


Preface

Children and young people represent the future of this country. Some of those young people
provide care for a member of their family who is sick, has a disability or is frail and aged.

Caring has both its rewards and its difficulties. Overtime low levels of care may become
substantial levels of care. Many families are strong, loving and close knit where there is a fierce
loyalty and protection. Some Young Carers and their families may fear that if they draw
attention to their situation they will make themselves more vulnerable.

But without the recognition of their caring role how do young people and their families get the
recognition and support they need?

The Carers Association is conscious of the need to recognise and respect the delicate balance
in families, between children and parents as they find their own solutions to meeting the
demands of caring, often in difficult situations.

With this mixed range of concerns the Carers Association has approached the issue with
caution, and over a long period of time, with the ultimate aim of including all stakeholders;
government, Carers, families, service provider, schools and community organisations, working
in collaboration to find solutions.

The time is right to address the need of young people who provide Care.

This report provides a snap shot of Young Carers; provides an overview of the literature and
the issues that affect young people, and the services currently provided to Young Carers both
in South Australia and nationally. It is one of the steps towards increasing the recognition of
the needs of Young Carers.

This report came about as a result of work done Milivoj Oreb, social work student on

placement with the Carers Association. My thanks go to Milivoj and to organisations and service
providers, both in South Australia and interstate, whose contribution also made this report
possible.

This report is dedicated to all those young people who provide care in their family.

Rosemary Warmington
Executive Director
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SECTION 1: LITERATURE ON CHILDREN AS CARERS

International Literature

United Kingdom & Europe

Literature on Young Carers began emerging in the late 1980s to early 1990s. The most prolific
source of literature on Young Carers to date has been the United Kingdom and in particular the
Young Carers Research Group based at Loughborough University. It remains a fundamental

cornerstone of literature on the subject.

The Young Carers Research Group (YCRG) has also conducted some cross-cultural reviews of
projects in Western Europe (Becker, S. 1995 Young Carers in Europe) and in Australia (Becker,
Aldridge & Dearden 1998).

United States

It is interesting that even the YCRG does not refer to any Young Carers projects or literature
from the USA. My own efforts to locate a source of US discussion on the subject has failed.
Literature and web sites from peak bodies such as the National Alliance for Caregiving and the

National Family Caregivers Association remain completely mute on the matter of Young Carers.

National and Interstate Literature

In general, there is not a large body of Australian literature on Young Carers. What little there
is often refers to the UK literature. This may be because there has been a small level of service
provision and specific projects dedicated to Young Carers in Australia. Australian literature is,
however, emerging largely from conference proceedings and journal articles. There is
significant deficit in the literature on issues about indigenous Young Carers and those from

linguistically and culturally diverse backgrounds.

A recurrent feature of the local Young Carers projects is a lack of documentation. Without
documentation, these projects — no matter how effective or innovative — shall remain isolated

from wider appreciation.
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Carers Association of Australia
The Carers Association of Australia produced two reports, Forfeiting Their Futures to Care
(1996) and Questions of Responsibility: Children and Caring in Australia (1997).

These two publications signalled the first substantive attempts to address the issues of Young
Carers in Australia and the latter report contains 9 policy and service provision

recommendations, few of which seem to have been followed up.

At the end of 2000, the Carers Association of Australia were successful in gaining funds from
the Commonwealth Department of Family and Community Services to undertake national
research on Young Carers. The funding of this research project is a recognition of the need to
establish an authoritative reference base to be used to inform future policy and funding
decisions. This Australia wide research will produce an accurate picture of the experience of
Young Carers, including:

e Statistics on the numbers of young primary carers in Australia

e The characteristics of Young Carers in terms of their age, where they live, what level of

care they provide and to whom, their income level and financial security of their
families and for how long they have been / will be caring

e The needs of Young Carers in regard to ensuring social and economic participation in
the community and which of these are being met and by whom

¢ Identifying the gaps in helping young carers make the transition into the work force,
education or training and strategies for how might these be best addressed.

e Identifying the best way to engage the most appropriate people / groups to fill the
identified gaps in regard to participation in employment and/or education and training

The final report from this research is due in September 2001.

Carers Association of the ACT
In collaboration with other service providers, the Association has produced a training package
for educators, health professionals and community services alerting them to the basic facts

about Young Carers.

Titled Getting it Right For Young Carers in the ACT, it provides general information on who are
Young Carers, effects of Caring on young people, their needs, how to recognize them, and
some information on the UN Convention on the Rights of the Child.

It also has information on Young Carer assessments and lists ways to help and support young

carers.
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Carers Association Victoria

The Carers Association Victoria has produced an interim position paper on Young Carers (see

Appendix 2). They have also made representations to the Victorian Minister of Community

Services in August 2000 highlighting concerns about children with caregiving responsibilities

and urging the Minister to establish an interdivisional working group to:

Scope and explore the issues

Identify research and best practice materials already available

Develop strategies to resource, support and meet the needs of children with caregiving
responsibilities

Identify information and training strategies to alert key service providers (education,
health, community, legal etc) to be responsive to these children

Carers NSW
The Young Carers Project conducted by Carers NSW is the ‘flagship’ Young Carers project in

Australia. Specific funding was allocated by the NSW Government to initiate the project in 2000
and has been extended till June 2003.

Resources have permitted the publication of:

A *Young Carers and Young Adults as Carers’ fact sheet available through the Carer
Resource Centre, Carers NSW. This highlights the basic facts about Young Carers and
programs being offered through Carers NSW. (copy held at CASA)

A Young Carer Telegroup Counselling training manual for service providers in contact
with Young Carers. (copy held at CASA)

A Young Carers Training Pack aimed at providing information and assistance to
schools, community services and health agencies. (copy held at CASA)

A Young Carers website aimed at providing a link to services. Address:
http://www.carersnsw.asn.au/yngcare.htm and via Reachout
http://rorrt.reachout.com.au/towns/carers/wck.asp

A Young Carer Project Interim Report, June 2000. (copy held at CASA)

An evaluation of Carers NSW Young Carer Project, Sept 2000. (copy held at CASA)

Other related literature, such as conference papers, has emerged as a result of the work being

done in the Project.
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Conference Literature

The 2™ International Conference on Caring in Brisbane 2000 produced 3 papers on Young
Carers. The first, by Chris Dearden from the YCRG, summarized recent UK research findings on
Young Carers. Bilsborow discussed approaches to working with Young Carers while Dunn &
Hughes presented an excellent summary of Young Carers in Australian context and identifies
their major needs as:

Recognition

Information

Money

Regular breaks

Peer support

Family relationships

Establishment and enhancement of peer support

Wood (1998) presented a paper at the ACWA conference “Improving Services for Children,
Youth and Families” summarizing the experiences and benefits gained out of a series of
telegroupcounselling sessions in NSW and reported that, with the exception of Young Carers
camps, they were the only context in which the children felt they had the same opportunity to
talk about what it's really like for them and to do this with others they knew would be able to

understand.

Gays (2000) presented a paper at the 7™ AIFS Conference on Family Futures:Issues in
Research & Policy, titled ‘Getting it Right for Young Carers in the ACT” in which she:

e (Calls for more research into Young Carers in Australia

e Calls for the greater recognition of Young Carers and the work they do

e Draws the link between Caring and the effect on young people’s health, education and
social development

e Asserts that support through services and legislation is long overdue

Other Literature
There is a growing body of literature on families with experiences of mental illness within them.
The effects of mental illness on individual family members is beginning to cast more light,

albeit indirectly, on the experiences and needs of Young Carers. (Payne 2000)

Even though this literature may have mental illness as its primary focus and even though the
presence of mental illness in families does not necessarily mean that children in them are
fulfilling roles as Carers, acknowledgement is being made that many young people are taking
on Caring responsibilities in this context (Cowling 1999; Kalucy & Thomas 1999; Kasprzak).
This points to a field of research where understanding about and interest in, Young Carers

might take off.
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South Australian Literature

South Australian literature on Young Carers is very limited. Possibly the most detailed collection
of work has been produced by Carers Link Barossa & Districts. However, even this work is local
in its focus. There is a distinct absence of any work which takes a wider, more regional or

State-wide perspective.

Carers Association of South Australia
The Carers Association of South Australia has undertaken to gather reference materials on
Young Carers and to initiate this report as part of its commitment to Children as Carers as a

major policy initiative for 2000-2001.

A working group has been established to gather information on Young Carers in South
Australia and this will be used to inform the Carer Strategy Task Group which has been

convened by the Carers Association.

Carer Support & Respite Centre, Southern Metropolitan
This service has produced a position paper, ‘Children Who Are Carers’ as well as a report,

‘Young Carers Project Report (1999).

The position paper briefly outlines the organisation’s findings on the role of Young Carers and
the effects on them. It takes the position that young Carers should be:  Recognized as young
people and given the opportunities to pursue their own lives whilst maintaining healthy,

meaningful relationships within their family situation”.

The position paper advocates for:

e Acknowledgement of the role Young Carers play

e Coordination and support of Young Carer’s families through existing Carer support
services

e Equal access to existing services and an extension of services targeted at the
alleviation of the caring responsibilities of Young Carers

e Development of partnerships with key stakeholders in education and human services to
assist Young Carers

e Support for young people to access a range of services, information and leisure and
personal growth experiences and to assist them in making free and informed choices.
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Carers Link Barossa & Districts
In its ‘Young Carers Review” 1999, Carers Link Barossa & Districts has produced a concise:

Produced a historical overview of Young Carer support in their area
Stated its philosophy and research projects

e Noted the use of focus groups where Young Carers were included in the processes of
identifying needs and priorities

e Summarized findings

e And identified priorities and objectives for Young Carer Support into the future.

Department of Human Services
Two DHS documents which highlight government progress on Young Carers specifically and on
young people in families affected by mental iliness are:

o DHS, Draft: Policy for Children with Parents or Relatives with a Mental Iliness, May

2000
o DHS, Draft Project Brief: Research on Children as Carers, June 1999

Reference to the draft policy for children with parents or relatives with a mental iliness is made
on the basis that in many instances such children are drawn into providing Care (Cowling 1999;
Kalucy & Thomas 1999). Indeed, quite a deal of inferential material on the circumstances of

Young Carers can be drawn from publications on mental health.
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SECTION 2: SERVICES FOR CHILDREN AS CARERS

International Services

United Kingdom

Young Carer projects proliferate in the UK. Aldridge & Becker (1988) cite over 100
independently evolved projects across the UK. A striking feature of most of these projects is
their consistency of aims, objectives and service priorities. Most share the following features:

Aim to raise awareness of Young Carers in community and among service providers
Work in partnership with other agencies

Direct service provision to Young Carers

Provision of information and assistance to access other avenues of support

Most projects offer:

Social support

Advocacy

Social/leisure activities
Information and practical support
Befriending

National and Interstate Services

Young Carers Project, Carers NSW

By far the most diverse and best documented Young Carers program in Australia is the Young
Carers Project run by Carers NSW. As of November 2000, Carers NSW had 505 Young Carers
registered on its data base, ranging from 8 to 18 years in age. This is a growth of over 100 in
just 7 months and is indicative of how rapidly Young Carers can emerge when support services
become aware of them. The project Coordinator, Erica Pitman-Smith hastens to add that, given
that Carers NSW latest estimate of Young Carers in NSW is 54,000, there is still much more

work to be done in reaching Young Carers.

The aims of the Young Carer Project are to:

e Promote the issues and needs of Young Carers through statewide community
awareness programs.

e Develop a Young Carer support network in partnership with relevant agencies, services
and schools.

e Co-ordinate a variety of Young Carer activities in the short-term.
e Support referrals to local services who can assist Young Carers and their families.
e Provide telephone support, information and referral for young carers and their families.
e Develop and distribute other appropriate resources.
e Review and evaluate existing Young Carer support activities.
AN OVERVIEW OF LITERATURE AND PROJECTS ON CHILDREN AS CARERS February 2001
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The Young Carer Project has taken a collaborative approach with service providers across NSW
in co-producing training and information materials and in the provision of services to Young
Carers.

Its emphasis is on partnerships with service organisations such as Rotary, J1J Radio and Carer
respite services.

Although the Young Carer project does not run support groups for Young Carers, it does run a

number of holiday camps for Young Carers.

Some of the collaborative projects Carers NSW has set up include:

e Provision of training to service providers to run telegroup counselling for Young Carers.
This approach widens the service base out into the community and promotes a
spreading awareness of Young Carers. It also extends ownership of the issue beyond
the confines of Carers NSW.

e Development of a website.

e Development of regional support networks including South West Sydney, Far North
Coast, New England, Riverina/Murray and South Eastern Sydney.

Carers Association of the ACT
The Carers Association of the ACT has collaborated with Marymead Child & Family Centre, St
Vincent De Paul and Kincare to produce information packages and brochures aimed at raising

community awareness of Young Carers and their needs.

The Carers Association of the ACT offers counselling and referral to Young Carers. Marymead is
able to provide training and consultancy on Young Carer issues. St Vincent De Paul provides
recreational activities for Young Carers which promote peer-support and self esteem. Kincare

offers respite services for Young Carers and their families.
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South Australian Services

Carers Association of South Australia
The Carers Association has had a long-standing role via its Carer Retreats Program of providing
funds to enable other groups and service providers to run camps for Young Carers (e.g.

Huntington’s Disease Association).

The Association is currently collaborating with Baptist Community Services in organizing a
Young Carers Camp for early 2001. It shall be able to include up to 45 Young Carers in a fully
supervised adventure experience including abseiling, canoeing, mountain bike riding,

swimming, and bush walking.

The Association, through its Carer Resource Centre is also able to provide Young Carers with
information and referral support. It is in the area of policy development that the Association
hopes to advance the issue of Young Carers into the State-wide and national arena during
2000/2001.

Carers Link Barossa and Districts

By far the best documented Young Carers support program, Carers link Barossa and Districts
has had an involvement in supporting Young Carers since 1995. Based on feedback from a
Young Carers’ consultation group, the emphasis of the program has been on social and
recreational activities such as camps, movies, and outings. Its 1999-2000 priority areas are:

Annual Young Carers’ Camp with other groups

School holiday outings/activities

Artistic skills development and fun workshops

Establishment of emotional support opportunities in the evening for seniors and at

times for parents

e Raising the profile of Young Carer issues with local GPs via a well planned information
sharing project

e Young people to be informed about the outcome of the review and its implications for
them

e Plans be put in place to include the new ideas of — skills development, support at
emotional level in groups, education component for older Young Carers

e That a clear philosophy and objectives of the Young Carer Support Program be

documented and made available.

As of this year, the program is in contact with about 40 Young Carers and it taps into the

support of service organizations (eg Rotary) to help maintain a range of activities for them.

Carer Support & Respite Centre, Southern Metropolitan
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The experience of the Carer Support & Respite Centre, Southern Metropolitan exemplifies the
rapid growth of contacts with Young Carers, from a group of 5 Young people at the inception
of their Young Carers Support group in December 1999 to an active group of 30 Young Carers

as of August 2000. The age range of these Young Carers is between 5 — 16 years old.

The support group meets once-monthly and due to the age range it has divided into two
groups, 5 — 10 years and 10 years and over. This group also has a social/recreational
emphasis and activities include excursions bowling, ice skating, the movies, Pizza Hut,

Investigator Science Centre and get-togethers.

Pat Smytherman, the coordinator, stresses that the emphasis at this early stage of
development due to financial restrictions is on social/recreational activities as well as a
reluctance on the part of the children to be drawn into in-depth discussions of their personal
situations. She also stresses the need for inter-agency cooperation. The support group

attempts to meet the childrens’ need to be kids.

This service has produced a Position Paper on Children Who Are Carers which is accessible

through the Annesley College website: www.annesley.sa.edu.au/hosted/carers

S.E. Young Carers
This is a unique example in South Australia of a Young Carers support group initiated through
the efforts of a private citizen. With support of volunteers, Jenny Carlton-Hughes has been

running the self-funded S.E. Young Carers based in Mt Gambier for six years.

The numbers of Young Carers involved fluctuates according to what S.E. Young Carers can
afford to offer. Services and activities are designed to aid the development of Young Carers’
cognitive and social skills and include:

e A sports & recreation scholarship fund.

e B.B.Q. days and social gatherings.

e ‘Fireside Time' — a guided discussion forum where Young Carers can discuss deeper
concerns and problems facing them as Carers.

e Annual 4 day & 3 night camps involving up to 24 Young Carers plus 6 leaders. Three
annual camps have already been held.

The Young Carers’ age range is between 3 — 18 years old. The 3 year old is now 8 and started
taking on caring responsibilities since her mother acquired a brain injury. She is reported to

find it difficult to socialize with her peers.
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As some of the Young Carers reach adolescence, Jenny Carlton-Hughes has observed
behavioral problems which she attributes to the added pressures of caring. These include:

Eating disorders

Drug and alcohol abuse
Suicidality

Feelings of isolation
Depression

Social skills deficits
Running away from home

Unfortunately, with the exception of descriptive summaries of their camps, S.E. Young Carers

program does not otherwise document its activities.

Northern Carers Network
The Northern Carers Network has had a Young Carers Project involved in supporting Young

Carers for 5 years. Its program and approach is modeled on work done by Carers Link Barossa
& Districts and stresses:

e Recognition of Young Carers
e Validation of Young Carers
e Support of Young Carers

The service is currently in contact with 35 Young Carers aged from 6 to early 20s.

The primary service emphasis is on social/recreational support. Kerri Byenhof, the coordinator,
reports that services are limited to this level of support because of funding limitations. She is

very reluctant to set up false expectations among Young Carers which then can't be met.

Their Young Carer Project focuses on:
e  Once-monthly support groups involving up to 18 Young Carers divided into two age
groups, 6-12 years and 12-19 years and staffed entirely by voluntary youth workers.

e Camps limited to 24 Young Carers which are run as funds are available. As often as
possible, these are organized in collaboration with Carers Link Barossa & Districts and
Carers Link Lower North.
One of the most positive outcomes of the Project is that Young Carers develop networks

among themselves and these are maintained independently.

The Northern Carers Network is about to release an information brochure about Young Carers
aimed at raising awareness among service providers. A literature review containing
recommendations to the Northern Carers Network as to how to progress the Young Carers

Project and discussing models of service delivery is also about to be released.
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Carers Link Lower North
Based in Clare, the Carers Link Lower North runs a monthly Young Carer support group

involving about 16 Young Carers. These children are described as mostly not primary Carers.

The support group focuses on recreational and social events such as get-together evenings,

picnics, occasional camps and fun days.

Carers Link Lower North has not documented this work with Young Carers.

Tim Horsnell, the Coordinator, estimates that there could possibly be twice as many Young
Carers in the district. It is difficult to ascertain. He feels that it may not be desirable for these
children to be singled out or seen as different by being labeled as *Young Carers’. He doubts

that the children themselves would identify with that designation.

Tim Horsnell also calls for a cautious approach to Young Carer outreach efforts. They should be

achievable and sustainable and not offer a promise of things which can’t be delivered.

Southern Youth Xchange, Mission Australia

In recent months, Mission Australia took over the ‘Offspring’ project which is designed to give
support to young people in the Southern suburbs who are experiencing mental health problems
in their families. The Southern Child and Adolescent Mental Health Service, which initiated the

project, remain connected with it as consultants.

The group meets once weekly and comprises about 5-7 young people aged between 14-21
years. The maximum size of the group has been 10. In response to the young people’s
preferences, Andrea Coad, the project officer runs the group with an alternating focus on
recreational and ‘chill out’ type activities one week followed by sessions on positive living skills,

relaxation and coping techniques the following week.

She reports that although not all participants are primary carers, they all carry out caring duties
at home and she stresses that in general the group does not wish to discuss their family
circumstances when they meet. They want to get away from their responsibilities and have a

break. They regard their times each week as a time to meet and escape.

Ann Casprzak, from CAMHS, who was involved in initiating the project, is concerned that by
labeling young people as ‘Carers’ we may be cornering them into roles better filled by
professional service providers and that they may be placed in a position of feeling obliged to

fulfil the role of carer when in fact they may actually wish to proceed with their own lives.
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Southern Country Carer Respite Centres

Based at Murray Bridge, this service has only had limited involvement with Young Carers but
has been involved in funding a short respite break for a mother with mental health problems
and her daughter who cares for her. They also provide emotional support to another Young

Carer whose mother has a physical disability. The Respite Centre staff are also aware of the
case of a Murray Bridge family where both parents have mental illness and their eldest child

cares for them.

Rosney Schnell, the Aboriginal Project Officer, reports that there are aboriginal children
fulfilling the role of Young Carers in communities such as Raukan. This raises the vexing issue
of how to assist Young Carers in marginal or isolated communities. Mike Campbell, of the
Northern Territory Carers Association has raised the same problem of service provision to

remote and scattered communities.

Western Carer Support

This service, based in Adelaide’s western suburbs is characteristic of several metropolitan and
regional Carer support services in that there is an awareness of Young Carers but little contact
with them.

Several Carer Support services such as Eyre Carers, Northern Country Carers, South East
Carers, and River Murray and Mallee Carers, all have varying degrees of contact with Young
Carers and, as with Western Carers, there is an appreciation of their presence across the

regions but they remain largely hidden.

One Young Carer from Loxton is a notable exception to the general rule of invisibility, as she
courageously shared her story at this year’s Carers Week Launch, organized by the Carers
Association of South Australia. Her portrayal of the sacrifices and rewards of caring for her ill
mother are an extraordinary testament of the commitment, ingenuity, perseverance, maturity

and compassion many children need to exhibit as Young Carers.
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Other Services
Other organizations in SA, such as the Huntingtons Disease Association have Young Carers
Groups within their own structures and are aimed at meeting the needs of Young Carers whose

families are affected by specific illnesses or conditions.

The Carers Association of South Australia has funded several retreats for the Australian
Huntington’s Disease Association’s Young Carer Group. The most recent (in 2000) involves 20

Young Carers.

In its application for support, the Huntington’s Association described these children as having
“responsibilities far beyond their age” and describes the children coming variously from families
affected by Muscular Distrophy, Multiple Sclerosis, Huntingtons, Parkinsons, Arthritis, Stroke

and Spina Bifida.

The aim of the retreats is to provide the children with a complete break from their

responsibilities, and to offer some coping and networking skills.
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SECTION 3: PATTERNS AND ISSUES

Labelling Young Carers

Labelling Young Carers is a contentious issue. One school of thought argues that labelling
children ‘Young Carers' carries with it a raft of implications some of which may run counter to
the interests of the children themselves. Kasprzac (CAHMS, Morphett Vale), for example, is
strongly opposed to the application of the term because it could make some young people feel
constrained into fulfilling a role in the family they don't wish to. The literature often cites
children themselves not identifying with the description ‘Young Carer’ and not necessarily

wanting to be drawn into contact with other Carers.

On the other hand, Dunn & Hughes (2000) suggest that in their experience in NSW, young
people felt they benefited from having a special identity: * The label ‘young carers’ was applied
early in our work and seems to have been happily adopted by these young people who

appreciate the peer support available when one belongs to a discrete group.”

The aversion or opposition to giving children with Caring responsibilities a label may actually be
counter-productive in the long run. What might be a desire to protect children from being
categorized and singled out from others could result in a denial of deserved recognition and

appropriate support. The power of giving something a name should not be underestimated.

There is a logical inconsistency in the argument that avoids defining children as Young Carers
but acknowledges that they perform difficult and arduous tasks similar to their adult
counterparts. In a way this contributes to the maintenance of their invisibility and may allow
those who do not wish to investigate further and putting in place the support structures

needed by Young Carers.

Another reason for coming to some commonly accepted understanding of who Young Carers
are and what they do and need, is that without such an understanding different organizations
may find themselves continually communicating at cross purposes, based on differing
conceptions of who Young Carers are. This is already evident in the range of different

definitions operating in Australia (see Appendix 1).

In the interest of clarifying the meaning of Young Carers it may be useful to distinguish Primary
Carers from Secondary Carers. Primary Carers are someone’s principal Carer, taking on the
main responsibilities and doing most of the caring work. Although the caring tasks may be
supported by outside service providers, the primary Carer is the key care provider and their

responsibilities take up a significant part of their weekly routine in the home. Secondary Carers
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may be characterized as helping to provide care but in a subsidiary or supporting role where

another member of the family or outside service providers take the leading role in caring.

At the local Carer Support and Respite Service level, there appears to be the least
differentiation applied to what constitutes a Young Carer. Services offered to Young Carers do
not appear to discriminate, for example, between primary Carers and secondary Carers.
Instead they extend their support to all children in Caring roles according to their capacity to
include them in support groups, camps etc. This applies to South Australian as well as

Interstate projects.

Counting Young Carers

Estimating the numbers of Young Carers is as problematic as labelling them. Indeed, the two

issues are interdependent; one can't count that which hasn’t been labelled.

If a tally of Young Carers was based on the official numbers of people up to a certain age
receiving a Carer Payment, for example, there would be only 30 Young Carers up to the age of
18 in South Australia (Centrelink 2000). Yet 1998 ABS estimates place the number Young
Carers under 18 years old in South Australia at 13,300 and at 181,100 nationally.

A graphic example of the huge discrepancy between government estimations reliant on
statistics such as Carer payments and those being made by organizations more closely involved
with Young Carers was illustrated on October 10%, 2000 in 7he West Australian newspaper.
Reporting on events at the National Respite Conference, the newspaper cites Noreen Flynn,
Carers WA Executive Director as estimating the number of Young Carers in W.A. under 18 at
18,000. The W.A. Disability Services Minister responded by stating that he was not aware of
any children who were the mainstay of care in their family. If there were any, they would be

eligible for respite services offered through the Disability Services Commission, he said.

What we are dealing with is a group of Young Carers so marginalized and so invisible that in

the year 2000 an Australian Minister of the Crown can be completely unaware they exist!

Unfortunately, the real numbers of Young Carers in South Australia, as elsewhere in Australia,
remains unknown. It is an inherently difficult task to accurately estimate a population which
itself remains either unaware of its identity as Young Carers or reluctant to be identified as

such.
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Without further substantive research into Young Carers, a point is quickly reached where
attempts to estimate the numbers involved become unreliable. Becker, Aldridge & Dearden
(1998) take the view that more accurate empirical studies, including quantitative estimations,
can be made possible through advancing knowledge of the gualitative experiences and needs
of Young Carers, as gained through projects aimed at meeting their needs and those of their
families. As more services become available to Young Carers and as more of them are
contacted, the knowledge gained should hold clues to further refining ways of reaching more

children. Thus the knowledge base for more accurate estimations will be expanded.

Collaboration Across the Human Services Sector

Throughout the literature, a consistent theme is the stress on a systems approach to assisting
not only Young Carers but whole families to cope more effectively. An aspect of this is the
need to see the challenges of Young Carers and to respond to them in a collaborative way
which cross-links a range of professional services and community supports (Cowling 1996;

Carers Vic 1997; and several service providers interviewed for this report).

No single service provider or type of service is sufficient to address completely the needs of
Young Carers. A systematic response is heeded. Doctors, schools, Carer support services, social
welfare agencies, youth support services, mental health services, government agencies, and a

range of other groups need to link up to provide a cohesive support network to Young Carers.

In South Australia at this stage, efforts to establish contact with and to provide support
services for Young Carers appear to have been uncoordinated and restricted to local initiatives,
although there are recent indications of resource-sharing and regional approaches. In general,
however, projects have tended to act in isolation from each other and are often unaware of

each other.

Both a lack of resources and an absence of an inclusive approach to cooperative planning and
service provision have kept the South Australian projects restricted to a basic level of

social/recreational support.

A move to a more comprehensive stage of support services for Young Carers requires the
cooperative efforts at a State-wide level. This will necessarily require a whole of government
approach to ensure initiatives are coordinated, that available resources are maximised and that

the needs of Young Carers are heard and understood by policy makers at the highest level.
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APPENDICES

Appendix 1: Some Definitions of Young Carers

A young carer is a child or teenager who undertakes care responsibilities beyond those
generally considered appropriate for a person of their age. (Young Carer Telephone
Counselling Training Manual, Carers NSW)

A young carer is someone under the age of 18 who is looking after, or helping to look after a
relative who is unwell or disabled. Relative can include a parent, sibling, grandparent, or other
extended family member. (Getting it Right For Young Carers in the ACT, Marymead Child &
Family Centre, ACT)

Young carers are children and young people under the age of 18 who are looking after a sick
or disabled relative in the home. (Young Carers Research Group, Loughborough University, UK)

...young people living in families where a parent or sibling had a disability ought to be
recognised ... as young carers. (Steering Committee, Carers Link Barossa & Districts, 1995)

Young Carers are the primary /informal respite providers to siblings and/or parents with a
disability and/or chronic illness. In effect, they are unpaid and unrecognized. ( Northern Carers
Network, 2000)

Young Carers are children and young people under the age of 18 who provide care to another
family member, usually a parent, who has a physical illness or disability, mental ill-health, a
sensory disability, is misusing drugs or alcohol, or who is frail. (Becker, Aldridge & Dearden.
1988. Young Carers and Their Families, Blackwell Science, UK)

A young carer is a child or teenager under the age of 18 who has responsibility for the care of
a parent or family member who is suffering from a long-term iliness or disability. The caring
role may be physical, emotional or both. (Frank, J. 1995. Couldn’t Care More: A Study of Young
Carers and Their Needs, The Childrens Society UK)

...children aged 18 and under, whose lives or childhood are affected or restricted in some way
by the caring process. (Dearden & Becker. 1995. Young Carers: The Facts, YCRG, UK)

A young carer is a young person (aged 8-18 years for this project) who provides support at
home for parents, siblings, or any other family member who has a disability, mental illness or
other long-term illness. (Young Carers Project, Carers NSW)

Young Carers Research Project — Dept FACS funded project grant to CAA 2001
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Appendix 2: Caring Children: An Interim Position

The following is an interim position on Children as Carers produced by the Carers Association
Victoria, May 1997.

Caring Children: An Interim Position
e Most families care for one another.

e When care of a disabled or dependent family member is required, children may
become involved in caring for parents, grandparents, brothers or sisters.

e Reciprocal relationships and responsibilities in families concerning caring children can
range across:

° occasional or regular care responsibilities which are appropriate to age and social
development, and encourage positive values and behaviours — caring and nurturing
and a sense of responsibility.

° heavy care responsibilities involving significant responsibility for household tasks and
personal care, where there may not be a choice for the child and where care
responsibilities are too great, these can interfere with the social and development
needs of the child.

e Adolescent children may actively choose to take on heavy care responsibilities for a
family member. Informed and considered choices need to be respected and supported.

e In general, there is a need for caution and for protecting children from too heavy a
responsibility, too early in life. Children’s rights must be safeguarded. They should be
free from exploitation.

¢ No family should be obliged to rely on young children for care responsibilities.

e While care responsibilities are not necessarily damaging, community services both
generic or specialist need to be alert to issues concerning children who may be in need
of support and relief from undue caring responsibilities, eg:

° school lateness or absenteeism of a child with a disabled parent.
° a demanding care situation with no extended family support.
° children who are parenting younger siblings.

e Holistic approaches are needed.

e Sensitive listening is necessary as children may be reluctant to discuss their home
situation and sensitive issues related to it.

e Children with care responsibilities may need support such as:

° help with heavy workloads, realistic levels of support service, home care.
° alternative care/respite arrangements for the dependant person.

° befriending — someone to talk to who will listen.

° financial support.

° peer support.
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e Systemic responses are needed rather than strategies addressing children as carers
separately.

° service assessments should be family focused and take account of the impact of
disability or chronic illness on children and their need for support.

° service provider training materials should be developed to better equip service
providers in meeting the needs of children with care responsibilities.

° education provider training/sensitization packages should be developed.

e More qualitative and quantitative research is needed concerning the impact on children
of disability and illness in families.
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