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The Voice of Grandparents
https://vimeo.com/50197092
• https://vimeo.com/50197092

Wanslea Grandcare
• Key service provider in WA to grandparents
who care for their grandchildren full time
• 12 Support Groups across
metropolitan and regional WA
• Volunteer lawyers, accountants,
and financial advisors
• Information and Advocacy
• Activities, respite and outings
• Grandcarer Support Scheme

Who are grandparent carers?
•
•
•
•
•
•
•

Have full-time responsibility
Formal and informal carers
Single women
Range in age from 37 – 94
Carer role as a result of a crisis
Some are great grandparents
Cultural grandparents

Who are grandparent carers?
• Examined relationship between health and caring
role
• Positively impacts health and may reduce mortality
• Caregiving grandparents lived on average 5 years
longer (10 years from T1 compared to 5 years)
• Relationship between level and complexity of care
and grandparental well-being
• Not due to better health at baseline
Hilbrand, S., Coall, D., Gerstorf, D., Hertwig, R., (2017), Caregiving within and beyond
the family is associated with lower mortality for the caregiver: A prospective
study. Evolution and Human Behavior, 38(3), 397-403

Who are grandparent carers?
• Sense of purpose
• Physically and mentally active
• Evolutionary
• Limits to caring role
• What is moderate? Benefit depends on level of
caregiving
• When care is full time, risk to health increases
• Social strain cancels out potential benefits
• Detracts from other beneficial activities

Identifying a need
Reliance on anecdotal evidence
Limited any shared understanding
Differences and commonalities across states
Data needed for
• Advocacy
• Best practice
• Service design and development
• Policy formation

Creating a Research Agenda
Felt and identified gaps
Picture Building
• Demography
• Lived Needs
• Policy and service gaps
• Absences
Managing multiple sets of expertise and
priorities

Creating a Research Agenda
•
•
•
•
•
•
•

Reach to marginalised populations
Engagement of Indigenous communities
Mixed methods
Clear communication strategy
Multi-disciplinary
Implementation and knowledge transfer
Didn’t need more picture building – numbers
and understanding impact

Creating a Research Agenda
Outcomes
• Recognition of
grandparent carer’s
needs and
contribution
• Recognition of
knowledge, skill and
resource
requirements
• Meeting of needs of
grandparent carers
• Understanding of
experience of
grandchild

Output

To enable

• Evidence based data
including
• Incidence of
grandparent caring
• Impact of caring on
grandparents’ lives
• Impact on children
• Information for
grandparent carers

• Recommendations
about legislative and
policy changes
• Recommendations to
state departments
about policy and
practice
• Development of best
practice
• Communication of
findings to a diverse
range of
stakeholders
• Advocacy

Aims and purpose
The aims of the proposed study are to:
i.

develop an understanding of the daily lived experiences of WA
grandparent carers,

ii. assess the implications of these experiences for their health,
economic and social well-being
iii. assess the service and policy implications of the above - both
existing frameworks, accessibility and informing change
iv. assess the shared and different experiences of formal and
informal grandparent carers across i - iii
v. access the voice of children being cared for by their
grandparents to develop a further understanding of growing up in
this family type

Multiple stakeholders
•
•
•
•
•
•
•

Identifying stakeholders when working with
invisible populations
Ensuring diversity and collaboration
Engaging consumers
Active membership
Facilitating participation
Exit strategies
Engaging influencers

Partnerships with Universities
•
•
•
•
•
•
•
•

Research V Service needs
Engaging multiple universities
Timelines and shared data
Complex system
Recognition of expertise
Different agendas, structures and rules
Challenges to consensus
Intellectual property

Engaging funding
•
•
•
•
•

More stakeholders
More agendas
More research V service
Relationships
Reporting

Key Learning
•
•
•
•
•
•
•

Time
Multiple relationships and engagement
Identifying gaps
Making the case
Research V Service V Policy
Communication
Creating influence

Cross Institutional Health Research:
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Responding to Health Issues
Identified by Industry Partners
Translational research

Establishing networks: ECUICS
study
Professor Ruth Marquis
Occupational Therapy

ORI
Dr David Coall

Dr Myra Taylor

School of Medical Science

School of Psychology

http://www.theaustralian.com.au/life/weekend-australianmagazine/drugs-family-dysfunction-and-the-burden-ofresponsibility/story-e6frg8h6-1227143873872

ECU-Industry Collaboration
Scheme
• Marquis, R., Coall, D., McGarry, S., & Batten,
R. (2014)
• Grant 1: $110,500
• Title: Identifying factors that influence the
wellbeing of grandparents who are primary
carers of their grandchildren

Combining research paradigms to
maximise Disciplinary Influence
• Occupational Theory
(Professor Ruth Marquis)
• Medical Science
(Dr David Coall)
• Psychology/Education
(Dr Myra Taylor)
• Health Promotion
(Dr Julie Dare)
• Addiction Studies
(Dr Celia Wilkinson)

Grandparents 24/7: Mixed
method research design
• Phase 1: Qualitative - Face-to-face, phone, &
email interviews conducted with 49 custodial
grandparents within WA
• Phase 2: Quantitative – Development and pilot
distribution of Grandcarer Needs,
Wellbeing and Health Survey to
88 custodial grandparents within WA

Producing and publishing industry
report

Grandparents 24/7: Results

Grandparents 24/7: Results
I’d turn up and the doors would be unlocked and my
daughter fast asleep. My granddaughter wouldn’t be
dressed and her hair would be matted. The house
wasn’t far from a major road and neighbours would
tell of seeing my granddaughter wandering alone in
the street.

Grandparents 24/7: Results

I had an asthma attack that nearly killed me. Because
of that I watch my health. I’m very frightened of
getting sick, because if I do what will happen to my
grandson?

Grandparents 24/7: Results
The first 6 months of having my grandkids, I thought
of suicide every single day. I wold drop them off and
dread picking them up. I would lock myself in my
bedroom and curl up in a ball ad think of ways of
topping myself. The only thing that stopped me was
the thought: How could I do this to my grandchildren.
It really scared me.

Grandparents 24/7: Results
It costs quite a bit to raise a child…so there’s no selfindulgence left for me. I’m looking at five, ten, twelve
years of education. I’m just hoping that we have
enough savings to get them through. What we want
has gone by the wayside.

Grandparents 24/7: Results
105. In general, would you say your health is:
#
5
4
3
2
1

Answer
Excellent
Very good
Good
Fair
Poor
Total

Response
4
14
40
18
4
80

%
5%
18%
50%
23%
5%
100%

106. Compared to one year ago, how would you rate your
health in general now?
#
1

2

3

4

5

Answer
Much better
now than one
year ago
Somewhat
better now
than one
year ago
About the
same
Somewhat
worse now
than one
year ago
Much worse
now than one
year ago
Total

Response

%

6

8%

5

6%

43

55%

22

28%

2

3%

78

100%
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Formation of
reference
group

Take a break
Rottnest
respite camp

Sharing ideas
and emergence
of spin-off
grandparent
supports

Grandparents
24/7

Building ECU
Reputation as
Community
Needs
Focussed

Grants Received: 2015-2017
Lotterywest: ($399,124 granted)
The experiences, needs and well-being of
grandparents and grandchildren in families where
grandparents are caring for their grandchildren
ECU-ICS: ($110,73 granted)
Health and Well-Being of Grandchildren being
raised by their Grandparents
ECU-ICS: ($141,899 granted)
Factors influencing the reunification of removed
children with their substance-using parents

Expanding the research team and
networks
Internal & external WA
academic networks

Eastern States and
international connections

Original Research Team
Professor Ruth Marquis (OT)
Dr Myra Taylor (Psychology/OT)
Dr David Coall (Medical Science
Added members
Professor Stephen Houghton (UWA Education)
Dr Celia Wilkinson (ECU - Public
Health)
Dr Julie Dare (ECU - Public Health)
Dr Barbara Blundell (Curtin - Social
work)

Interstate
Dr Samantha Ashby (Newcastle
University)
International
Prof. Ralph Hertwig (Max Planck
Institute - Germany)
Dr Rebecca Sear (School Hygiene
Tropical Med - London)
Prof. Michaela Wänke (Universität
Mannheim - Germany)
Prof François Höpflinger (Universität
Zürich - Switzerland)
Prof Kirsty Forsyth (Queen Margaret
University – Scotland)

Current intergenerational
research extension projects
Parents with substance use
issues: Family reunification
feasibility study

Grandparents: 2000+ Largest
Australian Health and Wellness
Survey

Grandchildren: 200 Child
caregiving experience
survey
Children’s Voices:
Leadership Camps 2018

Grandparent Needs, WellBeing and Health Survey
• Demographics grandparents and grandchildren
• Grandparents and grandchildren physical and
mental health
• Intergenerational relationships
• Social networks and supports
• Service utilisation
• Grandparent abuse
• Grandparent resilience

Grandchildren Raised by
Grandparents Retrospective Survey
• Grandchildren demographics
• Adult grandchildren childhood experiences
• Impact on developmental outcomes
• Sources of emotional support
• Reflections on self and abilities currently

Children’s Voices Leadership
Camps
In consultation with children and grandparents:
• Design camp programme focussing on current
and potential attributes
• Leadership development focusing on resilience
training
• Process evaluation and fine-tuning
• Outcome evaluation and recommendations

Future Vision:
ECU Centre for Child Advocacy &
Intergenerational Solutions
Academic Collaborations
Internal:
Professor Ruth Marquis
Dr Myra Taylor
Dr David Coall
Dr Julie Dare
Dr Natalie Gately
Dr Vicki Banam
Dr Francesca Robertson
External;
UWA – Prof Steve Houghton
Curtin – Dr Barbara Blundell
Dr Mark Liddiard

Grandparents

Children

Parents

Community Partners
Commissioner for Children &
Young People
Mental Health Commission
Cyrenian House
FINWA
Palmerston
Wanslea
Community Vision
Women’s Health Network
Salvation Army
WACOSS

Future vision: Implementation
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Curtin University Research Team

Research Focus
Aim:
• To identify the social policy and service provision enablers, barriers, and
gaps for WA grandparent carers, with a specific focus on potentially
vulnerable groups with diverse needs.
Objectives:
• To examine the policy context and specific service delivery framework for
grandparents in WA and nationally.
• To map current government, non-government and private services and
supports for grandparent carers in WA in order to identify accessibility,
gaps, and duplications in this area.
• To provide recommendations about improvements to service availability,
accessibility, and delivery, to facilitate improvements to relevant policy
frameworks.

Significance
Current research:
• Dearth of research exploring services and supports,
legislative and policy context.
• Lack of information on particular service issues for CALD
and Aboriginal grandcarers (Sepulveda et al., 2016).
• Research focus in the area mainly on grandparents’
perspectives/needs/impacts.
• Reference to service and policy context is mainly from the
perspective of grandparents.
“…a complex space marked by paradox and ambiguity,
particularly in relation to the grandparents' social, financial
and legal status, as well as their social and emotional wellbeing, that current policy contexts fail to adequately
recognise.” (Backhouse & Graham, 2009, p.1).

Experiences of service and policy
context
 Supports and services fragmented
across both Government and nongovernment organisations.
 Complex, contradictory,
inconsistent and confusing
systems and processes
 Fairness - esp. financial
 Lack of timely practical assistance
 None or limited training
opportunities
 Reluctance to access services, or
apply for payments
• (Yancura, 2013; Brennan & Cass, 2014).

Centrelink
Transport
Housing
Training and
parenting
skills
Homework/tutoring

Employment

Financial

Service
coordination

Education
and Training

Legal or formal
status/responsibility

Legal

Unable to access
Legal Aid

Access to
a school

Counselling
Intergenerational
conflict
Peer
support/supp
ort groups

Social
Psychologica
l Emotional

Respite

Ageing

Health

Physical fitness
Illness

Access to:
• Financial support: increased access to
and levels of financial support
• Legal representation and assistance
• Content, form and timing of information
• Childcare, after school programs
• Respite and crisis support services
• Formal and informal support groups
• Parent training and education
programs
• Appropriate healthcare services
• Informative, accessible, and caring
caseworkers
• The provision of relationship support to
assist with navigating the changes in
family dynamics and relationships
(Brennan et al., 2013; valentine, Jenkins, Brennan & Cass, 2013)

“Since taking on (granddaughter) I mean
I'm in debt, and I've been in debt the
whole time. Personal loans, credit cards,
friends, whatever. I mean, it goes up and
down, it fluctuates, but then basically I'm
in debt. Especially now that she's getting
older.” (Penny)
(Backhouse & Graham, 2009, p.3)

“I'm trying to do it (raise grandchildren)
to save the government money, but
anything that's handed out is handed out
to parents, but not grandparents ...”
(Helen)
(Backhouse & Graham, 2009, p.5)

Phase 1
Ethics

Phase 2
Scoping and
Mapping

Phase 3

Interviews,
Focus Groups,
and Survey

Phase 4
Analysis and
Recommendati
on

Phase 1: Ethics
• Curtin University Human Research Ethics
Committee application submitted
• Further applications may need to be made to
organisations or departments in order for
service provider staff to participate
• Example, Western Australian Aboriginal Health
Ethics Committee

Phase 2: Scoping and Mapping
• Scoping review following guidelines by Arksey
and O'Malley (2005), with updates from Levac,
Colquhoun, and O'Brien (2010). Drawing
together previous research in this area, along
with related government and organisational
documents.
• Scoping exercise for mapping service provision
in WA.
• Legislative mapping of frameworks around
grandparent carers.

Scoping
Review
• Timeframe: 10 years (20072017)
• “What is known in the literature
about services and social policy
that are available or needed to
support grandparent carers?”
Criteria
• Custodial Grandparents
• Australia, United Kingdom,
America, Canada, New Zealand
• Service use, support services

Database Searches
Google search
Grey Literature

Relevant articles
downloaded into
Endnote
Review article
reference lists

Remove
duplicate
articles

Title and Abstract
review in Covidence
Remove articles
that do not
meet criteria

Full text review in
Covidence
Remove articles
that do not
meet criteria

Final articles included

Phase 2: Service Mapping
• To identify service providers; the nature of service
provision; geographical areas of provision; inclusion
and exclusion criteria.
• Profile providers (NGO, private or government) directly
and indirectly providing services:
• Identify nature of service, program and other relevant
operational information (target population group;
areas covered, inclusion criteria)
• Identify the funding source/s
• Identify referral processes and pathways
• Identify linkages with the other agencies

Phase 2: Legislative mapping
the process
• Map and analyse State and national legislation and policy relating
to grandparent carers, highlighting potential gaps and pertinent
issues, with reference to some international jurisdictions.
• Analyse Hansard Parliamentary Debates
• Examine and review relevant Case law to understand how current
laws are being used in practice and whether it is in following with
the original intention of the law.
• Consultations with State Child Protection Legal Unit and Legal Aid
Branch: to ascertain the practical implications of law

Phase 2: Legislative mapping
anticipated outcomes
• Examination of a number of policies in place
that help carry out the functions of legal
instruments
Thus far:
• A preliminary search of legislation revealed 8
primary Acts with a further 46 subsidiary Acts
that had some provision relating to
Grandparents (State and Federal)

Phase 3: Interviews and Focus
Groups
• In-depth interviews with approximately 30 key
stakeholders at the management level
• Interviews will assist:
• mapping service responses, issues and gaps
• the identification of case study exemplars and
illustrating the implications of these for practice and
service delivery.
• Questions focus around what is working well, what
could be done better, and ways to move forward.

Phase 3: Interviews and Focus
Groups
• Key findings and their policy implications further
explored through focus groups.
• Up to 8 focus groups with service
providers/stakeholders at the service delivery level
• Purpose:
• To gather information around current approaches to
grandparent carers and service responses
• Allow for some examination of issues specific to
particular diverse groups

Survey Collaboration with ECU
• Curtin team to contribute a number of questions to
explore grandparent engagement with service
providers.
• Focus:
• Patterns of service use amongst grandparent carers
• The extent to which services meet the needs of
grandparents themselves
• What additional services would be most helpful to
grandparents themselves
• Especially focussed upon possible gaps in service
provision

Phase 4: Analysis and
Recommendations
• Collaboration and integration of findings
• Objectives:
• To identify the adequacy, suitability and effectiveness
of existing services, from the perspective of
grandparent carers and service stakeholders
• To identify needs, strengths, weaknesses, gaps and
areas of need
• To identify potential strategies to address these gaps
– including the capacity and strength of the existing
sector in meeting them.
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• Sarah French, Department of Communities
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Communities
• Sharyne de Young, Grandparent Carer
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• Stephan Lund, Executive Manager, Wanslea
• Sue Baile, Coordinator Grandcare, Wanslea
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Scheme
• Lois May, Aboriginal Elder
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Research and Evaluation, Wanslea (Chair)
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Research and Evaluation, Wanslea (Chair)
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