2013 KPI Health Minister -
> 80% PWDs provided with
health services

P—

17-ul-13 UNICEF 3 rd June 2013

Conclusion

* We need to work together to close the gaps
* Empower parents and educators detect early
* Parent support system

* Public education

17-Jul-13 UNICEF 3 rd June 2013

MY DAUGHTER -
MY TEACHER

E-mail aminahbee@moh.gov.my

THANK YOU

The more you do..... the more you
know you haven’t done enough
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Appendix 6: Slide Presentation by Ms. Yeoh Joo Ai (Senior Principal Assistant Director of the
Social & Community Development Division, Department of Social Welfare)

United Nations Children’s Fund Malaysia
Round Table Meeting — Children with Disabilities
3 Jun 2013

OVERVIEW OF POLICIES, LAWS AND
PROGRAMMES FOR CHILDREN WITH
DISABILITIES

Cik Yeoh Joo Ai
Depariment of Social Welfare Malaysia

Slide 1

Introduction

Malaysia:
ONo comprehensive data on children with disabilities.

OVoluntary registration with Depariment of Social Welfare
- average of 37 percent of the total number of persons
with disabilities registered
- the average number of persons with disabilities
registered - 35,000-40,000 a year.

ORecognizes that all children including children with
disabilities have rights.

Slide 2

O CRC —Article 23
children who have any kind of disability have the nght
fo special care and support, as well as all the rights in
the Convention, so that they can live full and
independent lives.

O CRPD -Article 7
- guarantees children with disabiliies the enjoyment

of all human nghts on an equal basis with other
children

- obligation to provide children with disabilifies with
the age and disability appropriate support

- best interest of the child as a primary consideration.

Slide 3



LEGAL FRAMEWORK AND POLICIES

OChild Act 2001
- principles of the CRC
- recognises that every child is entitied for protection and
assistance in all circumstances without regard to
distinction of any kind, such as race, religion, colour, sex,
language, religion, social origin or physical, mental or
emotional disabilities or any other status.

CNational Policy on Children
- ensure children’s welfare inciuding rights to survival,
protection, development and participation in the best
interest of the child.

Slide 4

CNational Policy on Child Protection
- ensure children’s protection from all forms of violence,
abuse, neglect, and exploitation

CINational Policy for Persons with Disabilities
- foundation to ensure persons with disabiliies enjoy
therr full and effective pariicipation in the society on an
equal basis with others.

O Persons with Disabilities Act 2008
- ensure that the nghts, interests and welfare of

persons with disabilities are protected and they are given
the rights in every aspect of their lives.

Slide 5

PROGRAMMES AND SERVICES FOR
CHILDREN

OFinancial Assistance
- help children with disabilities and families who are poor or
facing financial difficulties
-help meet their basic living needs, as well as to increase
their quality of life.

OFinancial Assistance for Children

OFinancial Assistance for carer of persons with severe
disabilities and chronically ill person

OFinancial Assistance for Artificial Aids and Assistive
Devices

O Free white cane and Braille machine to all visually
Slide 6 impaired children
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CORehabilitative services
Oinstitutional rehabilitation

- 7 institution for children with leaming disabiliies

- Taman Sinar Harapan

- provide care, rehabilitation, to improve quality of life and
enable them to live a more independent life

- Programmes include ADL, basic academic,
rehabilitation, vocational training and recreation

0 Community-base rehabilitation (CBR)
- reduce impact of disability and provide support
services to families through community participation
- 486 CBR
- Programmes - Gross and fine motor skilis, language
and social development, basic academic , vocational
training and recreation
- PDKNet
Slide 7

CHALLENGES

O Statistics and data
- not integrated
- registration voluntary

O Skills among services providers
- multiple skills needed to cater for the different needs

OFamily support Services
- lack of support for sibling and parents on disability

CAccessibility to services
- physical inaccessibility as well as lack of access fo
information resulting in problems of access o
faciliies and services
Slide 8
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Appendix 7: Slide Presentation by Ms. Lim Weng Fong (Assistant Director of Planning and

Evaluation in the Special Education Division, Ministry of Education)

Slide 1

Slide 2

Slide 3

Round Jable Discussions en Children
with Disabilities
03 June 2013

An QOverview of

Special Education Provisions

In Malaysia

Lim Weng Fong
Assistant Director

Policy and Planning Section
Special Education Division

Ministry of Education

Trends in Special Education

2013 - 2025 National Education Blueprint
Moving forward

- 2000s
Vocational Programme for all categories of students with special
& educational needs

111" 1980s
| Integration & Inclusion Programme
\\ Vocational Programme

= 1960s
m Integration (Visual / Hearing Impairment) & Braille Code

1940s
Special Education (Primary) (Visual | Hearing Impairment)

1920s
N\ Special Education (Primary) - St. Nicholas P. Pinang

The Roles of Special Education Division

Juvenile &

Students of
Correctional
Students with Special Facilities
Educational Needs

« Learning Difficulties

+ Visual Impairment Children
+ Hearimg Impairment in

« Speech Impairment Hospital
« Physical Disabilities

« Multiple Disabilities

Special
Remedial
Students




Slide 4

Slide 5

Slide 6

Legislation
ACT 550 — EDUCATION ACT (1996)

Chapter 8 — Special Education

Minister to provide special education

40. The Minister shall provide special education in special

schools established under paragraph 34(1)(b) or in such
primary or secondary schools as the Minister deems
expedient.

Legislation
ACT 550 — EDUCATION ACT (1996)

Chapter 3 — Primary Education

Power to prescribe the duration of and curriculum on special education
41. (1) Subject to subsections (2) and (3), the Minister may by
regulations prescribe—

(a) the duration of primary and secondary education suitable to the
needs of a pupil in receipt of special education;

(b) the curriculum to be used in respect of special education;

(c) the categories of pupils requiring special education and the methods
appropriate for the education of pupils in each category of special
schools; and

(d) any other matter which the Minister deems expedient or necessary

for the purposes of this Chapter.

Circular
Surat Pekeliling Ikhtisas

Pekeliling Ikhtisas Bil. 16/2002

KPM telah memutuskan tempoh belajar murid berkeperluan khas
boleh dilanjutkan kepada tambahan tempoh selama 2 tahun.

Boleh diambil sama ada diperingkat rendah atau menengah
ataupun kedua-duanya iaitu satu (1) tahun di peringkat rendah,
satu (1) tahun di peringkat menengah
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Slide 7

Slide 8

Slide 9

Jomtein World Conference on

Convention on the Education for All, UNESCO (1990)
Rights of the Child, Article 1: Meeting Basic Learning

UNESCO Needs Every person — child, youth

(12th December 1989) and adult — shall be able to benefit
— g from educational opportunities

designed to meet their basic learning
Incheon Strategy to “Make needs
the Right Real” for Persons N
with Disabilities in Asia and
the Pacific (2012) Salamanca Statement 1994
School should accommodate all
children regardless of their
Convention on the I physical, intellectual, social
8 , @@ RVE] S P !
Rights of Persons with C“O‘ ventions emotional, linguistic or other
Disabilities conditions

(2006)

Biwako Millennium
Framework for Action 2002:
Towards an Inclusive,

Barrier Free & Right-based
Society for Persons with
Disabilities

Special Education Provisions

Pupils with special needs
Pupils with visual impairment or hearing impairment or learning
difficulties

nchusive

famme

O Learning O Learning O hearing o
Difficulties Difficulties impairment

a !1ear|.ng O hearing Q Visual
l".lpal"“e“t impairment impairment

a Ylsua.l Q Visual O Learning
impairment impairment Difficulties

MENT {

Enrolment

TOTAL 25,106 28,591 29,935 38,453 43,162 46,005 53,024
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Appendix 8: Dr. Amar Singh HSS. Overview of initatives & programmes, key challenges and
obstacles to the full realisation of rights of children with disabilities in Malaysia

Overview of initiatives & programmes, key challenges & obstacles 1
to the full realisation of rights of children with disabilities in Malaysia

Amar-Singh HSS
Fmrm%%?mumﬁngm; M Commrtty Pusch (Lond, det | NEC'C ‘ (I/:

Head Cinicy Research Centre at Perak

Introduction

Chidren with disability have become more mportant health problems in society and ememed on the
nationad agenda. Data suggest between 15-20% of al chidren have some SEN. Services for children
veth disabfty or specid needs (SEN) in Malaysia have had around 40 years of growth. Services
begmfu‘dilaenwm\eerebdpaky.seveemdlecmdmomsmom)uﬁmmm
mpairment handicap and were largely led by non-governmental organisations (NGO). With time
mmnmm!depzm&smkaqeaerbadzﬂanuﬂyoﬁuasmbbpa&mdm And
wee have seen the growth of policies and senvices nationally but mplementation = stifl an issue. The
enomous burden of leaming disabilty including attention deficit hyperactvity disorder (ADHD),
autism, and dyslexia is the curent challenge nationally.

This brief paper looks at the provision of focusing specially
obstadesmaﬁnnﬂ\eﬁlltedsa:onofnyisofduldenmhdsabdmesnﬁ:ﬁa Its assuned

the reader is familiar with:

» the Unit=d Nations Convention on the Rights of the Chid (UNCRC 1289) - 3l children weth
disabity have the right that “education be directed to the development of the chid's personality,
talents, mental and physical abilites to her or his fullest potentia™

» the UNESCAP Biwako Milennium Framework for Action {2003) target - “all infants and young
children {04 years) will have access to and receive community based eardy intervention services
by 201

« the Memorandum on Eary Childhood Intervention adopted by delegates to first Malaysian
Natonal Conference on Early Childhood Intervention (NECIC 2008) which states - Parents,
carers and famiies should be recognized, and empowered, as positive partners n all aspects of
screening, diagnoss, assessment and intervention.”

The approach taken here is to use the Memorandum on Early Childhood Intervention adopted by
delegates to first Malaysan NECIC i 2008 as a template to assess services. This memorandum was
jointly written by famfies, professionals, therapists. NGOs and policy makers.

Note that services prowided by NGOs, Private & University are not adequately outlined but are aluded
to befow (NGOs being the more important service provider of the three). The focus has been largely
on the National/Govemment Agencies (MOH, Welfare, MOE). This is because 1 s the responsibity of
ﬂ\egwmntmmee(meneedsofmepeople In the 1881 Mahathir Report & the
Recommendations of the Cabinet Commitiee Pertaining to the Education of Children with Special
Needs, recommendation 182 stipulates: “realising that the govemment should be responsible for the
education of handicapped children, the govermment should completaly assume this responsiility of
providing education from the organisations that are managng it at present.”

UNICEZDISI Amar-Sngh HSS, Natonal Ealy Chianood Imervendon Councl
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Overview of Initiatives & Programmes

Haalih Wellars Education
Key Services & » Routnz « Routine EIP senices « Routine special
Programmss developmental via CBR cantres education services In
swvellance & « Should focus on the normal schools
§creening at hesth more savere » Speciaised education
clinics disabimes schoois (oeaf &
« Spaciaist « Responsibie 1o bulld visualy impalrag)
3sse65ments & communication « Shouid
therapy In hospitas to 10 385265 chidren
. support chikdren weth with sgucational
B neads
servicas (OT, 2T, o Halp tn Clsperse  Hap to disperss
ST. eft) financial
= Some community for registerad
via ragistersd chidren chiidren win disability
health clinics with disability In schood
| Early Detection & Prompt Diagnosis
Routine develoomental | = Child H=aith Not relevant 7 | » AF =achers should oe
survellance for Jl chilkiren programme traned to recognise
revamped 2006 and oetact
» Parent-helda Child neads In chiaren (not
Heath Survaliance currently avaliabie)
Record gven to 3l
parants by 2002110
» Do not reach some
segments of urnan
DOOUEIEON -
Routine develcomental V| = High risk nearing Nt reigvant V| « Dystexia (1SD) at
screening for specinc at birth schoct entry out
condtions « Autlsm 318 8 36 uncertain as to too
months . COveErage &
» Vision aculty at
school entry » LINUS “screening”
MuT-gsCpAnany 7 | » Avaiabie but most X |« Not avaiaoie X |« Not avalabie routingly
3ssessment for every chid children do not gst it routiney
upan Identifcation of 3 due to imiteg
dEsabity :
» Long wating time
A55255Ments In Child- 7 | = Depencent on 7 | « Depencenton 7 | » Dependent on
frienaty environment, In Indhvidu3is ndividuas providing naviduas
cose parnership the service, not the senvics, not the sendes, not
parents of carers unifom or palicy unifom of paiicy uniform of poilcy
» Parents opinion often « Parents opinion often » Paremis opinion often
not nmaoagm not
listenad y fstened o
Immediats & Appropriats intarvention. Access to ali Children
Immediae access o eanty | 7 | » £1° avalabie out « Large EIP sendce 7 | = Notrelevant n past
intervention programmes fmited In rura arsas provicer, usually » But Egucation
[EP) » Childran rot refered mesting neecs of depanment now
rouinely, gependent rural communties moving into provision
0N SENVice provider « Lrban senvices of pre-6chool
« Cfenendupin imited, ieft to NGOs education routinely
hospital basad “EIP” « Unsure If provioe
= Walting time iong n routine EIP for special
Qood EIPs neass In pre-school

UNICEZHSI Amar-Singh HSS, Natonal Exy Crianood Intervention Courdl
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High quaity Inservention 7 [« Depencent on X | » Generary lack 7 [« Dependent on
sendces (EIP & spediaiisen Indviauals providing expertse and nalviduais providing
sandces) the servics, not nitiative. he sendce, not
untorm (poorty « Quaity generaly (pocrly
trained & motivated poor trained & motivated
doctors not « Extremely special education
uncommon) speciaised staft (PT, feachers are not
« Lack 0TS, tralned uncommon)
» Very limited Speech t2achers, ex) * Lack -
& ianguage thersp expertise (ST,
servicas Y Education
« Amost non exstent Psychologsts, eic)
SEMVOES
« Umiag Social
Worker senices
Familiss as Focal Point of Positive
parems, carers, | X | « Paentsusualy ot | X | « Parents usualy not « Parems usualy not
and faméles 35 positive or consunsd or consuted of Invoived,
partners 3t every stage of Invoived, no paiicy involved, no policy no palicy
=6
Spedid attenton o 7 | » Poilcy In placs but 7 | « Poicy in place tut « Policy in place but
asagvantaged and ooeg!nmmpeam nagppea'na 0028 not 3ppear to
vuinerabie families reach the frury raach me Tuy reach me tly
vunaraoie vulneraoie vulnerabie
W=t parentsTamiles need | X | » NG poicy, service 7 | » No poicy, Dut omer « No poicy
for respite care Fmost non-exdsient the senvice by oefaut
Financial Neads for Familiss 8 Sarvicss & Govemnment provision
Speda provision 0 7 | «Nofocusedfunding. | 7 | » Funding pitns 7 | » Funding provided but
acequatsly cater for of ganesa inadaquate to mast
children with disabilities in p:meesalocamc: SCNOO's nead for
the annual budgets of 3k COMpEINng Wi many C355700m oF
relevant govemment omer health needs emdronmental
modincation (Damer
frae environments)
Provide adequale Nandia | X | » FUnding only Tor very | X | » Funding only for X | » Funding orey for
support poor familes via TER chidren chidren
sEReEy | | i S by
reiisf penais, and « The maortty have to « Thoee » Those attending NGO
subeldies for int=rvention purchase 3ds out of NGO senvices sioe Of private senvicas
and renabilitation needs of pockat of via NGOs ined sae-ined
chigren * Mirimal funds to
purchase alds
Mest diverss educational neeas of all chiidren
Pre—echool education Not relevant Not relevant « SOME provision oy
shouid be provided by the Education
Ministry of Education to DUt COVEraQe Neads 10
ALL chiidren, Spacial grow
Neaos » Unsurs 1 syliaous
caters for spacal
neads In pre-school
Every SEN chid should 7 [« Notrelevant X | » Depengent on X | » Dependenton
have an nolviduaised « Eut there shoud be natviduas providng naviduss
Education Ptan (IEP) that Is a3 ciear pian %r the the senvice, not the sendce, not
communicaiada to parents & management of each unifom of palicy uniform of policy
reviewedimodifiad %o maet chvia with Is 3cking « Parents not routinely « Parents not routinesy
the chiid's changing neads « And this should b2 Informed of child's Informed of child's
communicated to si3tus & progress Sialus & progress
parents
Amar-Singh HSS, Nalonal Earty Chidhood intesvention Counch
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Key Challenges & Obstacles
Current Chaflenges for Services for Chilaren with Disability
« CONinues chary Moo by QVemment 0ncies With IS0k of respact for children & parents opinion in Senice prowsion
o Lack of unifomm prosessional & quality services by Healh, Wkfare & Edusation Departments
« Lack of INt=gradion DEWEEn vanous Securs
« Growt of poorly Fainad prosessional Manpower
« Unheathy rize in fnancialy motivated ssnvices
» Vunerable segments of the popuiation s81 Nave Imited 3c025s 1 Senvices

1 Chalenges&ObsaadesfaeedaNmmmAgsmeslewl(MOHMOEWdfze)

a Despite growing recognition & some concerted national plans, critical recognition of the
mpu‘anceofeziynmawﬁmmmhmﬁed

Continue to stigmatise and segregate chidren with disability.

Despite written policy, a charity, rather than an integrated social moded, is stil in the mind
sats of service providers of the Health, Welfare & Education Depantments.
Empowemment/Involvement of parents in decision making of services in these agencies
(and even among some NGOs) is very imited.
Semsneedbaddessmehmtedmmnhebasacmakydsemcesmdedm
the Health, Welfare & Education Depariments.

There is a lack of ownership by some departments for chidren with SEN. Hence they ars
not well supported.

Despite some inter-ministry cooperation, this is not very effective both national and
regionaly {on the ground). The time has come for a Ministry for Children that sefiously
looks after the needs of children in 3l areas.

2 MrnstryofHeath

a Young doctors qualifying have very mited knowledge and skills 1o evaluated children
with disabilites (unwersities continue 1o reman out of date).

b, Medical student's training curnculum for leaming disabilities is almost non existent in
Some universities and extremely fmited in most.

c.  Most quaified doctors, whether in MOH or privats, are not able to identsy comectly
children with leaming disabilities, often dismissing parental concems.

d  Growth in medical rehabditation manpower but the delivery of servicss is stil institutional
based

“omop e

©

e Quk}dmmmﬁam&'m'(mmmmm.m'am‘.
and not family focused).

3. Welfare Department
CBRs continue to struggle to grow in professional quaiity.

Administration is authoritanan.

Respect from other service providers lacking (esp NGOs).

Some Welfare CBRs have Tost” the EIP focus (Many children grown up wih & stayed

with the CBR: Many = CBR are schodl aged children or young adults).

Failed to develop as independent NGOs which is the concept of CBR. Become very

o opoow

dependent on govemment assistance.
4. Ministry of Education
a  Enormous growth in senvices but not able to offer a uniform senvice.

b. Ctuh*mstllls%nah by law as “uneducable”. In the Educaton {Special Education)
1837 (reguiation 3) under elighility for special education it s stated that
p\plsmspecldneedsmzeemcd:leae eligble”. It is ime to eradicate the term
“educable” and "non-educable” as it is against the tensts in the UNCRC.
c. Our current education programme and is failing chidren with leaming disabdties. MOE
services are better for children with severe disabilites in special education dasses.

Umce?mlal Amar-Singh HSS, Nasonsl Exy Chidnood Inervention Councl
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Special education classes are not suitable for chidren with leaming disabiities. These
form the bulk of children with specal needs whose needs are not currently met.

d. MOE has no serous commitment to inclusive education for children with leaming
disabdities. As well as a refuctance to institute a teacher aid programme to support
children in main stream education.

e The quaiity of special education teachers vanes enormously, even within the same

ob;ecuves
Thefeisaneedtoimplemenaimml EammnPlan(lEP)foreve!ydlld

g Thennmgsyld:usfuspeudedmnmdmsneedsamwdnswm&style
of training (too much lecture basad training).

h  Recent literacy KPls (full Izeracy at Standard 3) linked to career advancements has
resulted in teachers in the main stream education system “unloading” (gettng nd of)
children with midd leaming problems 1o special education. This is inappropriate as we
cannot be labefing 15% or more of our chidren as disabled.

i Registahgehibrenasdisaﬂedmeﬂympearsbvdﬂsemmﬁmsuppm

I mmmmmmmmmmummm
pre-school services, especially n quality.

5. NGOs & Private Professionals

3 Remain “one step ahead” of govemment agencies.

b.  Growth of services, changing with the needs of the chidren & parents.

c. There are unhealthy NGOs where either the focus is ‘exclusive control of that area of
child disabéity’ or use the disabled to maintain organisation rather than senvice focus.

d  Significant unhealthy rise in commercia-base (financally motivated) professionals who
run private practices and organisations. These individualsiorganisation feed nto the fear
of parents for their chid's future and charpe exorbitant sums for assessment and therapy.

& Due to the falure of MOE in prowiding a quality educations service for children with

leaming disorders, NGOs & private professional have mushroomed. Some of
these organisations {"home school services”) are excellent and compassionate.
Others are unhealthy and financially .

6. Impiementation still an issue with wuinerable segments have fmited access to services. Some
remote rurd communities have no senvices (Orang Asli, Intenor of Sabah & Sarawak, urban

poor).

7. Disability services are strongly inked to social dass disparity (strongly linked to poverty and
disadvantaged social economic background).
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