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Aims and Outline

1. Highlight families with ASDmembers need support 
that is timely and evidence-based 

2. Report existing family support services in Hong Kong 

3. Propose a Family Support Framework

4. Discuss implicationsfor services and research 
development
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Risks and needs of families of 
people with ASD



Rising global ASD prevalence, and in Hong Kong: 
Actual increase or raised awareness?

ÅStudents in mainstream schools: 1 in 120 (not a population 
prevalence)

ÅProjected to further increase at a rate of 20% per year

Å2015/16: 7,200; 2016/17: 8,600; 2017/18: 10,300
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ASD strengths and challenges as Spectrum:
C (not A nor B!)

A

B
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C: 3 dimensional!



Family challenges change across the life span.
Transition adjustments are challenging!
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Diagnosis:

Why? How?
What to do?

Schooling :

How to achieve?

Work?

Home? Work? 
Shelteredwork? 

Aging

We are all aging!



Recent HK studies

Å2015 HeepHong Society survey
HeepHong Society (2016).  Survey on the Participation in Community Activities of Preschool 
Children with Autism.    http://www.heephong.org/webprod/cht/whatsnews/detail/14632

ÅPerceived parental difficulties of participation in community 
activities

Å2016 Qualitative study
Tait, K., Fung, F., Hu, A., Sweller, N., & Wang, W. (2016). Understanding Hong Kong Chinese 
CŀƳƛƭƛŜǎΩ 9ȄǇŜǊƛŜƴŎŜǎ ƻŦ ŀƴ !ǳǘƛǎƳκ!{5 5ƛŀƎƴƻǎƛǎΦJournal of Autism and Developmental 
Disorders,46(4), 1164-1183.

ÅExperiencesand emotional well-being of parents of children 
diagnosed with ASD

Å2016 EdUsurvey
Chan, K. S. (2016). Survey: Most Parents of Children with Autism Report Discriminatory 
Experiences. The Education University of Hong Kong.

ÅDiscriminatoryexperiences of parents of children with ASD
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http://www.heephong.org/webprod/cht/whatsnews/detail/14632


Inadequate policies to support families

ÅServices focus on individuals with ASD, less on their 
families

ÅRights and support for families are advocated by 
parents, professionals and NGOs
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Hong Kong Autism Awareness Alliance

Society for the Welfare of the Autistic Persons



Voices from some parents 

̣ ĺ
ĺ

̤
You can never understand the feeling of 

facing them 24 hrs a dayĺ.
I dare not go out alone even for a mealĺ.

it is hard for you to understand

̣ Ǎ
̘ Ǎ

Ǎ
̤

I cried everyday once I understand what it 
means by ASDĺ

my heart feels being pricked all the time and 
I just wanted to end our lives together.
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Families need support!

ÅIndividuals
ÅDesperate for help
ÅExhaustion

ÅCouples 
ÅMarital tension
ÅDivorce

ÅOther children
ÅFeel left out, frustrated

ÅGrandparents
ÅDisappointed 
ÅWorried

ÅFamilies 
ÅDiscrimination
ÅSocial isolation  
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Lots of 
important 
but unmet 

needs!!

Individual, family 
and social costs!!
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The JC A-Connect 
Family Support Project

The team:

Dr. Sandra Tsang

Dr. Paul Wong

Ms. KarineNgai

Dr. Samantha Wong

Ms. Wylie Lee

Ms. Yuen Suet Ying

Mr. Ryan Chan



2015-2018 JC A Connect : 
Holistic Support for Children with Autism and Families

12



Background

ÅHong Kong Jockey Club Charities Trust funded 
the JC A-Connect Autism Holistic Support 
Project from June 2015-2018

ÅHK$167.79 million

Å3 components: Family, School, Community 

Å6 NGOs

ÅWebsite: www.jca-connect.hk

Public 
Education

3

School 
Support

2

Family 
Support

1
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Family Support is Keyto ASD Support!
Objectives of Family Support Team
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ωIdentify family needs across the life span

ωReview existing family services and projected service gaps

ω/ƻƭƭŜŎǘ ǎǘŀƪŜƘƻƭŘŜǊǎΩ ǾƛŜǿǎ ƻƴ ŜŦŦŜŎǘƛǾŜ ŦŀƳƛƭȅ ǎǳǇǇƻǊǘ

1. Understand
family needs

ωEvaluate support services provided by three designated 
NGOs

ωIdentify and compile other less-known family support 
services

2. Evaluateexisting 
services and identify
less-known services

ωPropose a family support framework

ωPromote family support

ωDisseminate good practices

3. Enhancesupport 
for such families



Examples of support for 
such families in HK
ÅGovernment

ÅMaternity and Child Health Centres
ÅChild Assessment Services
ÅHospital Authority: Psychiatric services
ÅEducation Bureau: mainstream and special schools with school social work services, 

Educational Psychological services, Parent-teacher Association
Å Integrative Family Services Centres
ÅDisabilities allowance 
ÅHousing 

ÅNGOs
ÅEarly childhood training services
ÅSpecial child care centres
Å Integrated child care centres
ÅSelf-help groups
ÅSocial and vocational support, sheltered workshop
ÅHostels 
ÅRespite services 

ÅPrivate sector
ÅAssessment and training 

ÅReligious organizations
ÅChurch fellowships 15

No systematic long term 
Rehabilitation 
ProgrammePlan (RPP):
1976Č1998Č2007,       

2017??



SAHK

Heep Hong Society

Caritas-HK

Hong Kong Island
Kowloon East
Kowloon West
NT East 
NT West
Outlying Islands

JC A-Connect Project: 3 key NGOs  (Caritas, HeepHong & SAHK) 
joined to further expand their services through 18 satellite centres

3 NGOs

NT West

NT East

Kowloon 
East

Kowloon 
West

Outlying 
Islands

Hong Kong 
Island
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Family 
Functioning 

Enhancement 

Support for 
Parents

Training & 
Competence 
Building of 
Parents and 
Caregivers

Pledged
(Year 1)

Actual 
(Year 1)

Numberof Parent 
Support Sessions 

1,700 Over 2,600

Number of 
Beneficiaries 

8,500 Over 9,100

Family/ Parent Support Programmesprovided by 3 NGOs
Service Components and Year 1 Achievement
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More families obtained support!



4 Types of Programmes

Multi-session group Programmes

Type A: ASD-specific coping

- e.g. Memory drill, study skills

Type B: Parenting sense of competence 

- e.g. Positive parenting, parent-child art/exercise

Type C: Parent general health 

- e.g. Yoga for parents only

Mass Programmes

Type D: Family functioning and support 

- e.g. Talks, outings
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Evaluation on 
Existing social services 
support for such families in 
Hong Kong

19



Quantitative evaluation on Selected Programmes:      
Measures

1. Pre-post structured questionnaire

a) EybergChild Behavior Inventory (Eyberg& Ross, 1978)

b) General Health Questionnaire -12 (Goldberg & Williams, 1988)

c) Parental Stress Scale (Berry & Jones, 1995)

d) Parenting Sense of Competence (Gibaud-Wallston& Wandersmann, 1978)

e) Kansas Marital Satisfaction Scale (Schumm, et al., 1986)

f) Functional Social Support Questionnaire (Broadhead, et al., 1988)

2. ProgrammeSatisfaction Rating

3. Fidelity check
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Evaluation results on Selected Programmes: 
9 months since project commencement

4 Types of Programmes

Type A: ASD-specific coping (n=38)

Type B: Parenting sense of competence (n=56)

Type C: Parent general health (n=42)

Type D: Family functioning and support (Mass Programmesinvolving family members)

Quantitative results

136respondents indicated they most preferred Type B Programmes

ÅaŀƴŀƎŜƳŜƴǘ ƻŦ ŎƘƛƭŘΩǎ ōŜƘŀǾƛƻǳǊ 

ÅFamily functioning and social support 

ÅLevel of parental sense of competence

ÅPsychological well-being

Qualitative results

120parent participants interviewed after Programmecompletion were very satisfied 

with the Programmes, especially Type B Programmes
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How the Programmes affected the 
Parents

1. Knowledge and skills enhancement
ÅBetter understand the nature of ASD and their own children (Type A)

ÅMore confident to manage and support their child; More 
competent in solving problems in daily parenting (Type B)

2.  Stress and emotional relief
ÅHave learnt ǘƘǊƻǳƎƘ ƻǘƘŜǊǎΩ ŜȄǇŜǊƛŜƴŎŜ ŀƴŘ sharing of their own 

thoughts; Peer support gained (Type C)
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How the Programmes affected 
Family relationship

1. Parent-child relationship improved
ÅMore adaptive dyadic interactions

ÅImproved communication between parent-child dyads 

ÅMore able to appreciate the positive attributes of child

2. Relationship with other family members improved
ÅAble to generalize skills from one child to the other, as well as on the 

interaction with spouse
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Observations: 
Evidence-informed family support is needed to 
optimize service input!
Achievements from this evaluation study:

1. Enhanced awareness on evidence-informed services
Å!ƎŜƴŎȅΩǎ awareness on planning
ÅtŀǊǘƛŎƛǇŀƴǘΩǎ understanding on filling

2. Enhanced sensitivity on service evaluation outcome indicators 
ÅProgrammesatisfaction rating
ÅFidelity check
ÅStructured questionnaire
ÅInterview/focus group
ÅParent feedback meeting

Limitations from the current evaluation study:
ÅCentre-based multi-session services only
ÅLimited access to hard-to-reach parents and fathers
ÅSmall sample size 
ÅUnstable attendance
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Visits to Stakeholders and less 
known but vibrant services!
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Over 
50 stakeholders 
20 sessions of visits and interviews from 
October 2015 to Dec 2016



{ǘŀƪŜƘƻƭŘŜǊǎΩ ǾƛŜǿǎ ς
(Including professionals, parents, educators, private service providers and 
high-functioning youths with ASD)
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On ASD Persons 1. Long waiting list for diagnosis and services

2. At a stage of exploring services for ASD vocational support

3. Inadequate support for individuals with high-functioning ASD

On Parents 1. Insufficient respite care and instrumental support for caregivers 

2. Increasing father involvement 

3. Existing services not systematic and corresponding to parent needs

4. Lack of services supporting parent mental health

On Families 1. Marital and family relationship at risk

2. Perception of siblings towards ASD under-investigated

3. Financial burden on private services

On Community 1. Insufficient public education

2. Low acceptance on families with ASD members



Visits to less-known services

ÅDocumented relevant services by other agencies and private 
service providers, for example:
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YΩǎ YƛŘǎ ¢ƻȅ /ƻƳǇŀƴȅ

The Absolutely Fabulous 
Theatre showing 

ASD-Friendly 

Professional Music 
Therapy Centre

International Centre for 
Gifted and Talented

Louis 
Programme



Vibrant new initiatives: New HFAs!

HealthyFunctioning ASD:

ASD in marathon walks to raise funds!

HappyFunctioning ASD:

ASD-friendly drama, art work 

and toys!

Helpful Functioning ASD:

Volunteering!!
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Observations on less-known services

1. Rich experience on serving different target groups
ÅDifferent living area

ÅDifferent socioeconomic status

ÅDifferent strengths and interests

2. Innovative ideas are vibrant
ÅCollaboration to document these theories and practice impacts

3. Issue on sustainability of services
ÅDocumentation of services

ÅEvidence-informed intervention

ÅProfessional training of service providers
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Other works by the Family Team
Family Needs Survey

(Symposium 1)

Aims:

Å Explore categories of needs experienced by 

parents of children with ASD in Hong Kong

Å Understand important and unmet needs 

perceived by parents

Identified 4 major types of important and unmet 

needs:

Å Professional support for child 

Å/ƘƛƭŘΩǎ ǎƻŎƛŀƭ ƘŜŀƭǘƘ support

Å Parent psychosocial support 

Å Government and community Support 

Systematic Review on Family Interventions

(Symposium II)

Aims:

Å Provide an overview of all existing interventions for 

parents of children with ASD

Å Synthesize essential elements of these parent 

interventions 

Å Evaluate the effectiveness of these parent 

interventions

Found:

Å Increasing studies since 2011

Å Study qualities varied

Å Need for more robust studies

Å Limited interventions for parents with elder children:

Important in aging populations!!
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2016 Relevant Family Support Conferences at HKU
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Implications
A blueprint will be useful!
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Primary 
prevention

Secondary 
prevention

Tertiary 
prevention

Child developmental stages

Family life cycle

Social change

The A-POWER Family Support Framework
Ǻ ǻ

Community

Family

Parent

Child

ωCommunity support

ωParent general health

ωParenting sense of competence

ωASD-specific coping

ωFamily functioning and support

3Prevention levels 4 Intervention foci 5Support domains

Aim: A (ASD) Power in 
Public acceptance
Organized support
Well-being of parents
Evidence-informed intervention
Resilience of family

Implications:
Å Services 
Å Research
Å Community Ed
Å People with 

ASD and family Changes
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Framework Aim
1. To provide a guide-map for services

and researchdevelopment to ensure

familiesof individualwith ASDreceive

proper and effective social services

addressingtheir identifiedneeds

2. To ensure improvement of ǇŀǊŜƴǘΩǎ

well-beingis achievedat a community

level

3. To establish service effectiveness

evidence on family support social

services

4. To nurture parents from being helped

to self-help, then to helpothers
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Framework Assertions: 
A (ASD) Power in 

Public acceptance
Organized support
Well-being of parents
Evidence-informed intervention
Resilience of family



1. Public Health Approach (Winslow, 1920; Last, 2007)

2. Ecological Model (Bronfenbrenner, 1986)

3. Lifespan Perspective (LeBlanc, Riley & Goldsmith, 2008)

4. Family Life Cycle (Hill & Rodgers, 1964; Carter & McGoldrick, 1988)

Key Theories underlying the Framework
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Public Health Approach (Winslow, 1920; Last, 2007)

3 Prevention levels

1. Primary prevention
ÅKeep problems from emerging

ÅUniversal preventive interventions

2. Secondary prevention
ÅReverse harm from risk exposure

ÅSelectiveinterventions

3. Tertiary prevention
ÅReduce harm among individuals with high risk

ÅIndicatedinterventions
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Ecological Model (Bronfenbrenner, 1986)

4 Foci of intervention

Individual

1. Child-centred

Microsystem

2. Parent-centred

3. Family-focused

Macrosystem

4.   Community-based
Chronosystem: Changes with time
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