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Parenting/Caregiver Programmes

Typically developing Children with specific needs e.g.

children and their those with developmental

families delays, disorders, mental health
problems

/\

Parent/caregiver Education & Training  Parent/caregiver mediated
Programmes (PET) Training interventions (PMT)

Facilitators and caregivers only Facilitator (coach),
caregiver and child



Programmes in CARA

EarlyBird/EarlyBirdPlus (Autism-specific PET;
group-based; UK)

COMPASS (Autism-specific, group; local)
Autism Navigator (Autism-specific; web-
based; USA)

Early Start Denver Model (Autism-specific
PMT; cascaded task-sharing; local adaptation)

WHO Caregiver Skills Training (Disability;
group; global)

Schlebusch et al., IACAPAP Monograph, 2020



People who need them

Evidence-based
scientific discoveries

Image courtesy of
Dr Liezl Schlebusch

Damschroder (2019).



Cultural, linguistic diversity
Stigma
Beliefs about disability
Child-rearing practices
Play
Help-seeking behaviour
Limited/broken systems of care



WHO Caregiver Skills Training Programme
(WHO-CST Programme)
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Main programme:

Mental health 12-sessions focus on training caregiver
T Training parents to transform children’s lives Sk|“S tO promote Ch||d development

o — ’
Mental Health Action Plan 2013- health N dth Ioban; jority ?reh.a‘dgroww?(ghc;allelnge to‘ |
2020 althcare systems around the globe: the majority of children with developmental S I t I 2 O 1 9
disorders do not have access to care. While obtaining accurate prevalence estimates a O I I l O n e e a Y
» mhGAP is a complex task, the global burden of disease for these conditions is thought to be
significant and is predicted to gradually increase (Whiteford et al., 2013), as the
Evidence and research population of children continues to rise.
Policy and services

Maternal and child mental health O ptio n a I :
%‘f’fﬂ“ﬁ)"ﬁ‘”‘"gf“ca--- g 3-session caregiver well-being module
: ) ¥ (Brown & Servili)

Suicide prevention
Mental health in emergencies

Mental health publications

Media centre

3 sessions, trained facilitators, group of caregivers,
once a week for three weeks (2-3 hours)



Scope of WHO Caregiver Skills Training
(CST)

For whom

Caregivers of children aged 2-9 years who have
developmental delays or disabilities

Specific focus on caregivers of children with delays or
impairments in social and communication domains

Aims

* Increase caregivers’ skills to promote their children’s
development and well-being through joint engagement
in play and home routines.

@ Y World Health
‘#’Organlzatlon Slide courtesy of Dr Chiara Servili
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Scope of WHO Caregiver Skills Training
(CST)

Trainers

Supervised non-specialists:
community health workers
social service workers
nurses
ECD facilitators
teachers
peer caregivers

g’@ World Health
® Organization Slide courtesy of Dr Chiara Servili
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Evidence-informed CST Strategies

Appropriate and
affectively rich
learning
environments

| applied within Behavioural
Active and daily play and ihestructional

balanced role S/ T etratosioc

RerallCEe Lol home activity strategies
of caregiver

routines

Evidence based on:
NDBI
ABA

Positive Parenting

Environmental
arrangement

Slide courtesy of Dr Chiara Servili



Caregiver skills

Respond to
child’s attempts
and effort with

praise and

attention

Respond and

expand their
child’s

communication

Involve their
child more
often in daily
activities

Turn-taking to
help their child
stay enagaged

Follow their

child’s lead,

O interest or
choice

(@ Y World Health
,A#T:__L_,V Organization Slide courtesy of Dr Chiara Servili
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Structure and contents

' _ | Engaging children in everyday activities
2./ and games

== | Understanding and promoting children’s
|| communication

Understanding behaviour and helping the
| child show more positive behaviour

Teaching skills for everyday life

Caregiver wellbeing & problem-solving

3 Home visits

Slide courtesy of Dr Chiara Servili



CST ‘Packages’
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Caregiver Skills Training
for Families of Children
with Developmental
Delays or Disabilities

Introduction to the Program

(# World Health
& .7 Organization

Caregiver Skills Training
for Families of Children
with Developmental
Delays or Disabilities

Facilitator Guide
Group sessions 1-9

(# World Health
i #.2 Organization

Caregiver Skills Training
for Families of Children
with Developmental
Delays or Disabilities

Participant Guide
Group sessions 1-9

@

Caregiver Skills Training
for Families of Children
with Developmental
Delays or Disabilities

Adaptation and Implementation Guide

World Health
Organization

World Health
"% Organization

Caregiver Skills Training
for Families of Children
with Developmental
Delays or Disabilities

Home Visit Guide
Facilitator visits 1-3

Self-directed eLearning for
caregivers

Based on WHO CST skills and
strategies

Total 8 hours, self-paced

Low bandwidth required,
suitable for mobile devicesntto
Currently being translated in
Arabic, Chinese, French,
Russian and Spanish

It can be used also to support
hybrid delivery of CST




Diamond Families Project:
WHO Caregiver Skills Training Programme in South Africa

Department:

¥ Social Development
REPUBLIC OF SOUTH AFRICA
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Implementation

To plan, prepare, and
eevaluate the implemen-
tation of the WHO CST
intervention in South
Africa

 To evaluate contextual
factors and to

have an in-depth
'WHO CST end-users.

* Evidence-based intervention
* Designed for scalability and

sustainability

* Findings readily translatable
to communities

Figure 1. The five goals of the Diamond Families Study
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Planning phase

2018 O—

PLAN
Multiple stakeholder events and planning
meetings.
Systematically plan and develop
implementation approach.
Build community relationships and
recruit community champions.

Preparation phase
2019

PREPARE
Adapt materials.
Train facilitators.
Develop an evaluation system.
Establish Research Hubs.
Finalise implementation approach.
Formalise community partnerships.

i

Initial Implementation phase
2020

Information event, enrolment

3-WEEK WELLBEING MODULE
(Evaluation before and after the
intervention

ONLINE ONLY. NO DIRECT CONTACT
WITH PARTICIPANTS AT ANY STAGE OF
THE RESEARCH PROCESS

Celebration event, certificate

2021
Information event, enrolment
12-WEEK SKILLS TRAINING
MODULE @ 2 CLINICAL SETTINGS

(Evaluation before and after the

intervention, and again at a follow-up
session after 12 weeks)

Celebration event, certificate

Full implementation phase

Information event, enrolment

12-WEEK SKILLS TRAINING
MODULE @ 2 COMMUNITY
SETTINGS

(Evaluation before and after the
intervention, and again at a follow-up
session after 12 weeks)

Celebration event, certificate

o—

Apms aandadsonay
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Figure 9. Summary of the data collection procedures

Study participants:

Project personnel and key stakeholders (>18 years)

Archival & document analysis
All historical project information will be

sourced. Information sources will include the

project calendar, progress reports, events and

meetings information, meeting minutes,

financial transactions, and project notes and . forA few m",'p"'
reﬂec‘lons' F,rom m!s.".‘formaﬂm' " < implementation stratagiers (Proctor an;
implementation activities and strategies will -
be identified, operationalised, categorised Expert Recommendations for
and described using recommended reporting Implementing Change (ERIC) taxonomy
guidelines. of implementation strategies
Study participants:

Project personnel, key stakeholders & service delivery personnel (>18 years)

Caregivers (>18 years)

Children with developmental delays, disorders or disabilities (2-11 years)

Questi ires, Surveys & Logbook A few examples
We will use a combination of printed and rr gerknowledge questonnal

online materials.

Some of the questionnaires, surveys, and
logbooks will be completed by participants
on their own, and some will be completed
during an interview with a research assistant.

Observations

The observations will be live or recorded
observations and will be conducted in-
person or remotely using online technology.
We will be using observations of the group
sessions and home visits. The aim of the
group sessions is to observe how the
facilitators deliver the intervention. The aim
of the home visits is to observe the
interactions between caregivers and their
child during typical play and home routine
activities, and to observe how the
facilitators coach caregivers.

Interviews & Focus Groups

We will be conducting individual interviews
and focus groups. Individual interviews will
be mostly with caregivers, while focus
groups will be mostly with the service
delivery personnel. Interviews and focus
groups will be conducted either face-to-
face, or remotely using online technology.

g gq
Child strengths and difficulties questionnaire
Family quality of life scale
Caregiver satisfaction survey
Adaptation logbook
Implementation logbook
Context assessment of community health tool

A few examples

Facilitator coaching fidelity form
Caregiver skills coding form

of active it

9ag

Child

A few examples

Semi-structured interview guide for
caregivers

‘Focus group guide for facilitators



Lessons from South Africa

DiamonD
Families

Research Project

Creating change for children with

Developmental Disabilities
and their families




1. Partnerships between academia,
non-profit and government sectors can
work and is essential for scalability and

sustainability of interventions, but...
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2. Task-sharing with non-specialists is
possible, but...

Complex interventions
Complicated implementation
Specialists delivering specialised support

Tasisharing Smallest size population coverage for children and families with complex support needs

Simple interventions
Fasy implementation
Early career specialists/non-specialists delivering targeted support

Medium sized population coverage for children and families with diagnosed disabilities -
L

Task-sharing

Simple interventions

Easy implementation

Non-specialists delivering basic support

Largest size population coverage for children and famifies at risk
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Schilebusch et al. (2020), de Vries (2016)



3. The Non-Profit Sector (and other

non-governmental sectors) may be

powerful implementation partners,
but...
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4. We can train and supervise online,
even in Africa, but...
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using the internet
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Kumm, Viljoen & de Vries, 2021



5. It is not all about caregiver
knowledge and skills...

e Caregiver competencies (knowledge and skills)
Versus

* Caregiver capacity



CoVvID Adapt the Online Online In-person

WHO CST Training Training delivery of
Well-being Specialist Non- the
Module Facilitators specialist programme
Facilitators inarural
setting

Image courtesy of Dr Liezl Schlebusch



Findings from the WHO CST Wellbeing
Module adapted and delivered via ZOOM

new skills

o
seSSIon real life
t important things
s re SS powerful message

story caregivers

thought caregive

lot of impact
daily basis

value

fatima story

excelien group discussion
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thm 5
situation - g
key message - @Xperience

difficult situation

Image courtesy of Dr Liezl Schlebusch



Select effective
interventions

Use a pragmatic
evaluation approach

Have a deep

knowledge of the
intervention beneficiaries

Schlebusch et al., IACAPAP Monograph, 2020

FIG. 2 Key areas to consider for establishing sustainable and scalable early ASD interven-
tion services in resource-limited settings.









