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Background and Rationale

@ @
@R Impact of COVID-19 on o Capacity Building to
% Intervention Programme %]T]}' Overcome Issue

« Parents were not able to access services
In the hospital or intervention centres due
to MCOs

* low cost

« Deteriorating in children's development

due to lack of stimulation and intervention
required. * high impact and evidence-based

* non-specialist involvement

* |ssues in diagnosing children with
developmental delay.

* Impact on parents' wellbeing and increase
of psychological stress
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A RESEARCH QUESTION

Is the WHO-CST programme adaptable and feasible for
Malay-speaker caregivers of children with ASD in Malaysia?

AlM

To provide a detailed account of adapting and pre-
testing the WHO-CST programme in Malaysia
before conducting a pilot study

SEAMEO Centres Policy Research Network (CPRN) Summit
@ C@R N 23-25 April 2024 | Brunei Darussalam



3 Phases

Forward-Backward Translation
Validity Testing
* Expert Panels’ Content Validity Index
e Caregivers' Cognitive Interview
» Stakeholder's Focus Group Discussion
MODULE Core Local Adaptatiom Team Harmonization
HARMOMNIZATION

: Grosnnnsnnnnnnnsaflocnnnsnnnsnansnnnsnnnnannnannnnnnnnnnnnnnnnnnne
z Pre-pilot test
e N = 10 Master Trainers

* N = 20 caregivers

STAKEHOLDERS'
. CONSULTATION
r ___________ v ___________ 1 QIIIIIIIIIIIIIIII EEEEEEEEEENEEEEEEEEENEEEEEEEEEEEEEEEEEEEEEENEENENEEEEN
I 0 ] n
:_ Phase 3: Pilot Testing | Pilot test

e N =10 Master Trainers
e N =10 Facilitators
e N = 20 caregivers
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1

Home Visit Group Updates via
Discussion Telegram

Consent forms » Determine slots for Home visit
Demographics * Announcements
Patient & family history |  Feedback on attendance

Assess Parent-child interaction
Child assessment by MTs/Faci
Goal Setting

« Homework reminder

« Update on completion of
survey/questionnaire

* MT/Facilitator share (e woe wmwo. e

progress and Videos swimm soms. =

Assalamualaikum,

Terima kasih kepasa ibu
bapa yang telah
menghadiri dan menyertai
- program WHO-CST yang
~ telah dijalankan diklinik OT !{'.
| UKM. O

P 0._ Peringatan mesra kepada |
| ibu bapa untuk mengisi dan

4 i memulang kan semula
. borang-borang yang telah

fcy diberikan pada sesi yang
seterusnya.

Ibu bapa juga boleh
bertanya di dalam group
telegram ini sekiranya

— terdapat soalan yang tidak
M| pastu dan kami akan

@ IR
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Discussion of Findings

Participant Demographics:
* Initial total: 10 participants; final total: 8 participants.
* Majority Malay (87.5%), 12.5% Chinese.
« 25% of families still awaiting diagnosis.
* Two participants' spouses occasionally attended sessions and contributed to
discussions.
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Discussion of Findings
® ®

5 themes were found in this pre-pilot study

2 | 3

4

Programme Assessment of Improvements
Experiences Group Attendance for this
Sessions programme

o
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1 Programme Experiences

®J Positive Experiences

« Acquiring Iinformation was highlighted as a

favorable aspect.
« Participants found the sessions

effective In

Instructing them on active interaction with their

children.

"'., Challenges and Coping

 Time constraints due to other
employment, hindered engagement

* Despite challenges, participants ex
accessing previously inaccessib
demonstrated introspection and resi

responsiblilities, like
In practical activities.
oressed gratitude for
e assistance and

lence.

Research Network (CPRN) Summit
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“... | speak very fast, I'm impatient

with my daughter. What | learned is

| need to slow down... parents get
to be involved...”, (P5)

‘| sacrificed my sleeping schedule. If | work night
shift, 7 am straight go to class (this session) ... |
have to sacrificed because the father has to take
care the younger sibling, 11 months ... | work from
home since COVID until now, so this is one of my
work life balances. But | really enjoy ...”, (P7)



2 Assessment of Group Sessions ‘

/) . -
K?/'\' Session Efficiency

“That's the most important one.
It taught me to learn how to
engage with my child. |

« 30% of participants found initial sessions most previously had zero (knowledge
efficacious and significant. and skills) ...”, (P9)

* Progress attributed to guidance from Master Trainer
(MT) and exchange of experiences.

« Conversely, 20% viewed the ninth session as least

effective.

;';2 Challenges “What has been learned in this
» Focus on carers' problem-solving skills for self-care, session has been explained in
rather than children. the previous session ... It's

« Confusion among participants regarding applicability of repetitive...”, (P8)

personal skills.
* Potential observation of lack of clarity in delivery method,
affecting recall of session substance.
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“First visit to be at the clinic.

3 Assessment of Individual Sessions
Because If at home, you (MTs)

« Every participant indicated preference for continuing might get distracted with other
Individual sessions at the clinic. things like messiness or other

» Participants expressed delight with MTs visiting their homes people. The second HV can be
If given prior notice and comfortable with disruptions. at home, so we receive some

 Concerns raised about feasibility of virtual sessions with Inputs on the environment or
children with ASD. space for the children ...”, (P5)

« Acknowledgment of benefits like convenience and avoiding
travel difficulties

“... I don't think virtual HV (individual session) can be done because
my child won't cooperate. My child can’t see the therapist (not unless

face-to-face) ... So, If therapist comes in person is alright but inform in “The biggest hurdle if therapists were to
advance so | can prepare for the individual session ... Virtual in my come to our house would be to clean the
opinion is not quite suitable ... it has been done during lockdown house.. [laugh]’, (P5)

(COVID-19’s lockdown) and it didn't work ...”, (P2)
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4 Attendance ‘

 Participants cited health and job concerns as crucial factors in attending
the program.

 Participants' spouses identified as most important support despite facing
challenges.

» Experience challenges include unavoidable work schedules and health
concerns.

 Understanding  participants’ attendance can identify potential
enhancements for program effectiveness and satisfaction levels.
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5 Improvements for this Programme

Prefer for Online Sessions:
 Significant number of participants expressed desire for online sessions and ability
to view recorded sessions.

Diverse Recommendations:
 Recommendations exhibited wide range of diversity, indicating individual variations'
Impact on program experience.

Importance of Online Sessions:
« Some participants emphasized importance of online sessions to enhance
curriculum accessibillity.
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Conclusion
C O

1. Importance of Caregiver Training:
Caregiver training crucial for families with children with special needs, providing support,

iInformation, and empowerment.

2. Benefits of Online Courses:
Online courses offer comfort, accessibility, and opportunity for parents to access training and

assistance.

3. Parental Input Essential:
Parental input vital for continuous growth and efficiency of caregiver training programs.

4. Investments for Greater Assistance:
Investments In caregiver training can lead to improved well-being and development of children

with special needs.
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Way Forward for Policy Recommendations
@ @

1. Presented at National & International Conference and Relevant Stakeholders

* International Society of Autism Research (INSAR) Global Conference 2022

 5th International Conference on Special Education (ICSE) 2023

* Program Kolokium Penyelidikan Sosial Siri 4. Autisme by Social Institute of Malaysia.

« Mesyuarat Majlis Kebangsaan Bagi Orang Kurang Upaya (MKBOKU), attended by the Ministry of Education
Malaysia, Ministry of Women, Family and Social Development and NGOs related to Persons with Disabillities.

2. Upcoming Publication

* International Society of Autism Research (INSAR) Global Conference 2024
* World Congress on Special Needs Education (WCSNE) 2024.

3. Collaboration with Ministries/ Organisation

« Selangor Contingent Police Headguarters
* Ministry of Health Malaysia

4. Capacity Building

» Organising training for parents to be the facilitator

SEAMEO Centres Policy Research Network (CPRN) Summit
@r CQR N 23-25 April 2024 | Brunei Darussalam



NN World Health & sy L
‘ & M - @reoman

W ® Organization A

Caregiver skills training Program Latihan Kemahiran
for families of children Penjaga untuk Keluarga Kanak-
with develo_pmgr!t_al kanak dengan Kecelaruan atau
delays or disabilities Kelewatan Perkembangan

Facilitators’ guide Panduan fasilitator

group sessions 1-9 sesi berkumpulan 1-9

WHO Module Translated Module
(English Version) (Malay Language)
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