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Aims and Outline

1. Highlightfamilies with ASInembers need support
that is timely and evidencbased

2. Reportexistingfamily supportservicean Hong Kong
Propose damily Support Framework

4. Discussmplicationsfor services and research
development
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Risks and needs of families of
peoplewith ASD




Risingglobal ASD prevalence, and in Hong K

Actual increase or raised awareness?

A Studentsin mainstreamschools 1 in 120(not a population
prevalence)

A Projected to further increase at a rate of 20% per year
A 2015/16:7,200Q 2016/17:8,60Q 2017/18:10,300

Records oEducation Bureau (EDB) number of students
with ASD
in public sector ordinaryschools

2000 /‘/ /

2006/07 2007/08 2008/09 2009/10 2010/11 2011/12 2012/13 2013/14

6000
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ASD strengths and challenges as Spectrur
C (not A nor B!)

e.—. C: 3 dimensional!




Family challenges changeross the life span
Transition adjustments are challenging!

Diagnosis: Schooling : Work? Aging

Why? How? How to achieve? Home? Work? We are all aging!
What to do? Shelteredwork?
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Recent HK studies

A2015HeepHong Society survey

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

A Perceived parentalifficulties of participation in community
activities

A2016 Qualitative study

Tait, K., Fung, F., Hu, 8weller N., & Wang, W. (2016). Understanding Hong Kong Chinese
CI'YAt ASEQ 9ELISNAS y O S dJowenal oflAytism aseliDeielgpmenfab 5 A |
Disorders46(4),11641183.

A Experienceandemotional wellbeingof parents of children
diagnosed with ASD

A2016EdUsurvey

Chan K. S. (2016purvey: Most Parents of Children with AutReportDiscriminatory
ExperiencesThe Education University of Hong Kong.

A Discriminatoryexperiences of parents of children wiSD
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http://www.heephong.org/webprod/cht/whatsnews/detail/14632

Inadequate policies to support families

AServicedocus on individuals with ASD, less on their
families

ARightsand support for families are advocated by
parents, professionals and NGOs

A

TRAEEHRERRE

The Parents Association of Autistic Children in
yAACAE  Malnsiream Education

Ao

Hong Kong Autism Awareness Alliance

PHBRERERRY
THE PARENTS' ASSOCIATION
OF PRE-SCHOOL
HANDICAPPED CHILDREN

Society for the Welfare of the Autistic Persons
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Voices from some parents

8 i
|
You can never understand the féeling of

facing them 24 hrs a dayl . ,
| dare not go out alone even for a meal/l.

\ it is hard for you to understand )

| cried everyday once | understand what it
means by ASDI
my heart feels being pricked all the time and
\ | just wanted to end our lives together.
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Families need support!

A Individuals
A Desperate for help
A Exhaustion

A Couples
A Marital tension

A Other children -
A Feel left out, frustrated Important
but unmet

A Grandparents )
A Disappointed needs!!
A Worried

A Families
A Discrimination
A Social isolation

Individual, family
and social costs!!
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The JC A onnect

FamilySupportProject

~ The team:
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20152018 JC A Connect .

Holistic Support for Children with Autism and Families
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Background

AHongKong Jockey Club CharitiEsist funded
the JC AConnect Autism Holistic Support

Project from June 2013018
AHK$167.79 million

A3 components: Family, School, Community,

A6 NGOs
AWebsite: www.jcaconnect.hk
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Family Support iKeyto ASD Support!
Objectivesf FamilyQupport Team

s
1. Understand widentify family needs across the life span
T wReview existing family services and projected service gaps
family needs W 2S00 aidl|1SK2t RSESNBRQ OASsa
\_
(" . _ _ .
2 Evaluateex Stmg uﬁ\ggate support services provided by three designated
. . . S
SEIVICES anatlentlfy wldentify and compile other ledsnown family support
dessknown Services | services
(
3 Enhancesupport wPropose a family support framework
' . wPromote family support
for such families wDisseminate good practices
\_
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Examples of support for
such families in HK

A Government
A Maternity and Child HealtBentres
A Child Assessment Services
A Hospital Authority: Psychiatric services

A Education Bureau: mainstream and sFPeC|aI schools with school social work services,
Educational Psychological services, Pateather Association

A Integrative Family Servic&entres
A Disabilities allowance

R A Housing No systematic long term
NGOs JHPT
A Early childhood training services Rehabilitation

A Special child careentres ProgrammePlan (RPP):

A Integrated child careentres > x

A Selthelp groups 1976C 1998C 2007,

A Social and vocational support, sheltered workshop

A Hostels

A Respite services 201777

A Private sector
A Assessment and training

== A Religious organizations
: A Church fe||0W5h|pS 15 \-Ec SUPPORT NETWORK
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JC AConnect Project: 3 key NGOs (CaritdsepHong & SAHK)
Joined to further expand their services throughdga&ellitecentres

Hong Kong Island
Kowloon East
Kowloon West
NT East

NT West

Outlying Islands

3 NGOs
CaritasHK

Heep Hong Society
SAHK

.
NT East ¢
NT West
¢
Outlying Hong Kong )
Islands ¢ Island i
Do, ¢ 9]
&
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Family/ Parent SuppoRrogrammeprovided by 3 NGOs
Service Components and Year 1 Achievement
e

Training & _
Competence Family Pledged Actual
Building of Functioning (Year 1) (Year 1)
Parents and Enhancement

. Numberof Parent 1,700 Over 2,600
Caregivers :
Support Sessions
Number of 8,500 Over 9,100

Beneficiaries

Support for
Parents

More families obtained support!
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4 Typef Programmes

Multi-session grourogrammes
Type A: ASIBpecific coping
- e.g. Memory drill, study skills
Type B: Parentingense oCompetence
- e.g. Positive parenting, pareghild art/exercise
Type C:. Paremeneral health
- e.g. Yoga for parents only

MassProgrammes

Type D: Familfunctioning andsupport
- e.g. Talks, outings
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Evaluation on

EXxisting social services
supportfor such families In
Hong Kong
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Quantitative evaluation on Selectéttogrammes
Measures

1. Prepoststructured questionnaire
a) EybergChild Behavior Inventorfeyberg& Ross, 1978)
b) General Health Questionnai®2 (Goldberg & Williams, 1988)
c) Parental Stress Scdlerry & Jones, 1995)
d) Parenting Sense of Competer{Gbaud\Wallston& Wandersmann1978)
e) Kansas Marital Satisfaction Sq@ehummet al., 1986)
f) Functional Social Support QuestionngiBeoadhead, et al., 1988)

2. ProgrammeSatisfaction Rating
3. Fidelitycheck

JOCKEY CLUB AUTISM
SUPPORT NETWORK
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Evaluation resulten SelectedProgrammes
9 months since project commencement

4 Types oProgrammes

TypeA: ASDspecific coping (r38)

Type B: Parenting senseampetence (n56)

Type C: Parent general hea(th42)

Type D: Family functioning and support (MBssgrammesnvolving family members)

Quantitative results
136respondents indicated thesnost preferred Type BProgrammes
Aalylr3asySyid 2F OKAfRQA 0SKI @A 2 dzNJ
A Family functioning and social support
A Level of parental sense of competence
A Psychological webeing

Qualitative results

120parent participants interviewed aftdProgrammecompletion were very satisfied

with the Programmesespecially Type Brogrammes JOCKEY cLus AuTIoM
€ nNeCt
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How the Programmes affected the
Parents

1. Knowledge and skills enhancement

A Better understand the nature of ASD and their oamildren (Type A)

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

2. Stress&ind emotional relief

A Have learnii K N2 dzZ3 K 2 (i K S NAhGrindSoEthds didn Sy O S
thoughts; Rer support gained (Type C)
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Howthe Programmes affected
Family relationship

1. Parentchild relationship improved

A More adaptive dyadic interactions
A Improved communication between parephild dyads
A More able to appreciate the positive attributes of child

2. Relationshipwith other family members improved

A Able to generalize skills from one child to the other, as well as on the
Interaction withspouse
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Observations:
Evidencanformed family support is needed to
optimize service input!

Achievements from this evaluation study:

1. Enhancedawareness on evidenaaformedservices
Al 3 S yawaréhass on planning
At I NI A Qridedtayiding@an filling
2. Enhanced sensitivitgn servicesvaluation outcome indicators
A Programmesatisfaction rating
A Fidelity check
A Structured questionnaire
A Interview/focusgroup
A Parent feedbackneeting
Limitations from the current evaluation study:
A Centrebased multisession services only
ALimited access to hastb-reach parents and fathers
ASmall sample size
AUnstableattendance

24
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Visits to Stakeholders and less

known but vibrant services!

Over

50 stakeholders

20 session®f visits and interviews from
October2015 toDec 2016

1BENE Funded by: 3B Host Institution:
__ Faculty of
i BHEETESENES 3.(” P) ,.*‘ﬂl 3{” ieﬁcc
The Hong Kong Jockey Club Charities Trust A e A ci The University of Hong m:
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{O0F1SK2ft RSNBQ OASga
(Including professionalsparents, educators, private service providers and
high-functioning youths withASD)

On ASD Persons

Long waiting list for diagnosis and services

At a stage of exploring services for ASD vocational support

Inadequate support for individuals with hiflmctioning ASD

On Parents

Insufficient respite care and instrumental support for caregivers

Increasing father involvement

Existing services not systematic and corresponding to parent needs

Lack of services supporting parent mental health

On Families

Marital and family relationship at risk

Perception of siblings towards ASD uniheestigated

Financial burden on private services

On Community

Insufficient public education

NPl NP RO RN

Low acceptance on families with ASD members

JOCKEY CLUB AUTISM
SUPPORT NETWORK

26 € :nNsct

BESTENETEE




Visits tolessknown services

ADocumented relevanservices by other agencies and private
service providerdpr example:

Louis

Programme

YQ4 YARA ¢2& [/ 2YL)} ye

The Absolutely Fabulou
Theatre showing
ASDFriendly

International Centre for
Gifted and Talented

Professional Music
Therapy Centre 27
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Vibrant new Initiatives: New HFAS!

\g

Functioning ASD:
ASD Iin marathon walks to raise funds!

Functioning ASD:

KING ARTHUR

ASDfriendly drama, art work

and toys!

Functioning ASD:
Volunteering!!

28
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Observations on lesgknown services

1. Rich experiencen serving different targegroups

A Different living area
A Different socioeconomistatus
A Different strengths andnterests

2. Innovative ideasre vibrant
A Collaboration tadocument theseheoriesand practicémpacts

3. Issue on sustainability of services
A Documentation of services

A Evidenceinformed intervention

A Professionatraining of service providers
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SUPPORT NETWORK
BESTENETEE




Other works by the Family Team

Family Needs Survey
(Symposium 1)

Systematic Review oRamily Interventions

(Symposium |I)

Aims:

A Explorecategories of needs experienced by
parents of children with ASD in Hong Kong

A Understand important and unmet needs
perceived byparents

Identified 4 major types of important and unmet
needs:

A Professional supporfor child
Ss@pppkt I f

A Parent psychosocial support

Al KAf RQa KSI £

A Governmentand community Support

Aims:

A Providean overview of all existing interventions for
parents of children with ASD

A Synthesize essential elements of these parent
interventions

A Evaluate the effectiveness of these parent
interventions

Found:

A Increasing studies since 2011
A Study qualities varied

A Need for more robust studies
A Limited interventions for parents with elder children|:

Important in aging populations!!
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2016 RelevanfFamily Support Conferencas HKU

2016 Oct 20-22
2016 July 8 Parenting

2016 March 14 ASD CP pen Tt B R
Family Care-giving . -
P Qe ; International Conference on P © ¥ y

a Parenting in the 215t Century
Hong Kong ASD Conferen: October 20-22, 2016 | Hong Kong

SuppertinglleamingfandiDeve epmem Hall 2, Lee Shau Kee Lecture Centre,
July 8,2016 | Hong Kong Centennial Campus, The University of Hong Kong

PUBLIC POLIEY

Symposium on
Family Caregiving in Chinese Societies — A Life Span Perspective
Monday March 14,2016 | 9:30am - 5pm

g,

Social Sciences Chamber, 11/7, The Jackey Club Towes, Centennial Campus, HKU
Keynote: Intergenerational Caregiving as Productive Engagements (9:40am - 10:30am)
Speaker
The Corbererce ems to enhance support for chidren with Autism Spectrum Disonder (ASD), thewr s hools and
"‘"""‘","_,"“‘“"""" ey {armibes. it provides a platform kor experts, professional, educatons, caregrvers and other intesested indwiduals 10
sttty shae thess work and insghts on efiective support for children and adclewcents with ASD
Keynote Speakers B
o Keynote & Plenary speake:
ooy A N \
AT : Dr Brenda Smith Myles Dr Florence Lee . -/
Topic: Theoretical Constructions of Intergenerational Caregiving (10:45am - 12:45pm) ] B R e o
Speskers: rerbece DA i e Ty G o
1 Unied . HOSAR Gonerenare
e — ——— ‘ o Keynote Speakers
Oevmimton DrSanda Tuang
R, S R N—— Conference Co-chairs
Dr Sandra Tsai Profe &
- (irgam toy a sevs OrlreneHo | D Sanden 10 e f Professor Frank F. Furstenberg Jr. essor Carolyn Webster-Stratton
o Ortser o Moot e e Depatmert ef Socoiogy, Unvvey of Pewiyvaria Scnol of Nutaieg. Unwarssy of Washingion
‘ s 4 o A e 4 e - Faculty of Socl Sciences. Gal Administagion
- oy ooy The Univesty of Hon Kerg Beaky dodsgucs
Moderstor
Or Rainbow Ho.
R R Call for Abstracts Plenary Speakers
Topic II: Evidence-based Interventions in Enhandng Intergenerational Caregiving (2pm - 3:30pm) Scholars and professionals aee invited 10 submit abstracts for poster presentation thicugh the online system ot
- the Conference webite on or before Apeil 29, 2016 Y
muuwma “Finding A Balance Polet”
e Yo Parent Wamog Programs o Abstract Subr on (Extended deadline: April 29, 2016,
[rsmaor g Professor Cynthéa Leweg. o b P S a
Profess 7Y ::........... m—uummn = p 4
e SRR www.socsc.hku.hk/JCA-Connect/hkasd2016 _ = L .
o iz Pobessar Kavn Ohirg s Y., 1 ey
R Al " nEwa ety 1 ot mratn Smma oo Ve evsere i)
~All are welcome~ guavet
www.socsc.hku.hk/pppl/fccs BRRGEEN R ial §
.2 et e e e s texfuentrin
Sciet Seienes [ Swmmanans A amesmssazre
P rrevry The Usewesty o Hong Keng T4 Watneris o e oy
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Implications

A blueprint will be useful!
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The APOWER Family Support Framework
A a

ﬁ 3 Prevention levels H 4 \ntervention foci H 58upportdomainsh

Primary _
prevention Community  «wCommunity support
Aim: A (ASD) Power in . : -
Public acceptance Fam”y wFamilyfunctioning and support
Organized support
Well-beingof parents Parent ooParent.generaI health
Evidenceinformed intervention wParenting sense of competence
Resilienceof family ]
Child wASDspecific coping
Seconda
Implications: prevention
A Services Tertiary
A Research orevention
A Community Ed
A People with Child developmental stages
ASD and family Family life cycle | Changes
Social change 33

JOCKEY CLUB AUTISM
SUPPORT NETWORK
BESTENETEE



Framework Aim

1. To provide a guidemap for services
and researchdevelopmentto ensure
familiesof individualwith ASDreceive

proper and effective social services| Framework Assertions:
addressingheir identified needs A (ASD) Power in
2. To ensure improvement of LJ- NB|y 0 Q&
well-beingis achievedat a community Public acceptance
level Organized support
3. To establish service effectiveness Well-beingof parents

, _ _ Evidenceinformed intervention
ewdgnce on family support social Resilienceof family
services

4. Tonurture parentsfrom being helped
to selfhelp, thento help others

JOCKEY CLUB AUTISM
SUPPORT NETWORK
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Key Theories underlying the Framework

1. PublicHealth Approachwinsiow, 1920; Last, 20p7
2. EcologicaModel (Bronfenbrenner, 196
3. LifespanPerspectiveLeBlanc, Riley & Goldsmith, 208

4. Family Life Cycl@ill & Rodgers, 1964; CartecGoldrick 1988

35



Public Health Approaghinsiow, 1920t ast, 2007)

3 Prevention levels
e

1. Primary prevention
A Keep problems from emerging

A Universapreventive interventions

2. Secondarnyprevention
A Reverse harm from risk exposure
A Selectivanterventions

3. Tertiary prevention
A Reduce harm among individuals with high risk
A Indicatedinterventions

CCCCCCCCCCCCCCCC
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ECOIOg ical Mod rionfenbrenner, 1986

4 Focl of Intervention

Individual

1. Childcentred
Microsystem

2. Parentcentred

3. Familyfocused
Macrosystem

4, Communitypased

ChronosystemChanges with tim>
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