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Foreword

This report presents the findings of a study commissioned and funded by the Community Care Issues
Network (CCIN) - a network of managers of multiple case management community care programs
in Victoria. The Network exists to address policy issues where no other representative forum is
appropriafe or available across Victoria.
The People with High Cost Care Needs Project was initiated by CCIN to formally research the issues
affecting people they support who are deemed to be “high cost" clients to the services. High costs
to the case management service are usually the result of the person's high care needs and lack of
access to compensation or other resources to fund the required services in the community. While
clients of all ages fall within this category, the study has been designed to look in particular at those
aged 16-64.
The CCIN network will be acting on the recommendations of the report. We will ensure that it is
widely distributed and we will use a range of approaches to raise the issues with both State and
Federal Government Ministers.
We look forward to working jointly with others on this and to developing collaborative strategies with
others who share our concerns to continue to highlight the unmet needs of this group.

Leonie Coleman
Chairperson, Project Steering Committee
On behalf of the Community Care Issues Network
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Executive Summary

Key Issues
The research undertaken for this project has highlighted the following issues.
Client characteristics

Linkages services are assisting a group of people with very high support needs.
• Just less than half (46 percent) of the clients who fell within the study parameters are aged 50-64.
This raises many issues for future program development and design. It highlights the importance
of addressing the program boundary issues, particularly between disability and aged care, that
cause difficulties for achieving good client focused solutions to support needs.
• Just less than half (46 percent) the clients have a degenerative condition. Thus their support
needs will increase across time, often in quite predictable ways. This raises the importance of
understanding the nature and progression of the various degenerative illnesses and provides the
opportunity, at least for some illnesses, to predict the likely future support needs and therefore
indicative costs.
/
• Almost all the Linkages clients aged 16-64 whose reguJac-casts to Linkages are above average
($150 or more per week) are people who would also be eligible for State DisAbility Services, and
many would be eligible for the HomeFirst program.
Funding of support

• A quarter of the clients are receiving funding assistance through Linkages at a level that is more
than twice the average care package cost (i.e. over $300 per week), but even a t this level of
funding a number of needs are not met for some clients.
• As seen from the analysis, 10 percent of clients receive Linkages funding of over $400 per week
($20,800 per annum) which is more than two and half times the average package.. A very small
proportion of clients (two percent) receive over $500 per week ($26,000 per annum) of assistance
from Linkages. Logic indicates that within the current funding arrangements for Linkages services,
they have limited capacity to fund many clients at levels that are more than 2.5 times above the
average care package budget if they are to remain financially viable.
• In all but one of the case study examples people were not only receiving assistance from
Linkages but also from other funding programs, predominantly mainstream HACC services and,
for a smaller number, IHAS.
• It is becoming increasingly difficult for Linkages services to take on new clients who require very
high levels of funding. This greatly reduces the support options available for people, such as those
in the case studies, whose needs are so evident and whose alternate support options are so
clearly limited. •
• In some instances Linkages services take on new clients with high support needs in order to
respond to urgent and critical circumstances, but they can give no guarantee of ongoing
support a t the levels required. This uncertainty about future support creates major stress for these
clients and their families as well as for the services.
• The key difficulty for Linkages services, as they currently operate, is not so much sustaining support
to a number of clients whose care costs are above average. It is the combined im pact of
supporting a small number of clients with comparatively very high care costs in combination with
a number of others with above average costs and the need to find additional resources to
respond to the ongoing and increasing support needs of many existing clients. These difficulties
are exacerbated by the progressive reduction in the purchasing power of Linkages packages
and the difficulties in accessing IHAS when support costs becom e very high. Difficulties with
finding acceptable residential or other shared living and support options when care at home is
no longer viable or the most appropriate option further compound the problem.
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An inequitable and fragmented funding system

• People with similar needs and circumstances are not receiving similar levels of assistance.
Linkages, even in combination with mainstream HACC services, usually cannot provide levels of
assistance that are similar to the maximum level of assistance available through IHAS.
• There is an urgent need for a more detailed examination of the roles of Disability and Linkages
services as well as the mainstream HACC services in supporting people aged 16-64 with high cost
care needs living in the community. This is required in order to identify how a more strategic and
coordinated approach can be developed a t the program planning and service development
level to ensure well coordinated and sensible approaches are in place to support the increasing
numbers of people with high cost care needs that are eligible for both HACC and State Disability
Services programs.
• The present funding arrangements result in policy makers and program planners having little
understanding of the overall costs o f supporting people with long term high cost care needs.
Each program area tends to only have an interest in w hat it costs them. This research has shown
that from an overall DHS resource management perspective such an approach is inadequate.
• For a number of clients, primary care, acute and sub acute health services also play a key role in
supporting them to live in the community. Examination of the exact role these services play in
supporting individuals and the cost of these services has been beyond the scope of this study.
However it is evident that further work needs to be undertaken in this area if we are to have a
more comprehensive understanding of how to develop the-fhost effective approach to future
funding and program arrangements to support people with long term high cost care needs.
Population trends

• Based on population and disability trends, the need and demand for support from people with
high cost care needs will continue to increase. Unless major additional financial resources
becom e available difficulties in meeting basic and urgent needs will continue to increase.
Confirmation of previous findings

Similar to other recent projects looking a t issues associated with supporting people with high support
needs such as Living not Existing (McNamara 2001) and Living Well (Giles-Peters & McNamara 1999),
this project has once again confirmed the following:
• there is an urgent need to tackle current difficulties with providing individually tailored, well
coordinated, comprehensive and timely assistance to people-With long term high cost care
needs
• there is an urgent need to develop more effective and equitable approaches to allocation of
support, in an environment of limited resources and increasing need
• there is an urgent need for a range of appropriate alternate options to living at home to add
to the choices people have and to ensure that people do not end up staying at home
inappropriately or end up in inappropriate institutional care environments
• the current levels of funding available to support people with high cost support needs are
inadequate to meet current, let alone anticipated increases in need in the future.
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Summary of findings
The research report assists to better understand the circumstances and issues confronting people
who have high cost care needs and the difficulties service providers face in working to develop
adequate and sustainable packages of support. Case studies are used to highlight key issues. Future
population trends mean that the present difficulties will only continue to increase.
The report proposes a number of directions for action to address difficulties with supporting people
with high cost care needs and these are as follows:
• One of the strategies possible to address the problem faced by the Linkages services is for the
HACC Program to provide Linkages services with additional funding to meet the needs of those
with comparatively high care costs. However, as the issues being faced in supporting people with
long term high cost care needs are more complex, development of effective solutions requires
actions beyond the Linkages program alone.
• Seeking sustainable solutions to the problems Linkages services are experiencing in supporting
people aged 16-64, who require comparatively high levels of assistance from Linkages services,
requires well informed and thoughtful discussion and collaborative solution seeking with other
programs that also play a role in supporting these people. The discussion required is not one
about cost shifting between programs - at present no program has sufficient resources to meet
evident needs and even combining resources from multiple programs is unlikely to adequately
meet current or future needs. The discussion needs to be based on:
-

acknowledgement of the very real problems being faced within the service system

-

acknowledgement of the significant consequences for individual people with disabilities and
their families when the service system is unable to effectively support them, and

-

a better understanding of the need for coordinated'cross program and cross government
action in close consultation with people with disabilities, their families and with service
providers.
• There is an urgent need for constructive dialogue between the Department of Human Services
(DHS) managers of HACC and DisAbility Services to examine issues of their respective roles,
responsibilities and capacities to fund the support needs of those with long term- high cost
support requirements. It is evident that there is a clear overlap in the client group of both these
programs but little understanding of the characteristics of clients who receive support from both
programs, or of the nature and levels of assistance clients receive. In addition, there are few
opportunities or structures to support formal joint planning and discussion of issues of common
concern and interest.
• Far greater cross program research, planning and program development for people aged 16-64
with high cost care needs is required in order to support development of improved approaches.
This is particularly required across the HACC, Disability, Health and Housing areas of DHS and
between the State and Commonwealth governments.
• There is a need to set in place a comprehensive system-wide strategy for developing effective,
sensible and sustainable approaches for supporting people with long term high cost care needs.
In order to appropriately respond to their needs we need to work towards building a service
system which can provide the following:
-

adequate levels of funding to meet required support needs

-

equity in access and in assistance, based on relative needs

-

efficient and streamlined approaches for arranging assistance in a timely manner to meet
individual needs, including needs for equipment, aids, modifications, regular support,
assistance with community access, respite and primary, sub acute and acute health care

-

flexible approaches which can respond to diversity in people's needs, preferences and
circumstances
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-

a range of appropriate housing and support options, including more appropriate small scale
congregate care options
- a planned approach to meeting changing needs which provides clients with a sense of
security of assistance, particularly when they have degenerative conditions
-

a workforce which can provide skilled, reliable and consistent assistance.

• The development of an improved approach needs to be supported by:
-

quality research__to estimate the number of people in this group, how they are currently
supported and-which programs are funding their formal support.
- a sound understanding of the life cycle of different diseases and conditions that result in
significant disabilities and need for high levels of assistance. This understanding should inform
a systematic examination of the most effective way to plan, provide and fund support for
people with particular diseases and conditions.
- examination of the lessons being learned in the insurance based systems, such as TAC and
WorkCover, about effective long term planning for support needs. This should include a focus
on the developm ent of alternate housing and support models and the strategies for using
limited resources in the most cost effective way and in ways that result in good outcomes for
clients.
- exploration of options to increase the level of resources available to support people with long
term high cost care needs. At different times in the past there has been some exploration of
insurance schemes or a levy_system similar to Medicare. Exploration of such options becomes
increasingly urgent in the light ofgrowing community expectations for support to stay at home
and the ongoing increase in the future numbers who will need support.

Recommendations
The CCIN network, having commissioned and funded this research project, ndw needs to use the
report and directions to strongly advocate for changes that will improve the capacity of the service
system to support people with long term high cost care needs. Therefore CCIN needs to:
1. Forward a copy of the report to the State Government Minister^-responsible for Health, HACC,
DisAbility and Aged Care requesting a meeting with each Minister to discuss the findings and
the directions proposed in this report.
2. Request funding from the Department of Human Services to research the 0-15 and 65 years
and over age groups to develop a clear picture of the characteristics, needs and support
costs of high cost clients in this age range.
3. Meet with the Department of Human Services managers of both HACC and DisAbility
programs to discuss the findings and the directions proposed in this report.
4.

Arrange a meeting between the Department of Human Services manager responsible for the
HACC Program and representatives of the CCIN to discuss the implications of the findings of
this project for Linkages services and the broader HACC Program.

5. Forward a copy of the report to the chair of the State Disability Council seeking a meeting to
discuss the findings and the directions for action proposed in this report.
6. Forward a copy of the report to relevant peak bodies and advocacy groups seeking a
meeting to discuss the findings and the directions for action proposed in this report.

IV
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1. Introduction
Case management services provided by CCIN members are increasingly finding it more difficult to
fund the levels of support required by some people with significant disabilities and high cost care
needs arising from injury congenital conditions, disease and/or illness. Families and case managers
often struggle to cobble together a range of funded services and informal supports in an attem pt
to meet an individual's high level care needs. For some the care arrangements made are not
adequate and are unable to meet changing and often increasing needs. Yet the needs of these
people and their family carers (where available) are often high and urgent, their options often
limited and the consequences of inadequate support are significant for the individual, their family
and for the formal services involved in their support. (The case studies that follow in Chapter 3
highlight some of the difficulties facing clients and agencies.)

1.1

Project aim, objectives and focus

This report was commissioned to enhance understanding of the increasing difficulties being
experienced in supporting people with high cost care needs, who are not eligible for any formal
compensation, to continue to live at home. A key project objective was to identify ways to increase
the capacity to effectively support people with high cost carenfeeds.
Specific project objectives were as follows:
• To scope the number of consumers who fall within the parameters of the study who are
currently receiving services through the CCIN agencies.
• To undertake case studies of approximately six current consumers from both metropolitan and
rural areas, identifying the current costs and issues involved in their care and the im pact this
has on the current funding of services.
• To undertake a comparative analysis of a compensable and a non-compensable consumer
who have a similar condition and care needs.
• To research Victorian incidence data on this population and develop projections of future
need.
• To undertake consultations with key neurological groups, DHS, Headway and TAC.
• To develop a framework for a funding and service model to meet the ongoing care needs of
this group.
• To produce a report detailing the process, outcomes, issues and recommendations for action.
The project focus was on a particular subgroup of clients with high cost care needs supported by
case management and brokerage services provided by members of the CCIN. The defining
characteristics of the group who are the focus of this report are as follows:
• aged 16- 64
• non-compensable - i.e. either ineligible for compensation, the compensation claim or legal
processes are in train, or compensation benefits are exhausted
• their disability/condition is likely to be one of the following: paraplegia/quadriplegia; ABI;
degenerative condition, such as multiple sclerosis; congenital condition, such as spina bifida.
• the average weekly care package cost funded by the CCIN case management service
through programs such as Linkages, Making a Difference or other similar case management
programs is $150 or more per week. These clients may also be receiving additional services
funded through other sources such as Disability funding, general FIACC services and carer
support initiatives.
Examination of this group has highlighted that they are a group who would almost all be eligible for
assistance through the Disability Program as well as the FIACC Program. This raises a number of issues
about the respective responsibilities of these programs and effective cross program planning and
coordination.
Report prepared for Complex Care Issues Network April 2002
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1.2

Project m ethodology

The cornerstone of this project has been collection and examination of information about people
being supported by the CCIN agencies who fall within the parameters of the study. Information on
a sample of 136 clients was provided by 13 CCIN agencies (covering both metropolitan and rural
areas). The agencies were asked to com plete a brief questionnaire about all their clients who fell
within the study target group. The questionnaire sought information on the nature of the client's
disability and support needs, their living and caring arrangements, services and other assistance
received by clients and the cost of these. In addition, information on future likely needs for support
and equipment was requested as well as com m ent on the major issues the case management
service experienced in providing support to the client.
In this report, case studies are used as a way of gaining insights into the nature of the issues and
difficulties being experienced and insights into possible ways to improve how support to people with
high cost care needs is arranged and funded. Six clients were selected from the 136 clients for
development of more detailed case studies. The case manager for each client was contacted to
seek the client's permission to participate as a case study. Additional information was sought
through more detailed discussion with each person's case manager and often the client and/or
carer as well. Less detailed information on 11 additional clients was collated from the questionnaires
to further highlight the diversity in circumstances, support needs, support provided and how services
are funded.
In examining the cost to government of supporting the clients, a broad approach has been taken
to capture as best as possible the contributions made to funding of regular ongoing support through
different key funding programs. The costs reported however do not include case management and
other costs such as residential respite, rehabilitation, pharmaceuticals acute health or primary health
care by General Practitioners (GPs). It needs to be noted that there have been a number of
challenges in obtaining reliable information about the full cost of people's care packages. Case
managers are usually most aware of the costs to their own service and have varying levels of
knowledge about the services provided through other agencies and the cost of these services. The
information on costs and funding are most accurate for the case studies. The summary of cost
information for the overall sample of 136 clients provides indicative information, with the total costs
of regular support likely to be underestimated for a number of clients.
In addition to collecting information about clients the project has alsofdrawn on information from:
•
examination of relevant literature, particularly more recent Victorian reports

1.3

•

discussions with a number of key agencies with an interest in people with high cost care
needs (see appendices for a list of those interviewed)

•

a workshop with the Project Steering Committee and people for other agencies with an
interest in people with high cost care needs (see appendices for a list of invitees and
participants).

The Linkages service

Almost all the clients about whom information has been collected are supported through the CCIN
agencies' Linkages service, a service funded through the Commonwealth/State HACC Program
(Linkages services are often also known as 'community options'). The aim of the Linkages program is
to support people with complex needs to live independently in the community by providing
individually tailored packages of care. People of all ages are eligible for Linkages. The Linkages
program in Victoria tends to support a higher proportion of younger people than the overall HACC
Program. There are around 3,000 Linkages packages funded in Victoria and it is estimated that at
least a third of these packages at any point of time are allocated to people aged between 16 and
64.
Each Linkages agency receives $10,700 per funded place to cover all costs associated with the
management, operation and purchase of services for clients. Linkages agencies have considerable
discretion over whom they target, how they allocate resources between clients and the maximum
2
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level of Linkages funding fhey will provide to any one client. A survey of a sample of CCIN agencies
indicates that they operate with a notional average brokerage allocation per package of between
$122 and $165 per week or $6,344 and $8,580 per annum, with the basis on which this is calculated
varying between Linkages services.
A survey of a sample of the CCIN agencies indicates that general Linkages services (ie. those
without a special target group such as ethno-specific clients) have varying proportions of clients
aged 16-64. In November 2001 this ranged from 25 to 54 percent of Linkages clients (see Table 1.1).
Table 1.1

Proportion of clients aged 16-64 in a sample of CCIN members’ Linkages services
(November 2001)

Linkages service

Total Linkages clients

Clients aged 16-64
Number

Percentage

Ballarat and District Linkages Service

101

34

34%

Bayside Community Options

261

67

25%

Bunurong Community Care

178

59

33%

Community Care Options, Bendigo

202

105

53%

Care Connect

348

169

49%

Co Care Gippsiand

178

96

54%

Moreland Community Health Services

130

40

31%

Uniting Care Community Options

272

94

35%

Since their introduction, Linkages services have played an important role in supporting many people
with comparatively high care costs and/or complex case management and/or complex support
needs to live in the community. As outlined earlier, the Linkages services and other case
management and brokerage services provided by CCIN members are experiencing increasing
difficulties in adequately funding support for people with higher cost care needs.
They identify the following as key reasons for difficulties experienced by Linkages services:
•

The reducing purchasing power of a Linkages package
When the Linkages program started in 1988 the funding was $10,000 per package. During the
last 12 years the funding has only been increased by $700 - a seven percent increase.
Meanwhile the cost of purchasing services has seen a far higher increase. For example, in 1988
the typical cost of purchasing an hour of home care from a F1ACC service was around $14.50;
it now costs around $22.75 to $25.00, an increase of between 57 and 72 percent.

•

Withdrawal of “maintenance of effort” of other agencies
In a number of areas Linkages services report that other HACC agencies, particularly local
government, have been reducing the amount of service they will contribute under 'core' or
'maintenance of effort' arrangements. These are agreements between Linkages services and
mainstream HACC providers about the level of HACC services (such as home help, personal
care, home maintenance and nursing) that a Linkages client will be able to receive for which
the Linkages service does not pay the full price, usually only paying the client fee.

•

Reductions in flexibility and quality of services
A number of Linkages services report reductions in the flexibility and/or quality of home
care/personal care assistance available through HACC agencies who might normally be
expected to provide core hours, in these instances, Linkages agencies need to purchase
services for clients from alternate providers, rather than arranging HACC services which would
mainly be funded by the HACC agency. In addition, many Linkages services also report
experiencing ongoing difficulties with the quality of assistance available through some private
home care agencies.
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•

Increasing complexity of case management
Both the greater numbers of people with higher support needs and the increasing complexity
of the circumstances and needs of clients has resulted in greater demands on case manager
time.

•

Changes in the external environment
More people are expecting and wanting to stay a t home, despite considerable disability. This
means they are looking to services such as Linkages to keep them a t home, even when their
care costs are high and meeting their care needs adequately can be complex. This, in
combination with the increasing waiting times for residential care facilities of choice and the
limited suitable residential care options for younger people, who are a growing group
amongst Linkages clients, places considerable pressure on the resources available to Linkages
services. (The case studies in this report clearly illustrate these issues.)

1.4

Structure of report

Chapter 1 of this report provides information about the objectives of this research project, the project
methodology and contextual information about Linkages services.
Chapter 2 provides an overview of the characteristics of 136 Linkages clients aged 16-64 for whom
Linkages services fund weekly care packages valued a t $150 or more. The chapter also outlines
issues associated with the current and future support of these clients.
Chapter 3 is a a combination of detailed and brief case studies of 17 different clients are presented.
The nature of the person's disability, their living and caring arrangements, the assistance they receive
and the government programs funding this assistance are some of the issues highlighted in the case
studies.
Chapter 4 outlines a range of background information necessary to inform thinking about options to
enhance the way in which the service system supports people with high cost care needs. It firstly
summarises the issues that emerge from examination of the information on clients presented in
Chapters 2 and 3. It then moves on to outline key population and disability trends, key issues raised
in other reports and conference presentations and the approach of WorkCover and TAC to
addressing the needs of people who sustain significant long term disabilities. The final section of the
chapter briefly outlines policy and program issues in the HACC and Disability Programs.
Chapter 5 begins with a summary of the key issues highlighted by the research project. A discussion
of the possible directions for addressing the issues identified and a series of recommendations follow.

4
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2. Client characteristics, costs and support issues
The project has reviewed information on 136 clients of case management services provided by
CCIN agencies who fall within the parameters of this study. As indicated earlier, almost all of these
clients are supported through the Linkages program. The other programs through which clients are
supported are Making a Difference (four clients) and one each through Community Care Packages
(CCP/CACP) and Extended Aged Care at Home (EACH). In addition to assistance from the Linkages
program, 15 percent of the clients are also assisted through the IHAS program funded by Disability
Services. Six clients have had compensation payments for injury, but their compensation is now
exhausted.
The following outlines a range of information about the key characteristics of the 136 clients, the
overall cost of the support they receive as well as the level of funding they receive from the CCIN
case management service. This is followed by a discussion of what case managers identify as the
key issues associated with supporting these clients, their future predicted needs and the capacity of
the case management services to respond to future anticipated support needs.

2.1

Key client characteristics

Table 2.1 sets out a range of information about the 136 clients. In summary their key characteristics
are as follows:
/
•

Primary disability: the most predominant disability/condition found amongst the client group
is a degenerative condition such as multiple sclerosis, muscular dystrophy, motor neurone
disease, Parkinson's disease or Huntington's disease. Forty-six percent of all clients fall within this
category (see Graph 2.1).

Graph 2.1

Percentage of clients in each disability/condition group
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Age: nearly half (46 percent) are aged 50-64, with a cluster of clients at the young end of the
age range, with 13 percent aged 16-24 (see Graph 2.2). Clients are found across the full age
range in each disability/condition group with the exception of the small group with an
intellectual disability who are all under 50. As might be expected the group with degenerative
conditions has the highest proportion of people aged 50 and over (60 percent).
Graph 2.2 Percentage of clients in each age group

Gender: sixty-three percent of clients are female. However there is considerable variation in
the balance between male and female clients for the different disability/condition groups. For
example, most clients with paraplegia or quadriplegia are male (79 percent) while more
clients with a degenerative condition are female (73 percent).
Living arrangements: clients most commonly live with others, with 41 percent living with a
spouse and 21 percent with parents. One quarter live alone. There is considerable variance
between the disability/condition groups in their living arrangements, with two groups more
likely to live alone: half of those with paraplegia or quadriplegia live alone, as do 45 percent
of those with a congenital condition.
/
Carers: close to three quarters of clients (71 percent) have a carer, and in almost all instances
this is a family member. For just over half (52 percent) the carer is their spouse/partner and for
a further 35 percent, their parent.
Housing: over half (55 percent) live in their own home while a further 13 percent live in their
parent's/family home. Twenty-eight percent live in rental accom modation, with the majority of
these in public housing (22 percent of all clients). A notable feature is that half of those with a
congenital condition live in public housing. Nearly one in five of all clients have problematic
issues associated with their housing, with this more commonly being identified for those with an
acquired brain injury (31 percent) and a congenital condition (30 percent).

6

Report prepared for Complex Care Issues Network April 2002

Complex care needs, complex issues - the need for collaborative planning

Table 2.1

Client characteristics by disability/condition group*

% in each Disability Group

Para/
Quad
(n=14)
%

ABI

Congen
Cond
(n=20)
%

ID

Other**

Total

(n=19)
%

Degen
Cond
(n=63)
%

(n=6)
%

(n=14)
%

(n=136)
%

10

14

46

15

4

10

100

Age (%)
16-24

14

21

3

29

33

7

12

25-29

7

0

5

0

0

14

4

30-34

0

0

2

5

33

7

4

35-39

7

5

5

25

0

14

9

40-44

21

16

13

5

17

0

12

45-49

0

16

13

15

17

14

13

50-54

7

11

22

5

0

7

14

55-59

21

16

16

15

0

0

14

60-64

21

16

22

0

0

36

18

unknow n

0

0

0

5

0

0

1

21

42

73

70

83

71

63

A lone

50

21

16

45

17

21

25

With parents

21

21

10

40 "

83

14

21

With spouse

14

42

62

0

43

41

Female (%)
Living arrangements (%)

O ther

5

14

16

13

10

0

21

13

64

68

76

60

83

71

71

Parent

56

38

19

69

80

20

35

Spouse/partner

44

54

69

8

0

50

52

A d u lt child

0

8

6

0

0

20 '.

6

D e p e n d e n t child

0

0

4

0

0

0

2

Sibling

0

0

2

8

0

10

3

O ther

0

0

0

8

0

0

1

Unknown

0

0

0

0

20

0

1

64

95

95

90

67

71

88

Has primary carer (%)
Relationship with carer (%)

H

Compensation (%)
Ineligible
Claim in progress

0

0

0

0

0

0

0

Paym ent exhausted

29

5

2

0

0

0

4

Unknown

7

0

3

10

33

29

8

O w n house

43

37

73

30

33

57

55

Parent's/fam ily house

14

21

6

15

50

7

13

Private rental

7

5

5

5

0

14

6

Public housing

29

26

13

50

17

14

22

O ther

7

5

0

0

0

7

2

Nature of housing (%)

Unknown

0

5

3

0

0

0

2

Has a housing issue (%)

14

32

14

30

0

21

19

Receiving IHAS funding (%)

36

11

17

10

0

0

15

Note
* Some percentages in this table may not sum to exactly 100% due to rounding
** This mainly includes people with multiple disabilities and chronic health conditions.
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2.2

Costs of support

CCIN case management agencies provided information on the costs of support provided to the 136
clients. Tables 2.2 and 2.3 set out a range of information that gives an insight into different aspects of
the costs to government funded programs such as HACC, Disability and some Community Health
programs as well as carer support initiatives. The costs however do not include case management
costs and costs such as residential respite, acute health, rehabilitation, pharmaceuticals etc. As
indicated earlier, overall regular support costs are likely to be underestimated, however information
about the level of funding provided by the CCIN agency is likely to be accurate.
Overall costs of supporting clients
For close to half of the clients their indicative average weekly costs for formal support services (often
funded from many sources such as HACC, Disability, Carers Initiative, IHAS) are between $200 and
$399 or $10,400 and $20,748 per annum. Twenty-one percent of clients have costs of $700 or more
per week ($36,000 or more per annum). Among the 14 percent (19 clients) of clients with costs of
over $1,000 per week, 15 are receiving IHAS funding, usually at the maximum level of 34 hours per
week.
The ca se m an ag ers re p o rt th a t 54 p e rc e n t o f clients also re ce ive fu nd ing for items such as e q u ip m e n t
purchase, a n d /o r o n e -o tf o r in fre q u e n t services such as o c c a s io n a l transport costs a n d su pp ort during holidays.
For 19 p e rc e n t o f th e clients these costs are relatively low - less th a n $1,000. On th e o th e r h a n d th ere are eight
p e rc e n t o f clients for w h o m these costs are relatively high a t $10,000 or m o/e, w ith th e highest b e in g $22,300.

Table 2.2

Indicative overall support costs**

% in e ac h Disability Group

Para/
Quad
(n=14)
%
10

Congen
Cond
(n=20)
%

ID

Other**

Total

(n=19)
%

Degen
Cond
(n=63)
%

(n=6)
%

(n=14)
%

(n=136)
%

14

46

15

4

10 -

100

ABI

Cost of regular weekly assistance (%)
>$150-$ 199

7

5

2

0

32

22

30

'

0

14

4

33

43

26

$200-$299

14

$300-$399

29

16

16

30

50

14

21

$400-$699

7

32

35

25

17

29

29

$700-$999

0

5

10

10

0

0

7

$1,000+

43

11

16

5

0

0

14

53

41

50

67

57

46

Cost of equipm ent and irregular assistance (%)
0

29

$ 1-$999

21

11

21

15

0

36

19

$l,000-$2,999

14

16

8

10

17

7

10

$3,000-$4,999

7

5

2

5

0

0

3

$5,000-$9,999

14

16

19

5

0

0

13

$10.000-$ 14,999

0

0

3

15

17

0

4

$15,000-$ 19,999

7

0

3

0

0

0

2

0

0

0

2

$20,000+

7

0

3

Notes:
* Some p e rc e n ta g e s in this ta b le m ay n ot sum to e x a c tly 100% d u e to rounding
** These costs in clu d e costs for all regular assistance (services a n d supplies) fu n d e d th rough HACC, Disability
a n d som e C om m un ity H ealth program s as well c a re r s u p p o rt initiatives. The costs h ow ever d o n o t include
ca se m a n a g e m e n t costs a n d costs such as residential respite, a c u te health, rehabilitation, p harm aceuticals,
GPs e tc . The costs d o n o t in clu d e services fu n d e d by clients.
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Funding provided by case management services for individual support packages
For close to three quarters o f th e clients (74 p e rc e n t) the a v e ra g e w eekly level o f funding p ro vid e d for regular
support services a n d supplies (such as c o n tin e n c e aids a n d special fo o d ) through a case m a n a g e m e n t
program provided b y th e CCIN a g e n c y ranges b e tw e e n $150 a n d $299 (or $7,800 to $15,548 p e r a nnum ). Only
a very small p roportion o f clients (tw o p e rc e n t) receive fu n d in g o f over $500 per w eek (e q u iv a le n t to $26,000
or m ore per annum ). Clients w ith p a ra p le g ia /q u a d rip le g ia a re far m ore likely to receive higher funding, w ith 43
p e rc e n t receiving over $300 per w e e k c o m p a re d to 25 p e rc e n t for all clients.
Expenditure on regular supplies is re c o rd e d for 14 p e rc e n t o f clients, w ith only o n e clien t receiving assistance o f
a b o v e $50 per w ee k w ith supplies.

Table 2.3

Level of funding from case management services for individual support packages

% in each Disability Group

Para/
Quad
(n=14)
%
10

ABI

Congen
Cond
(n=20)
%

ID

Other**

Total

(n=19)
%

Degen
Cond
(n=63)
%

(n=6)
%

(n=14)
%

(n=136)
%

14

46

15

4

10

100

0

2

Average weekly funding for regular services (%)
$100-$ 150

0

$150-$ 199

29

32

25

$200-$249

21

32

30

0

14

2

40

17

21

28

30-

33

29

29

jb

$250-$299

7

26

14

10

17

21

15

$300-$399

29

5

16

15

17

21

15

$400-$499

14

5

10

5

0

14

7

$500+

0

0

3

0

17

0

2

Average weekly funding for regular supplies (%)
$0

93

89

84

90

100

79

87

$ 1-$49

7

11

14

10

0 .

21.

13

$50-$99

0

0

0

0

0

0

0

$100+

0

0

2

0

0

0

1

Total of above two types of expenditure:
Average weekly funding for regular assistance - services + supplies (%)
$150-$ 199

29

32

27

35

17

36

29

$200-$249

21

32

30

35

33

- 29

30

$250-$299

7

26

14

10

17

21

15

$300-$399

29

5

14

15

17

14

15

$400-$499

14

5

11

5

0

0

8

$500+

0

0

3

0

17

0

2

Funding for equipment (%)
0

57

79

59

70

83

71

65

$ 1-$999

14

11

16

10

0

21

14

$1,000-$ 2,999

21

5

13

10

17

7

12

$3,000+

7

5

13

10

0

0

9

93

74

83

80

100

93

84

Funding for irregular assistance (%)
0

Note: *

$1-499

7

11

14

15

0

0

11

$500-$999

0

5

2

0

0

7

2

$1,000+

0

11

2

5

0

0

3

Some p e rce n ta g e s in this ta b le m a y n o t sum to e x a c tly 100% d ue to rounding
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The case management services fund equipment for just over a third of clients (35 percent).
For nine percent of all clients the amount funded is $3,000 or more. This includes two clients whose
funding for equipment is over $10,000, with the highest being $14,970.
Sixteen percent of clients receive funding assistance for other non-regular services, such as transport
occasional allied health, one off payment of energy bill costs, with this usually being less than $500
per annum.

2.3

Predicted future support needs an d c a p a c ity to respond

Case managers were asked to comment on the future support needs of clients and their assessment
of the service's capacity to respond to these needs. Tables 2.4 and 2.5 outline the analysis of their
comments.
•

Case managers identified an increase in future regular support needs for 84 percent of clients.
As part of this, case managers also identified that for 38 percent of these clients they were in
fact not even able to meet the client’s current support needs let alone future anticipated
support needs (see Graph 2.3).

Graph 2.3 Percentage with a predicted increase in future support needs
100
90
80
%

70
60
50
40
30
20

10
0

Increase in future support needs identified
|Additonal support required now

In addition, case managers anticipated that 32 percent of clients would need additional
financial assistance with purchase of equipment in the future.
In the instances where the case manager commented on the future capacity of the service
to m eet needs, all but a small proportion indicated that they considered their service did not
have the capacity to meet future needs.
Case managers indicated that support needs in the future were likely to reduce for only one
percent of clients. Case managers also indicated that the service had capacity to respond to
client's future needs for only three percent of clients.
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Table 2.4

Predicted future support needs of individual clients

% in each Disability Group

Para/
Quad
<n=14)
%
10

ABI

Congen
Cond
(n=20)
%

ID

Other•**

Total

(n=19)
%

Degen
Cond
(n=63)
%

(n=6)
%

(n=14)
%

(n=136)
%

14

46

15

4

10

100

Support (%)
Incrcrease in future supportneeds identified

86

75

88

86

67

79

84

A d d itio n a l support
required now

50

47

36

50

0

18

38

7

15

5

5

17

0

6

0

0

0

5

0

0

1

7

10

8

5

17

21

9

No a d d itio n a l future support
needs identified
R eduction in future supportneeds identified
Missing d a ta
Equipment (%)
A d d itio n a l future e q u ip m e n t
needs identified

36

26

38

30

0

21

32

N othing listed

64

63

52

“ 70

83

71

61

Missing d a ta

0

11

10

17

7

7

Table 2.5

0 .

Capacity of services to respond to additional future needs

% in each Disability Group

Para/
Quad
(n=14)
%
11

ABI

Congen
Cond
(n=20)
%

ID

Other

Total

(n=19)
%

Degen
Cond
(n=63)
%

(n=6)
%

(n=14)
%

(n=136)
%

12

48

16

4

10

100

Service cap acity to respond to future needs (%)
Does have c a p a c ity

0

7

2

0

Does n o t h a ve c a p a c ity

83

86

78

78

Missing d a ta

17

7

20

22

.

50

0

4

50

73

78

0

27

18

Case managers were asked to comment on the major issues being faced in supporting clients. A
summary of the most frequent responses is set out in Table 2.6. The following provides more details
about the most commonly identified issues.
•

The most frequently identified issue was the inadequacy of resources available to meet
individual client need. The comments made included:
•
not enough funding to meet the individual needs of a client
•
clients needing more funding than available through their particular support package
•
rationing of services
•
ceilings on available funding means that the client's increasing individual needs are not
able to be met.

•

For a third of clients there was a concern for the primary carer and family capacity to continue
to care and cope. Different reasons identified for this included:
•
the lack of formal support available to meet the individual's current support needs
resulting in an unsustainable burden on informal carers
•
increasing needs of individuals (as their condition/health deteriorates) requiring
additional support levels which the community sector cannot meet, with the burden on
carers consequently growing beyond their capacity to respond
•
the ability of family carers is diminishing due to factors such as health problems, ageing,
competing demands or disability.
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For twenty percent of clients difficulties with staffing/workforce recruitment and expertise were
identified with these including:
•
the level of skill required for many clients with complex care needs isn't available in the
workforce
•
difficulties with maintaining a reliable supply of personal carers and the consequent
need to constantly recruit new workers
•
burnout of personal/respite carers in cases where the levels of care being provided to
clients aren't sufficient to m eet the person's needs - some paid carers are suffering
through trying to deal with this emotionally and/or physically.
For 10 percent of clients difficulties with having appropriate accommodation were identified.
The issues raised for clients covered a diversity of aspects including:
•
the need for long term planning as the person's condition deteriorates and
accom m odation needs change
•
living in a parent's house limits the ability to make required modifications
•
a need for the client to move out from living with their parent but there is a lack of
suitable housing and support options
•
unsuitable living environment which needs modifications to accom m odate the person's
disability
•
bathroom modifications required
•
need for appropriate supported accom m odation /
•
securing long-term suitable accom modation.
For eight percent of clients case managers identified psycho/social issues for clients. These
include loneliness, isolation, lack of outings, lack of appropriate day activities/programs, lack
of contact with people, lack of purpose and lack of family and friends.
A large number of less frequently identified issues are included in the other category and
examples of these are:
•
people's health/wellbeing deteriorating as a result of insufficient support, for example
development of pressure sores or non-compliance with medication/therapy
•
risk of premature or inappropriate institutionalisation for individuals whose care needs
are unable to be met due to lack of available services
•
client inflexibility/client anger and frustration/challenging behaviours
•
client's financial disadvantage
/
•
high costs of providing support associated with living in more remote areas.
Table 2.6

Major issues for supporting individual clients
Para/
Quad
(n=14)
%
10

% in e ac h Disability Group

Congen
Cond
(n=20)
%

ID

O ther'

Total

(n=19)
%

Degen
Cond
(n=63)
%

(n=6)
%

l l 4)
%

(n=136)
%

14

46

15

4

10

100

ABI

Major issues identified for providing support (%)
Lack o f service resources
64

53

60

50

33

29

54

d isa b ility/a g e in g

29

26

43

35

50

21

36

C lient p sychosocial needs

7

11

6

15

0

7

8

21

21

22

10

33

14

20

to m e e t individual needs
C a re r/fa m ily stress/burden/

W orkforce re cru itm e n t a n d
expertise issues
A c c o m m o d a tio n - la ck o f
0

16

10

15

0

7

10

64

58

59

44

50

79

59

No issues identified

0

5

2

0

0

0

1

Missing d a ta

0

0

3

0

0 .

7

2

accessible a n d a p p ro p ria te
O ther

12
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3. Diversity in needs, support arrangements, costs and funding

This chapter sets out a range of case studies of clients of the CCIN case management services who
fall within the parameters of the project. These assist to illustrate the wide diversity in people's
circumstances, their support arrangements, the costs of their support and the programs that fund
their support. In addition, they highlight the difficulties being experienced or anticipated with funding
the client's current and likely future support needs. Where considered necessary, some identifying
information has been changed to protect the person's confidentiality.
The chapter starts with six detailed case studies selected to cover the main condition/disability
groups. A number of the case study clients have extremely high support needs and comparatively
high overall regular support costs. While the Linkages program contribution in all instances is above
$150 per week, in a number of instances other funding programs provide higher contributions than
Linkages to the overall support costs; Table 3.1 assists to illustrate this. The chapter also includes 11
additional shorter case studies to further illustrate the diversity found amongst clients, including the
diversity in the ways in which their formal support needs and costs are met.
The case studies illustrate how important it is to understand the full costs of formal support and how
these are funded when examining the options available to ^improve service approaches and
funding for people with high cost care needs. Table 3.1 below summarises the estimated indicative
cost of regular formal support funded through major support programs.
Table 3.1

Estimated indicative annual costs of regular formal support for the case study clients and
the programs funding the support
Linkages

HACC

Disability

Other

Total

1

$15,808

0

$44,200

0

$60,008

2

$15,288

$8,996

0

$1,664

$25,948

3

$23,192

$33,800

0

0

$56,992

Case Study No.
Detailed case studies

/

4

$17,264

$6,500

$44,200

0

$67,964

5

$17,128

$7,020

0

$3,770

$27,248

6

$10,712

$3,692

$47,112

$5,876

$67,392

A

$12,896

$5,200

0

0

$18,096

B

$11,128

$3,744

0

0

$14,872

C

$12,584

0

0

$3,068

$15,652

D

$15,496

$5,720

0

0

$21,216

E

$8,684

$5,356

0

0

$14,040

F

$14,248

$3,900

0

0

$18,748

G

$8,528

0

0

H

$25,948

0

$41,704

0

$67,652

1

$10,868

$14,040

$43,472

0

$68,380

J

$30,576

$5,720

0

$20,800

$57,096

K

$26,312

$8,372

0

0

$34,684

Shorter case studies
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3.1 Detailed case studies
■Case
n Study
j.$ 1
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A person with motor neurone disease supported through IHAS and Linkages funding
: .
V :
..........V.

„|

The person and their circumstances: Clare is a woman in her mid fifties with motor neurone disease,
who lives with her husband and three adult children in the family home in suburban Melbourne.
Effect of the disability: A t this stage of her disease Clare has no functional body movement below
the neck and limited weak neck movements, relying on a manual wheelchair with an extension
headrest and wheelie com m ode for mobility. She has significantly reduced speech, requiring an
alphabet board to communicate her care needs, although her daughters can understand her
sounds. She is tube fed because of a reduced ability to swallow. Clare requires assistance with all
activities of daily living and personal care.
Formal support provided and agencies involved: The Motor Neurone Disease Association referred
Clare to the Linkages program in August 2000. Clare had been receiving short-term support from two
different services that both withdrew within a couple of months of her receiving Linkages. The
Linkages case manager supported Clare to apply for IHAS funding, which was approved early this
year for the full 34 hours a week. While Clare was waiting for the IHAS funding to be approved, DHS
funded a range of support services because Linkages was unable to provide anywhere near the
level of support required. IHAS is used to fund personal carers an'cl Linkages funds nursing care, with
both services provided by the one agency. IHAS also paid for a wheelie commode. In addition, the
family pay for two naturopath visits, estimated to cost $120 a week. Key components of government
funding for her weekly care plan are as follows:
Estimated average
weekly expenditure

Indicative annual
expenditure

Funding source

Regular support

Linkages

Nursing - 8 hrs

$304

$15,808

IHAS

Personal c a re - 34 hrs

$850

$44,200

$1,154

$60,008

TOTAL

The regular care plan is outlined below. A key to the success of this care plan is the unique staffing
of this care plan. Each day two hours of nursing care and approximately six to seven hours of
personal care are provided in a highly flexible way by two trained nurses who undertake both the
nursing care and the personal care tasks flexibly across the day while being paid two different rates
across the day.

Mon

Tue

Wed

Thur

Fri

1

Sat

9 -11am

Times w h e n fam ily a n d friends a re m ain source o f support
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The case manager describes:
We're really fortunate as in this case there is no sub-contracting, the personal carers have a great
rapport with the client they have the specialist medical expertise required, a high level o f
commitment, they're flexible and therefore the care plan is very neat and very comfortable for the
client. The client also appreciates and values the personal carers so I think there is probably a high
level o f job satisfaction for them and I suspect they do more work than we pa y them for.
Role of family/informal support: Clare has a very committed and capable family and a very high
level of informal support. Friends visit on a regular basis and her sister lives around the corner, visiting
each day and filling in gaps in her care roster. Her husband and children are there throughout the
night and one of her daughters, who does not live at home, is a nurse and is regularly available.
Clare effectively has 24-hour care that is mostly provided by family and friends.
The nature of motor neurone disease is unlike many other disabling conditions as there is a finite time
expectation. The case manager reports this changes the approach of the formal carers and the
family; Time is precious and it's a very intensive time.
Additional assistance required: The case manager considers that if more funding were available
additional assistance offered to this client would include a possible weekend respite for the family
from time to time, flexible weekend support as required and massages for Clare. In addition, as Clare
has her full cognitive capacity yet very limited mobility and speech, support to pursue many of her
personal interests would be valuable, such as someone to read Jo her.
The future: The Linkages case manager reports that no additional funding is available to support this
client's care and services will be unable to respond to any increased needs for this client. The case
manager explained that any additional requirements would need to be provided by the family and
informal supports. When asked about the potential future access to residential care, if required, the
case manager reported that there are almost no places available and particularly no appropriate
accommodation options for people with disabilities. Hospitalisation may be the only possible option
and that isn't considered to be a desirable option for this client either.

/
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Case Study 2
A middle-aged person with an ABI supported by Linkages and HACC

c?

The person and their circumstances: Joe is in his late fifties. He suffered a stroke 10 years ago that has
left him paralysed down one side, wheelchair-bound and totally dependent for all activities of daily
living. Joe and his wife Nella live in their own home in suburban Melbourne with one of their children,
who works full-time; the other children are married with their own families. The family was accepted
onto the Linkages program one year ago to provide case management and brokerage services, as
Nella, his primary carer, was becoming unwell. Some personal care and respite had been provided
by HACC services, however it was insufficient.
Effect of the disability: Joe relies heavily on Nella to feed shower, dress and groom him. He requires
assistance with all transfers and, as Nella cannot lift him in and out of the car, he needs to rely on
taxis for transport. With help he uses a manual wheelchair to move around the home. He has very
limited movement in one arm, lacking fine motor control; for example he is unable to light a
cigarette or e a t unaided, and can only eat pureed food. Joe has very limited speech,
communicating mainly by sounds, and English is not his first language. His cognition has deteriorated
rapidly over the past six months, with Nella noting he is blank 95 percent of the time. He is also doubly
incontinent, using continence pads and a condom drainage system, which require regular
changing.
A key issue for this family is that Joe's physical disabilities are now accom panied by cognitive
decline, increasing his dependence on his wife for communicating his needs. At the same time her
health has worsened over the ten years since his stroke. Others have difficulty understanding Joe,
which can result in him feeling angry and frustrated, whereas Nella says she can read his mind,
anticipating his needs before he asks. In the past he has also relied on Nella to feed him and has
only recently accepted being fed by personal care workers.
Formal support provided and agencies involved: Four service providers are involved in Joe's regular
care plan: the local Council who provide personal care and respite, a specialist ethnic agency
which provides personal care, respite and some home care, and two different Day Care Centres,
both of which provide culturally appropriate programs and one of which also caters for people with
dementia. In total, the care package provides for two and a half hours a week personal care, seven
hours respite, two hours home care, three days a t Day Centres and continence supplies. Key
components of government funding for his weekly care plan are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re - 2.5 hrs
Respite (in h o m e ) - 6 hrs
H om e c a re - 2 hrs
P aym ent o f fees to d a y c e n tre
Taxi to d a y c e n tre
C o n tin e n c e supplies
Total Linkages

$59
$146
$44
$15
$20
$10
$294

$15,288

Respite (in h o m e ) - 1 hr
D ay c a re - 12 hrs
Total HACC

$29
$144
$173

$8,996

HACC

O ther

TOTAL

$9
CAAS - C o n tin e n c e supplies
PADP - C o n d o m d ra in a g e e q u ip m e n t $23
$32
Total o the r
$499

$1,664
$25,948

Role of family/informal support: Even with the high level of funded services, Joe's wife still has major
caring responsibilities, as illustrated in the care plan. Nella is responsible for feeding, dressing, toileting
and putting him to bed every day, and bathing him three days a week. She has health problems
herself so her ability to continue to provide this level of care is dependent on maintaining her own
health.
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Mon

Tue

1/2 hr
1 hr Personal
Personal care care

7 - 10am

Thur

Wed

1/2 hr
Wife bathes
Personal care him

Fri
1/2 hr
Personal care

Sat

Sun
Wife i >athes him

Wife feeds him, dresses, changes bedding, toilets
10am -

10-2
Day
care
1

12pm
12 - 2pm

Wife feeds him lunch

2 - 3pm
3 - 5pm

10-3 Home
based
respite,
including
feeding
lunch

10-2 Day
care 2

W ife looks after, including fe e d in g him
lunch

Wife feeds him lunch

W ife lo o k s a fte r - toilets e tc , feeds e ven in g m e a t p u ts him to b e d .
N o ;a d d itio n a l assistance is n e e d e d a t n ig ht

5 - 7pm
7 - 9pm

10-12 10-2 Day
Home care 2
care

* '■

9pm - 12am

,

K n -W m
fo r.

12 - 7am

:«• 111?,'- ¥

Z

Times w he n Joe's w ife is his m ain source o f support

J
Role of the case manager: The case manager spends approximately one hour a week on activities
related to support for this client and his carer. She has direct contact with the carer two to three
times a month, often on the phone, but also visits her on average once per month.
Additional assistance required: Nella particularly appreciates the continence supplies and
assistance in applying for a Safety Alarm for her, as she has fallen a couple of times and is concerned
about this happening again. Both the case manager and Nella believe that regular massages
would help Joe, which the family used to pay for themselves. However, limited income as a result of
the stroke occurring when Joe was still of working age hampers the family's ability to pay for
additional services, and can create difficulties when unexpected bills arrive. Currently the family pay
$25 a fortnight for a gardener and $20 a week to Linkages. The service waives payment of the
Linkages bills when other costs are high and this provides some small additional assistance to the
family. In the future, it may be possible to apply for a Linkages package for Nella.
The future: The case manager's primary concern is Nella's health. She would ideally like to be able
to provide Joe with personal care seven days a week, a holiday for Joe and Nella with a carer in
attendance, assistance to attend family functions and one-on-one recreational options to improve
Joe's quality of life. Help for him to do regular exercises would also be useful. The family is currently
receiving funding that is well in excess of the average Linkages package and, although seeking IHAS
funding was an option, given he is in his late fifties the case manager considered his chances of
being funded as unlikely.
Although residential respite and longer term care have been discussed, Neila wishes to continue to
support Joe at home, as in her experience others have not provided the level of care he requires.
He has not been placed on any waiting lists and the case manager is concerned whether he will
be able to access an appropriate facility if residential care is required in the future, as the limited
numbers of culturally specific residential facilities have long waiting lists.
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Case Study 3
A middle-aged person with motor neurone disease supported by Linkages and HACC
The person and their circumstances: Paula is in her mid fifties. The first symptoms of motor neurone
disease surfaced two years ago, since resulting in the deterioration of muscles in both her upper and
lower body, including muscles used for speech and swallowing. Paula lives with her husband in
regional Victoria, where he runs a business whilst acting as her primary carer.
Effect of the disability: Paula is reliant on assistance for ail her activities of daily living, requiring two
district nurses to safely transfer and shower her and assistance with toileting, dressing, grooming and
eating. Paula's condition has deteriorated such that she is now permanently in a wheelchair, with
her mobility now limited to slowly manoeuvring around her own house which she is able to do with
her hand strapped to the ball of the wheelchair. She also has had a gastrostomy (PEG) to enable
her to be tube fed due to the deterioration of the pharyngeal muscles inhibiting her ability to
swallow.
Formal support provided and agencies involved: When Paula was first referred to Linkages 18 months
ago she was walking with a wheelie frame and had district nursing to shower her three times a week
and HACC services to support with the housework. The district nurses referred Paula to Linkages
because they were providing the maximum support available and this was insufficient to meet
Paula's increasing needs arising from the rapidly degenerative-mature of her disease. Paula now
receives two hours a week personal care, ten hours respite and six hours home care paid by
Linkages and six hours nursing care, with two nurses present, paid, by HACC. in addition, Linkages
paid $660 for reinforced glass for her shower. Key components of government funding for the weekly
care plan are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re - 2 hrs (w e e k e n d rates)
Respite in h o m e - 10 hrs
H om e c a re - 6 hrs
Lawn m o w in g - fortnightly
Total Linkages

$50
$246
$132
$17
$446

$23,192

Nursing c a re - 6 hrs x 2 nurses (full rate)
Personal c a re - 2 hrs
S peech Therapist/O T/D ietician - 1 hr
Total HACC

$540
$50
$60
$650

$33,800

$1,096

$56,992

HACC

TOTAL

Role of family/informal support: Paula receives 24-hour care and a significant amount of this is
informal support. Her husband gets her up each morning in preparation for the arrival of the district
nurses, and returns from work in the middle of the day to be with her. Paula rests between 1 and 3
pm each day, following which a roster of family and friends provide support and com pany in the
afternoon until Pauia's husband or daughter return from work in the late afternoon. Paula needs to
be turned through the night, which her husband does.
An important consideration in planning for Paula's care is enabling her husband to continue working
in his business. Linkages have been able to increase the formal care plan by ensuring that Paula has
nursing support each morning, with two people helping to do transfers as well as respite provided by
a private agency who has employed a friend of Paula's. This is all paid for by Linkages and enables
Paula's husband to maintain the family business.
Role of the case manager: For this client, the case manager coordinates the services and care plan
meetings and has regular contact with Paula's husband who is well informed and who, in turn,
discusses the information with his wife who is actively involved in decision-making. The case manager
would spend an hour a week on average supporting this client and the maintenance of the care
arrangements, including almost regular c o n ta ct with Paula's husband.
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Mon

Tue

Wed

Thur

Fri

7 - 9am

Husband

9-

9.30 0 10.30am District Nurse
1 hr personal
care

1 hr personal
care

Friends a n d fam ily
2 hrs home
care

2 hrs home
care

10.30am
10.30 1pm

2 hrs home
care

Sat

2 hrs
personal
ca re

Sun

H usband/
fa m ily

OT weekly
1 - 3pm

Husband - Pauld, rests

3 - 5pm

2 hrs respite Wyf

A

5 - 7pm

L-.

Famf y t

7 - 9pm

fesBl

9pm - 12am

... , ,

■

'i ST!‘’h'2p':
Sffip ■' v
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12 - 7am

■

1

Family a n d friends are th e m ain source o f su pp ort

Additional assistance required and the future
The case manager described how the family organised the informal support to fill in the gaps which
formal care was unable to cover due to insufficient Linkages funds:
When Linkages g o t to the point where we couldn 1 provide any more support, as the second
best alternative they set up this roster o f family and friends. Paula and her husband would
both prefer formal carers - it's difficult for both o f them having a roster o f family an d friends
doing hands on care. ...I think they could do with more care particularly during the day. She's
really a client requiring 24-hour care... In fact in the ideal world she needs more than 24-hour
care - as she needs two people for showering her and for some transfers. The resources just
aren't in the community sector. There is no more for this client. She is a t the highest level that
can be provided. There are IHAS packages in the area however there are none available.
On top of the additional support hours for Paula, the case manager noted that to improve her
quality of life she would like to be able to offer Linkages funding for regular massages, bathroom
renovations to enable the bath set up to be conducive for the nursing staff to give her a relaxing
bath daily and provide hi-tech communication aids.
As there is no scope for the Linkages service to respond to any further increases in needs, the case
manager predicts that additional support will come from family and friends, as there are no
appropriate alternatives for someone her age in residential care and the family are determined to
keep her at home. Her experience of hospital has not been positive. While hospital may seem like a
possible option given her 24 hour care needs, Paula's experience in hospital was terrible because
many of the nurses assigned to her d idn't understand her and we unable to find effective strategies
to address this. One of the challenges for future planning is the communication barrier Paula faces
when people assisting her are unable to understand her. While she is able to make informed
decisions, she finds it difficult to be understood by unfamiliar carers and this impacts greatly on her
dignity, control over decision-making and her quality of life.
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Case Study 4
A person with quadriplegia supported through IHAS and Linkages funding
The person and their circumstances: Brendan is in his mid thirties. He becam e a quadriplegic in his
late teens when he sustained a spinal cord injury in a swimming accident. Brendan lives alone in his
own house, although he has support every night, with his mother staying five or six nights per week,
his brother one night and paid sleepover staff rostered three nights per fortnight.
Effect of the disability: Brendan is in a wheelchair and needs full hands-on help with all his daily living
activities, such as transfers, toileting, personal care, meal preparation, eating and drinking, as well as
shopping, housework and home and garden maintenance. His house is appropriately modified for
his needs. Brendan requires 24-hour care as he often experiences pain a t night, requires turning
through the night and feels vulnerable when left alone, however such intense support is not
available in the community care system. He has difficulty regulating his body temperature and is
unable to stand extremes of hot or cold weather.
Formal supports provided by the agencies involved: Brendan coordinates much of his own support
and is able to make informed decisions about his care needs. He is receiving the full 34 hours of IHAS
funding. In addition to four-hour visits every morning he has a personal care worker attend three
nights per week to turn him, a four-hour block of in-home respite and additional hours as needed.
Council staff shop, cook, wash, run errands and provide personal,bare as needed within the rostered
one hour five days per week, funded through HACC.
Brendan referred himself to Linkages two years ago for additional support. Linkages have added an
additional three hours of personal care, which consists of a two hour block weekly and two hours
fortnightly prior to sleepovers. In addition, Brendan receives a four-hour weekly block of in-home
respite as well as three passive sleepover shifts (respite) per fortnight. The Linkages agency assisted
with the purchase of a wheelchair, contributing $2,100, and helped Brendan to purchase a second
hand computer that he uses with a splint and a pencil with a rubber on the end.
Compensation: Brendan received a modest compensation settlement through a common law
claim for his injury 18 years ago, with which he bought a house, modifying the bathroom with his
(builder) father's help and installing air conditioning because of his difficulty regulating his body
temperature. He also purchased his own modified vehicle which is now in need of replacement.
Brendan describes the difficulty in getting carers, particularly on the weekends. He says the choice
of carers is very limited; It is hard to find people prepared to work for'$15 an hour on the weekend.
This is sometimes held against you and you have a lack o f choice, and the attitude o f carers can be
that you've g o t to fit in with them, not them fit in with you.
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re - 3 hrs
In-hom e respite - 4 hrs
O ve rn igh t - 1.5 nights a v e ra g e
Fee to HACC for personal c a re - 5 hrs
Travel costs
Total Linkages

$78
$105
$113
$25
$11
$332

$17,264

Personal c a re - 5 hrs

$125

$6,500

Personal c a re - 34 hrs

$850

$44,200

$1,297

$67,964

HACC
IHAS
TOTAL

Role of family and informal support: Brendan has purchased a hoist and replacement tyres for his
wheelchair with the help of his family, as there has been no other source of funding. He also paid half
the cost for a computer, the rest of which was funded by the Linkages agency. Brendan's ageing
mother is his primary carer and Brendan says he doesn't know what he would do if she were unable
to continue caring. Brendan's brother takes Brendan to the country to visit his father a couple of
times per year for the day as well as for other outings in Brendan's vehicle, and also stays overnight
one evening per week.
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The regular care plan is outlined below. Brendan noted that many of his formal carers stay longer
and do more than the hours that they are paid. The local council workers will often stay longer and
the other personal carers volunteer to do things like take him for outings in his car when the weather
is fine.
Mon
6 - 9am

9 - 1pm

Tue
Brother
stays

Wed

Thur

Fri

Sat

Sun

Mother stays Mother stays four or five nights a week
every
second week

9 - 1pm Personal c a re

1 - 2pm
2 - 4pm

1 hr personal c a re five days a w eek

4 - 6pm

4-8pm
4 hrs Inh om e
respite

6 - 8pm

5-9pm
4 hrs Inh om e
respite

•
?'• {•V t f f i i f i' iijiiiin•* .
M other stays four or five nights p e r w eek

8 - 10pm

2 hrs
Personal
ca re

Fortnightly 2
hrs Personal
care

10pm - 12am

Sleepover
finishing
a t 6am

Fortnightly
sleepover
finishing a t
6cm

-.

Personal cgfenpm ves 11- 1.2pm th re e tim es •a y -^W T - ?
w eek to tu rn him while, m oth er is th ere
•Ip fe
; ■:

12 - 6am

rr--‘

■

-

,

■ r flH i
Times w h e n th e fam ily are th e m ain source o f support

Additional assistance required: Brendan and his case manager agree he requires 24 hour support.
When asked about the additional supports Brendan would like the items included sleepover staff
seven nights per week, additional care hours throughout the day, massage, support to engage in
activities, support to go on holidays, an updated vehicle, a new hoist and a bathroom refurbishment.
Brendan would also like a new computer with more memory and more up to date software to assist
his brother to manage his business accounts.
Issues for the future: The Linkages agency is unable to allocate additional funding to support
Brendan as, compared to others on the program, he is already receiving high levels of assistance.
The IHAS package is also a t the maximum hours able to be allocated. Of concern is Brendan's
reliance on his mother to live independently, as her overnight stays several times a week may not be
sustainable as she gets older.
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Case Study 5
• . ., . AO'
A person with cerebral palsy and a hearing impairment supported through HACC and Linkages
The person and their circumstances: Tracey is in her late thirties and has cerebral palsy and a
hearing impairment. She lives alone in public housing in rural Victoria and is on a disability pension,
although is seeking work. As the kitchen is inappropriate for wheelchair use, and she is some distance
from shops, alternative housing is being sought. Her mother, who is in her late sixties and works full
time, is her principal carer.
Effect of the disability: Tracey is confined to a wheelchair and has a bilateral hearing impairment, for
which she wears hearing aids. She usually has a urinary catheter and often experiences infections,
resulting in frequent (ie. monthly) hospitalisation. One of her hands has limited movement and her
lower limbs appear to be losing strength. Her home is equipped with a shower chair and rails for
transfers, a monkey bar and a personal alarm. Tracey's level of independence is influenced by her
wellness. When well, she is independent, using a manual wheelchair to move around inside, and is
able to do her own transfers, toileting, grooming and eating. She is out and about most days in her
electric wheelchair, travelling up to 2 kilometre distances.
A key issue in providing support for Tracey is her fluctuating health in regard to urinary and bladder
care, which although improving to some extent, is likely to be an ongoing problem. Also of concern
to the case manager is the fa ct that she has lots of falls and find^it difficult to pick herself up.
Formal support provided and agencies involved: Tracey was accepted onto the Linkages program
four years ago. She receives full assistance with her personal care, with visits twice daily, seven days
a week to help her shower and dress, hang out washing, make the bed, tidy up, make her a coffee
and get to bed. More help is provided when she is unwell. She also goes bowling with a volunteer
once a week. There are three service providers involved in providing her weekly care - the
Community Health Centre for personal care, a private provider for some personal and home care
once a week, and the Regional Health Service that runs the Day Centre she attends three times a
week.
«
In addition, PADP paid $7,700 for an electric wheelchair for use outside, HACC funded a personal
alarm and she receives funding from CAAS for continence supplies, paying for additipnal supplies
herself. For non face-to-face communication she rents a teletypewriter (TTY), has purchased a
facsimile machine herself and has a volume control phone. Linkages also pays $20 towards taxi fares
a year and for residential respite (three weeks per year) in a facility managed by a disability
organisation, which costs Linkages $375. Key components of government funding for the weekly
care plan are as follows:

Indicative annual
expenditure

Funding source

Regular support

Estimated average
weekly expenditure

Linkages

Personal c a re - 7.5 hrs
Fee to HACC for p ersonal c a re - 4 hrs
G eneral h o m e c a re - 1 hr
Fee to d a y c e n tre - 5 hrs
Total Linkages

$190
$18
$24
$5
$237

HACC

Personal c a re - 4 hrs
D ay c e n tre - 15 hrs
Total HACC

$83
$135
$218

$11,336

CAAS - C o n tin e n c e supplies
Unknown - O c c u p a tio n a l Therapist
Total o th e r

$9
$60
$69

$3,588

$524

$27,248

O ther

TOTAL

$12,324

Role of the case manager: The case manager visits Tracey on average twice weekly for one hour,
often discussing issues related to her dissatisfaction with carers, helping her to cope with changes,
build her confidence and make reasoned decisions. Says Tracey of the case manager; She helps me
with any needs. Tracey feels particularly uncomfortable when there are new carers and indicated
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that they often d o n 't compensate for her hearing loss. Communicating with them after hours can
also be a problem, when she would prefer to be able to contact them mobile phone to mobile
phone using text messages.
In addition to the face-to-face contact, the case manager spends another two hours a week on
Tracey's care plan. She commented A lot o f what I do is liaise with other service providers - it's very
complex - there are a lot o f people involved. She explained this becomes even more complex when
Tracey is unwell, when district nurses, the hospital, the GR the two agencies who provide personal
care, the occupational therapist, and the day centre are all involved. Often boundary issues arise as
to who is responsible for Tracey's care, particularly following hospital admissions. She averages
monthly overnight stays because of catheter infections. Tracey's regular care plan is as follows:
Mon

Tue

Wed

Thur

Fri

Sat

7 - 9.30am

1 hr Personal c a re e a c h m orning.
An a d d itio n a l hour o f personal c a re is usually required o ne d a y per w eek

9.30 -

Day

Day

10-1130

Sun

Day

11.30am
11.30am - 1pm
1 - 2.30pm

2.30 - 5pm
5 - 7pm

M oth er brings evening m e a l

,

7 - 9.15pm
9.15pm -

1/2 hr personal c a re e a c h evening p ro vid e d by C om m unity Plealth C en tre

12am

Times w ith o u t p a id support - ie on own, w ith m o th e r or vo lunteer

Role of family/informal support: Tracey is learning to be more indepfendent, yet currently sees her
mother at least daily, who provides evening meals, helps with washing and with financial affairs. The
ability of her mother to continue to provide this level of support to Tracey will depend on her health
as she ages.
Additional assistance required: The Linkages program is unable to allocate more funding to Tracey
due to its constrained resources. For example Tracey would like to have swimming lessons,
commenting / have been waiting for someone for a long time but I c a n 't go on my own. She would
also like help with shopping and to attend doctor's appointments. The case manager would prefer
an alternative to the day centre she attends, which caters for older people, however, there are few
programs for younger people with disabilities in this rural community. Another service that would help
her to be more independent is teaching her to cook. As a result of not having enough structured
activity, Tracey sometimes gets depressed and bored!
The future: Provided Tracey is able to secure more appropriate housing close to shops, learn to
manage her finances and cook, she is likely to be able to prepare her own meals, shop and look
after her affairs. However transfers are likely to becom e more difficult as she ages, and there may be
increased personal care needs depending on her state of health. An application has been made
to the Regional Disability Support Initiative (RDSI) for a hoist for transfers, required when she is sick,
and the case manager feels this will be imperative in the next two years. An application has also
been made to HomeFirst for additional funding, however the likely outcome of this is as yet unknown.
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Case Study 6
■
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A person with multiple sclerosis who lived alone with support from Linkages and IHAS
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The person and their circumstances: Diane is a woman in her mid fifties who has multiple sclerosis.
She requires assistance with all activities of daily living, including grooming, dressing, eating and
drinking. Diane was on the Linkages program for five years and during this time lived alone with no
primary carer. Recently she was adm itted to a hospital interim care ward and is awaiting placement
in a nursing home. While Diane is well cared for and has a good rapport with the nurses in the ward,
the case manager describes the facility as an inappropriate setting for a younger woman with a
disability who is effectively well.
Effect of the disability: At the time Diane left her own home she was highly restricted in her
movements, to the extent that often she was unable to use the personal alarm, change the
television station or make or answer a telephone call. Although she is able to speak and be
understood, due to her movement restrictions, all direct communication with Diane had to be in
person. Whilst home she was still able to make decisions about her care, but was physically unable
to initiate communication regarding her care needs.
Formal support provided and agencies involved: Diane had a set of equipment that assisted her at
home, including an electric wheelchair with modifications, a personal alarm, a hoist, a hospital bed,
catheter and extended straws for drinking. Diane received 3 £ hours of personal care funded
through IHAS which she managed herself to ensure she had support during key times of the day to
assist her to get up, be fed and put to bed of an evening. Key components of government funding
for the weekly care plan prior to her move to interim care were as follows:
Funding source

Services / assistance

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re lunch tim e visits - 3.5 hours
S hopping assistance - 3 hrs
P aym ent o f c lie n t fees for h o m e c a re
Total Linkages

$119
$78
$9
$206

$10,712

H om e c a re - 2.5 hours

$71

$3,692

HACC
IHAS

Personal c a re - 34 hours

O ther

DHS C hronic Illness
- 3 hrs re cre a tio n su pp ort
Hospital co m m u n ity nursing - 0.5 hrs
CAAS - C o n tin e n c e supplies
Total o th e r

TOTAL

$906

•

$47,112

$74
$30
$9
$113

$5,876

$1,296

$67,392

The most critical factor precipitating Diane's entry into interim hospital care was the inability of the
service system to fill the hours specified in Diane's care plan. The case manager and the IHAS care
coordinator both spent considerable time approaching various agencies in an attem pt to find
skilled support workers to fill the time slots allocated for Diane's support, The case manager noted
that the difficulty in securing the support required was attributed to a number of factors. One factor
was the industry-wide problem of finding available, trained, reliable and consistent support workers.
In addition, the geographic area in which Diane lived seems to experience particular difficulties with
engaging support workers. Further, the care plan itself was difficult to fill as the times nominated were
unpopular with support workers.
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Mon
7 - 9.30am

Tue

Wed

Thur

Fri

Sat

Sun

2.5 hrs personal ca re daily

9.30 -11am
1 1 - 1 pm
1 - 1.30pm

1.5 hrs
housework

1 hr
housework

Half a n hour m eal p re pa ra tion a n d fe e d in g

1.30 - 3.30pm

3 hrs
shopping

3.30 - 6pm
6 - 7.30pm

3 hrs
recrea tion
1 hr meal preparation
and feedina
'VA; .

1.5 hrs M on - Friday Evening m eal p re p a ra tio n a nd fe e d in g

7.30 - 9pm
9pm - 12am
12 - 7am

1.5 hrs M on - Friday Evening m eal p re p a ra tio n a n d fe e d in g
:

i§ §

'' .

\

.

i /;

Times w he n Diane was left a lo n e w ith o u t any support

One of the most difficult time slots to fill in this care plan was the .late evening one-hour bed visit,
which in winter was almost impossible. There were also difficulties for carers in completing the work
required within the lunchtime slot where, within half an hour„fhe personal care worker was required
to feed Diane, make her a cup of tea, refill her cordial bottle, change her catheter and prepare her
to be left alone until the care worker arrived to prepare and feed her the evening meal. Generally,
it was taking the carer 45 minutes to complete these tasks, yet they were only being paid for half an
hour.
Role of family/informal support: There was a very low level of support for this client from family and
friends. Diane has two sons who visited on less than a weekly basis and provided no functional
assistance. Her brother and sister-in-law provided emotional support and assisted in managing her
finances, but did not assist with personal care. One of the main issues for Diane was her vulnerability
from being left alone for hours each day. While she could hear messages being left on the answering
machine, she could not respond to them until a carer arrived. This also meant that by the time she
was able to respond, the case manager was likely to have left work.
Role of the case manager: Case management time in this case was significant. In the last several
months on the Linkages Program the case manager would spend an average of one hour per day
arranging or re-arranging carers to fill care gaps. The inability to find appropriately skilled personal
care workers to fill critical care gaps resulted in the decision to place Diane in an interim care
centre. The case manager described the frustration for her as a professional in keeping trained
personal care workers. She noted that the service provider agency worked very hard to train new
personal care workers, organising shadow shifts for them, however after one shift on their own the
workers would leave.
Key Issues: A number of other factors cam e into play in Diane's case, apart from the difficulty in
securing personal care workers. These included the need for personal care workers to be specifically
trained in the area of bowel care and hoist operation and the concern of the care workers that two
people were needed for transfers, as Diane was unable to assist at all physically. The paid carers
constantly reported that one-person transfers were unsafe, yet the service system was unable to
fund two person transfers. These factors intensified the challenge of assisting Diane. When asked
whether the supports in the care plan adequately met her needs the case manager said, No. She
did exceptionally well with adequate hours and I put that down to her courage and her
understanding o f the risks and her being prepared to take the risk to stay a t home. Her sheer
determination was amazing.
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3.2

Shorter case studies

The following shorter case studies are presented to further demonstrate the diversity in the
circumstances, costs, funding source and issues associated with supporting clients whose care cost
to Linkages are above the average.
, CaseStudy A
pfraMTVrith multiple chronic illnesses' f*?
a

This client is a person in her late twenties who has a muscular condition which causes pain and
fatigue and can limit movement. She also has a range of other medical conditions. Her support
needs fluctuate depending on her health. She lives with her parents and her mother is her primary
carer. At present she has a very high need for care, needing assistance with all personal care,
transfers, food preparation and toileting. She has recently participated in a rehabilitation program to
increase her capacity to be more independent in caring for herself. However until a range of house
modifications are undertaken she will remain heavily dependent on others for many care needs.
Required modifications include full bathroom modifications with shower recess, modified basin and
flooring. Ramps are also required to allow her to have access to the backyard. While her mother has
assisted 24 hours per day a t the times when she has been heavily dependent in her care needs, her
mother is unable to continue to provide this level of assistance indpfinitely.
Key components of government funding for her regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Linkages

Personal c a re - 7 hours
H om e c a re - 2 hours
C o n tin e n c e p roducts
Total Linkages

$175
$48
$25
$248

$12,896

HACC

Personal c a re - 4 hours

$100

$5,200

$348

$18,096

TOTAL

Indicative annual
expenditure

This client is a young woman with cerebral palsy as well as spastic quadriplegia, blindness, double
incontinence and scoliosis. She has extremely high care needs, being totally dependent for all
activities of daily living, including being tube fed. She lives with her mother who is her primary carer
and has received support from the Linkages program for the past seven years. It is necessary for this
client to have in-home respite, as residential respite facilities are unable to provide adequate care.
Council assistance (HACC services) has not been utilised, as the council is unable to provide respite
at a time that suits the primary carer. All her equipment has been arranged through Yooralla, as her
equipment needs are high.
Key components of government funding for her regular weekly care are as follows:
Estimated average
weekly expenditure

Funding source

Regular support

Linkages

Personal c a re - 7.75 hours
C o n tin e n c e supplies
Total Linkages
PADP - lu b e fe e d in g supplies
CAAS - C o n tin e n c e supplies
PADP - C o n d o m d ra in a g e supplies
Total o th e r

O ther

TOTAL

$223
$19
$242
T27
$9
$23
$59
$301

Indicative annual
expenditure

$12,584

$3,068
$15,652

The Linkages service reports that it is concerned about its ability to maintain the current level of support indefinitely, which is
problematic considering the young age of the client and the long term nature of her support requirements.
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Case Study C
A person with acquired brain injury from a stroke

This client is a man in his late forties who lives alone in public housing and does not have a primary
carer. As a result of a stroke he has a right side paralysis. In addition he also has a number of other
chronic illnesses including epilepsy. He is wheelchair, bound and has no speech and communicates
with the aid of a communication board. He needs assistance on a daily basis with personal care,
including showering, dressing and grooming and also with meal preparation, shopping and home
care. This person is assisted to live at home through personal care support twice daily as well as
assistance with shopping, cleaning, laundry and transport. The client pays for half his personal care
costs ($128 per week).
Key components of government funding for his regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re - 4.5 hours
Hom e c a re - 1.5 hours
Shopping - 1 hour
Laundry
Transport - w eekly taxi to d a y c a re
Total Linkages

$128
$38
$26
$12
$10
$214

$11,128

Day ce ntre

$72

$3,744

$286

$14,872

HACC
TOTAL

/

This client requires considerable case management time due to his ABI and lack of speech. There
are a number of people to liaise with including all the service providers, personal care staff, family
and neighbours. The Linkages service reports that as this client needs support seven days a week,
meeting the higher cost associated with providing services especially on weekends and public
holidays, places pressure on the care plan. If the needs of this client increase, the program reports
that it would be unlikely to be able to continue to support him and placement in residential care
would be his only option.

This client is a male in his early thirties living with his parents who are his primary carers. He has an
intellectual disability and also has bi-polar mood disorder. He needs assistance to carry out most
activities of daily living. When he is experiencing a bi-polar episode he requires 24 hour close
monitoring as his behaviour will fluctuate dramatically. The client has been assisted by the Linkages
service for the past three years. The case manager is currently assisting the family to obtain
permanent accom modation for this client, as his parents are ageing, and will be unable to provide
the same level of care indefinitely. One of the major difficulties for this client has been finding regular
and suitable personal carers. There have also been difficulties in finding safe and secure respite
options.
Key components of government funding for his regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re -1 2 hours
Specific H om e C are - clie n t fees
Total Linkages

$278
$20
$298

$15,496

Specific H om e C are - 5 hours

$110

$5,720

$408

$21,216

HACC
TOTAL
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Case Study E
■ ¥ '
v
A mother with mobility limitations who has young children

This client is the mother of four young children and has severe dam age to both legs as the result of
a childhood injury, leaving her wheelchair dependent. Her husband, who is her primary carer, works
full time. Her care needs are in-home respite for her children, home care, meal preparation
assistance and irregular financial assistance with energy costs. The client has received support from
the Linkages program for the past three years.
Key components of government funding for her regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

H om e c a re - 5.5 hours
M ea l p re p a ra tio n 1.5 hours
P aym ent o f c lie n t fees for respite
Total Linkages

$123
$34
$10
$167

$8,684

HACC

Respite - 4 hours

$103

$5,356

$270

$14,040

TOTAL

The client has had bathroom and kitchen modifications, but also deeds a replacement wheelchair.
One of the major issues for this client is the need for support and supervision of her children, which
she and her husband are unable to provide. It is anticipated that support needs will increase in the
future due to prolonged episodes of hospitalisation and ongoing complications arising from her
childhood injuries.

This client is a person with ABI as a result of substance abuse who lives alone and has no primary
carer or family support. He also has a number of psychiatric disabilities and continuing substance
abuse. He needs daily assistance with personal care, for showering and preparing breakfast, and
also needs assistance with shopping and attending medical appointments. He has a right-sided
weakness and poor balance, which puts him at risk of falls. Constant support is required from his case
manager, counsellor and doctor. He started with the Linkages program over five years ago. A
significant amount of care will be needed for this client to remain a t home.
At present the key components of government funding for his regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Linkages

Personal c a re - 7 hours
M eals - 4 p e r w e e k
H om e c a re - 2 hours p e r w e e k
P aym ent o f fees for h o m e c a re
for s h op ping assistance
Counselling (m onthly)
F o o tca re visit (eve ry 8 weeks)
Total Linkages

$175
$24
$50
$9
$13
$3
$274

$14,248

Personal c a re - sh op ping - 3 hrs

$75

$3,900

$349

$18,148

HACC
TOTAL
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Case Study G
A person with chronic alcoholism
This client is a female in her early sixties who is a chronic alcoholic, has non-insulin dependent
diabetes mellitus, liver disease and arthritis. She lives in public housing with her adult son, who is also
an alcoholic. She began with the Linkages program two years ago. This client has a number of home
care needs, such as assistance with looking after the unit she lives in and the yard. She also has wood
delivered to her on a weekly basis and assistance each week with monitoring her medication and
filling her dosette box for the following week. Meal deliveries are also provided. Financial assistance
is also important to ensure she purchases medication, as a great proportion of her pension is used
to purchase alcohol.
This client is likely to be moving to a different home in the same area soon, in order to be away from
her son who is quite violent when drinking and often has a large number of people staying over. It is
likely that in the future she will need additional personal care for her health difficulties, which may be
problematic to provide as the area where she lives is quite isolated and there are no trained
personal care workers who live locally. The service reports that it would be difficult to fund any
additional assistance.
Key components of government funding for her regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Linkages

Hom e c a re - 2 hours
Meals - 5 '
Hom e m a in te n a n c e - 0.5 hours
Nursing - 1 hour
W ood - 1 lo a d
Prescription p a y m e n t
Petrol vo u ch e r

$43
$35
$17
$20
$30
$13
$6

TOTAL

$164

1

Indicative annual
expenditure

$8,528

his ageing parents

This man is in his late forties and has quadriplegia. He is dependent on others for all activities of daily
living, including personal hygiene, transfers, meals, bowel care, catheter management and his
recreation. This client has been on the Linkages program since 1997. He currently receives 21 hours
of personal care and respite from Linkages and well as the maximum level of IHAS funding. The
Linkages program has also provided part funding for equipment, contributing $1,091 towards an
electric wheelchair and $1,500 towards a tilting bed.
His parents are his primary carers at the moment, although they are ageing and finding alternate
suitable accommodation will be a major need in the near future. If his mother was unable to care
for him, he would need 24 hour care seven days a week to remain at home. There are personal
carers present for 21 work shifts during the week, meaning that coordination of the carers can be
difficult and can also cause anxiety for his parents. Turnover of staff can also make filling these shifts
difficult.
Key components of government funding for his regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re - 12 hours
Respite - 9 hours
Escorting to a p p o in tm e n ts
Total Linkages

$277
$207
$15
$499

$25,948

IHAS

Personal c a re - 35 hrs

$802

$41,704

$1,301

$67,652

TOTAL
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This client is in her mid forties and lives with her teenage daughter who is her primary carer. As a result
of the progression of multiple sclerosis she uses a wheelchair and needs assistance in a number of
areas of personal care and daily living, including bowel care, catheter bag emptying and
connection, assistance with transfers, overnight position changing, assistance in meal preparation,
paying bills and attending medical appointments. She has received assistance from the Linkages
program for nearly six years and is also in receipt of IHAS funding.
Key components of government funding for her weekly care are as follows:
Funding source

Regular support

Estimated average
w eekly expenditure

Indicative annual
expenditure

Linkages

H om e h e lp - 3 hrs
Personal c a re - 3 hrs
G a rd e n in g /M a in te n a n c e
P aym ent o f c lie n t fees for nursing
Total Linkages

$66
$86
$38
$19
$209

$10,868

HACC

Nursing a p p ro x - 3.5 hrs
Respite 2.5 hours
Total HACC

$205
$65
$270

IHAS

A tte n d a n t c a re - 34 hours

$836

$43,472

$1,315

$68,380

TOTAL

>
“
$14,040

In addition this client also receives regular twice weekly physiotherapy and weekly counselling but
information about which government program funds these services is not available. The client's
family themselves arrange and fund another 10-14 hours of personal care per week. To enable her
to live a t home a range of equipment and house modifications have been required which have
been funded from a variety of sources including PADR RDSI and the family.
The client has most of the equipment required for her to remain a t home, but it is anticipated that
she will require assistance with feeding in the future, as she already has limited use of her hands. The
Linkages program reports that the support agencies are unlikely to be able to increase funding for
this client and the family is unlikely to be able to fund additional support. A com plicating issue in
supporting the client is that there are tensions between the client's preferences for how and when
care is provided and the willingness and ability o f services to m eet these preferences.

This client is a woman in her early forties who is in the final stages of motor neurone disease, and
receives the highest amount of Linkages funding out of 136 clients examined in the project. She lives
in her own home with her spouse, who is her primary carer. Her support needs are very high, being
dependent on others for all aspects of daily living, including showering, tube feeding, catheter
management and transfers. She has limited speech, and has no use of her legs. This client is assisted
at home by having three hours of personal care a day, as well as an additional eight hours of respite
each week. She also receives nursing visits twice weekly.
One of the major issues for this client is the level of stress which her husband and the extended family
are experiencing.There is an urgent need for overnight respite, but given the high level of assistance
which this client is already receiving the service is unable to provide more funding. Another difficulty
for this client has been the burnout experienced by professional carers, as this is a high needs client
with specific care needs. The late stage of the illness for this client has also exacerbated the stress
experienced by both workers and family members.
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Key components of government funding for her regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Indicative annual
expenditure

Linkages

Personal c a re - 21 hours

$588 $

30,576

HACC

Nursing - 2 hours

$110$

5.720

O ther

Respite (funding source not
specified) - 16 hours

TOTAL

$400

$20,800

$1,098

$57,096

This client is in her mid thirties and has an intellectual disability, as well as experiencing epilepsy.
Active supervision is needed at all times for this client. She needs assistance with eating and also with
toileting, as she is doubly incontinent. She currently lives with her parents who are her primary carers.
Her parents are ageing and are having increasing difficulty meeting her care needs. Her father has
recently experienced a cardiac arrest and is limited in the amouht of physical assistance which he
can provide to his daughter. Due to these difficulties, it is also important that this client receives
regular respite.
Key components of government funding for her regular weekly care are as follows:
Funding source

Regular support

Estimated average
weekly expenditure

Linkages

Respite c a re - 22 hours

$506

HACC

Personal ca re - 2 hours
Respite c a re - 5 hours

$46
$115
$161

$8,372

$667

$34,684

TOTAL

Indicative annual
expenditure
$26,312

'

This client has been referred to the Home First program and is currently identified as urgent on the
waiting list. This client is receiving the second highest amount of Linkages funding in the study and
the Linkages service reports that it will be difficult to continue funding at such a high level.
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4.

Developing directions for better responses - important background
information

Consideration of possible options for improving the way in which the service system in Victoria
responds to the needs of people with high cost care requirements needs to take into account a
range of background information. The chapter outlines this information and covers the following:
•
•
•
•

the issues evident from the client information collected for this project
future population and disability trends
key conclusions and directions proposed in other reports and conference papers
policy directions in key government programs

4.1

Issues em erging from exam ination of the client information

Examination of the information available for the 136 clients and the more detailed case studies
highlight many issues that are important to understand and take into account when identifying
possible directions for enhancing the ability to effectively support people with high cost care needs
to live a t home. The following briefly outlines those considered most important.
High and increasing support needs

Many of the clients have high physical support needs and a number have a need for support to be
available 24 hours a day to ensure their safety. For a large proportion their disabilities and support
needs are the consequence of having chronic illnesses. Most clients have long term support needs
which are likely to increase over time. The key exception to this is people with diseases that have a
rapid onset and are term inal such as motor neurone disease. In these instances, highly intensive
support is required for a number of years, but it is time limited. Close to half the clients have
degenerative conditions which means that their support needs will usually increase to a level where
they will require high levels of support with all daily living activities, personal care, eating, transfers
and many will experience difficulties with communication.
Inequities in levels of assistance
The case studies highlight that people with similar support needs and circumstances are not
receiving similar levels of assistance. There are many reasons for this including the programs and
resources available at the time the person first entered the system, the specific program funding a
person's support, differences in the range of services available in different geographic areas and
differences in "maintenance of effort" arrangements, resource allocations practices of individual
Linkages services and their case managers and the strength of advocacy for individual clients.
Difficulties in meeting current and future support needs

Case managers report that for over a third of the clients (38 percent), the service is not able to fund
adequate support to meet existing needs. It was further identified that 84 percent of clients are
expected to have increased support needs in the future and for many clients it will be difficult for the
service to fund support on an ongoing basis to address these additional needs.
The central role of family in supporting community living
Family members play a key role in supporting their relative to live at home. Family members are
usually the key support providers for those with very high support needs, even if high levels of formal
services are being provided. Sometimes friends also assist. In many instances the capacity of family
carers to continue to provide high levels of care in the future is under threat due to stress, ageing or
health problems. This highlights both the need to adequately support family carers as well as to plan
for alternate support arrangements.
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Particular challenges for supporting people who live alone

There are special challenges when supporting people who live alone and have limited support from
family or friends. Issues of dufy of care and fhe limited capacity of the service system to fund 24 hour
support at home present particular difficulties. With the emphasis and growth in funding initiatives to
support carers, the overall funding options available to support people without a family carer are
comparatively more limited.
The importance of case management

Case management is an essential form of assistance for many with high cost care needs. The
intensity and nature of case management support required and provided varies between clients,
depending on the capacity of the person and their family to negotiate and coordinate assistance
and advocate for their needs. Those who are most vulnerable, particularly those with no family
supports or advocate and where arrangement of support is complex, are highly dependent on the
case manager to negotiate and arrange appropriate support. Considerable case management
time is often required to find ways around the problems created by the fragmentation of fhe service
system and difficulties with timely and adequate access to needed assistance,
The need for appropriately designed housing and timely access to equipment

For people with major physical disabilities it is very important to ensure that the person's housing has
the features and modifications required to maximise their mobility, their self care capacity and their
safety as well as the safety of their formal and family carers when assisting them. Appropriate
equipment (such as hoists, beds/mattresses, wheelchairs), can also be central to maximising a
person's independence and safety. In many instances support costs-can be higher than necessary
if appropriate equipment is not available or required modifications are not made.
Timely access to appropriate equipment and housing modifications presents particular challenges
for those clients without the personal resources to fund these requirements, as assistance through the
A&EP is limited and few other options exist. A number of Linkages services have commented that
they now need to spend considerable time approaching organisations such as service clubs for
assistance to fund equipment required by some clients.
Limited emphasis on services to address social and recreational needs
In an environment of limited resources, the major focus of the services is addressing basic care
requirements. The services experience considerable difficultly in providing funding to support the
person's participation in community, social and recreational activities. *
Limited appropriate shared support and residential care options

There is a limited supply of appropriate housing which facilitates options for sharing support with
others. Equally there are few accessible residential care options that recognise the relatively young
age of this group and the cognitive com petence and decision making capacity of most people,
even when their bodies are highly disabled. This places people under enormous pressure to stay at
home, even when support is highly inadequate or to move to accommodation that is considered
inappropriate, such as a hospital or aged care nursing home.
Difficulties with the attendant care / personal care workforce
A number of the case studies (and subsequent discussion with Linkages services) indicate that the
limited supply of suitably trained and experienced attendant care/personal care workers is making
it difficult to provide appropriate support to particular people with high support needs. As seen in
Case Study 6 a person's ability to remain living at home can be strongly influenced by whether or
not personal carers with the required capacities are actually available to provide support. This issue
is one that should be addressed quickly as the need for these workers will only increase and lead
times for addressing workforce shortages are usually long.
Costs and funding of support packages

The Linkages program is usually only one of the government programs providing funding for basic
support to assist people to live in the community. This highlights the importance of understanding the
full costs of support and the different programs funding a person's support, Effective solutions for
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people with higher support costs will only be developed when the inter-program funding issues are
evident and understood. For over half the 136 clients the cost to government of their overall care
package (including services funded by Linkages, mainstream HACC, Disability etc) is estimated to
be over $20,748 per annum or $400 per week. As indicated previously, this is likely to under-represent
the actual cost of regular support and does not include a range of services such as case
management, residential respite, rehabilitation and acute and primary health care.
Table 3.1 (page 13), which summarises the key funding sources for the regular services received by
the 17 case study clients, demonstrates the diversity in funding patterns. People with similar formal
support needs have their support funded through different programs. In most instances when
mainstream HACC services are involved in funding some support, funding through the Linkages
program is higher than through mainstream HACC services. There are only two instances where the
level of funding through mainstream HACC is greater than through the Linkages program and in
both instances the major mainstream HACC funding is for nursing services. For each client receiving
IHAS funding, the funding through this program is always higher than Linkages and HACC funding
combined.
The highest level of Linkages funding for any care package is $30,576 for a client in the late stages
of motor neurone disease. In this instance the Linkages program is funding 21 hours a week of
personal care. The second highest level of Linkages funding for a care package is $26,312 for 22
hours of respite for a highly dependent person with an intellectuaLdisability and epilepsy who is living
with ageing parents, one of whom has also recently had a major illness. Both these levels are well
below what these people would receive if they had IHAS/HomeFirst funding.

Important interfaces with other government funding programs
Mainstream HACC services
As seen from the case studies nearly three quarters of clients receive some assistance funded
through mainstream HACC services in addition to Linkages funding. This reinforces the key role of this
HACC funding for meeting the needs of many people with high cost care needs. Maintenance of
effort/core hour arrangements with mainstream HACC services continue to have a major influence
on the level of support able to be provided to Linkages clients and there is still considerable diversity
across Linkages services in these arrangements. It is important that better information is available
about the level of mainstream HACC funding being allocated to Linkages clients when examining
possible future funding arrangements for clients with high cost care needs. DHS staff anticipate that
once the new HACC data collection is fully operational it will provide this important information.
Disability Program - IHAS
There is an important interface between the HACC funded Linkages program and the Disability
funded IHAS program which needs further investigation. Fifteen percent of the clients are in receipt
of IHAS funding (usually at the maximum level of 34 hours of support) as well as Linkages funding.
Discussion with Linkages services indicates that in addition to their high cost clients there are also
many other IHAS clients being supported through the Linkages program. In these instances the
Linkages services provide some additional funding (but at a level less that $150 per week) and case
management support.
It is evident that there is a two way interface between the Linkages and IHAS programs. For some
clients the Linkages program supports them when their support needs are less than what would
normally been seen as a priority for IHAS; as their support needs increase and are thus more difficult
for a Linkages service to fund, an application for IHAS funding is made. Alternatively, clients who are
already in receipt of IHAS com e onto the Linkages program because they require case
management and/or additional support to supplement support funded through IHAS. This support
has usually not been possible to find through the mainstream support system.
As demonstrated in the case studies, applications for IHAS funding are frequently being made for
those clients who have very high support needs. The case studies highlight that for many people
access to IHAS makes a major difference to their ability to live in the community rather than move
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to institutional care. However, the fact that Linkages, and sometimes mainstream HACC services as
well are supplementing the services funded through IHAS indicates that for a number of people the
ievel and type of assistance that IHAS funding provides does not adequately meet needs. The
integration of IHAS into the more flexible HomeFirst program will assist to address issues arising from
the inflexibility of the IHAS program, but not the inadequacy for some clients of the level of support
hours available through the program.
Two issues related to access to IHAS and now the HomeFirst program emerged through discussion of
the case studies with Linkages services. These are as follows:
•
One Linkages service reported that DHS staff did not consider a number of applications for
IHAS/HomeFirst because the applicants were already receiving assistance through Linkages.
This was despite the fact that this assistance was well below what they required and Linkages
was not able to provide increased assistance on an ongoing basis. This is an issue that
highlights the need to clarify the relationship between the two programs.
•

There is a perception in a number of Linkages services that applications for IHAS by people
who are in their late 50s and early 60s are likely to be unsuccessful because they are seen as
the responsibility of the aged care system, not the Disability system. This is an issue that requires
clarification as for a number of people in this position the aged care system has no
appropriate options to offer them and they still clearly fall within the age eligibility
requirements for Disability services.

It is also important to note that there is a fundamental difference in the operation of the IHAS
program compared to the Linkages program. Linkages agencies are funded $10,700 per package
and pool this funding and have considerable discretion about the amount they allocate to
individual clients as well as what they can use the funding for. On the other hand in the IHAS program
a specific funding level for a support package is allocated by DHS to an individual and this funding
cannot be used for any other client. In addition it can only be used to purchase specific types of
support.
Aids and Equipment Program
Many clients with high cost care needs require aids, equipment and/or house modifications and the
key mainstream funding program for this is the Victorian Aids and Equipment program. However not
all needs are met through this program and Linkage services provide some funding for equipment
for a third of all clients included in this study. While in most instances this is of a low ievel, for a small
proportion of the clients the level is relatively high - $3,000 or more.,Linkages usually funds equipment
when it is not available through other sources, when waiting times are too long or when top-up
funding to A&EP funding is required to enable purchase of needed equipment.
Public housing
Twenty-two percent of the clients live in public housing, a level that was higher than anticipated. This
demonstrates the importance of this housing tenure for people with significant disabilities and/or
health conditions who have limited assets and income. Given the vulnerability of many of the clients,
effective coordination between public housing and case management services is important where
clients are unable to undertake this themselves. The ability to provide timely modifications to public
housing or arrange for relocation to more appropriately designed housing when a person's
disabilities require this is also important to support a person's continued capacity to live at home.
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4.2

Population an d disability trends

Three key population trends indicate that the challenge of providing effective support to people
aged 16-64 with high cost care needs will continue to increase. These trends have been well
summarised in the Appendices to the State Disability Services Plan Consultation Papers (DHS
September 2000) and are as follows.
•

The total number of people with a disability is increasing (see Graph 4.1). The graph, based on
an integrated analysis of both population projection information and disability incidence data
drawn from the national Disability, Ageing and Carer's Survey shows that the number of
people with a disability will continue to increase and that the numbers of people with severe
or profound disability activity restriction increases with age.
The greatest increase in the number of people with severe and profound disabilities is
occurring within the 45 plus age groups. The level of disability is relatively stable for younger
age groups. In the past five years the estimated number of people aged 45 to 64 with a severe
or profound core activity restriction has increased from 68.53 per 1,000 to 78.22 per 1,000, an
increase of 14 percent. In the ten years from 2001 to 2011 it is estimated that this group will
increase from 78.22 per 1,000 to 95.53, an increase of 22 percent.

•

The types of disability and composition of disabilities is changing (see Graph 4.2). In the future
there will be a lower proportion of children and young people with disabilities commencing
from birth and a higher proportion of people with disabilities-'arising from conditions associated
with ageing. Ongoing increases are also expected in the number of people with ABI and
neurological conditions.
•
The principal carers of people with disabilities are ageing - a factor very evident in the case
studies presented earlier in this report.
■'
These population trends have a number of major implications for service planning including the
following:
•

•

•

36

The need to recognise that amongst the age group eligible for Disability Services programs the
45-64 year age group is the only age group with ongoing high growth levels. This will require
careful thinking about the design of programs, priorities for future service development and
allocation of resources for program growth.
The growth in numbers with severe and profound disabilities, com bined with the ageing of
many of the carers of this group of people, has a number of implications for planning.
Continuing to develop effective approaches to support carers whose caring capacity is
reducing due to ageing must remain a high priority. However, it'can also be anticipated that
more people will be without assistance from family carers due to their death or incapacity
associated with ageing and/or ill health.
As seen in the case studies, the capacity to continue to live a t home for many people with
high care needs is dependent on the availability of family carers - formal services alone and
at currently available levels would not be able to sustain care a t home. Thus while high priority
needs to be given to improving arrangements for supporting people a t home, there is also a
need to develop a more acceptable range of flexible housing and support options which
facilitate pooling of support resources and sharing care arrangements. Further work is also
required to examine how to improve current institutional care options for those whose
circumstances and conditions lead them to require this type of care.
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Graph 4.1 Estimated population of persons with a severe or profound core activity restriction, by
age in Victoria (1996-2011)
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Graph 4.2 Disabled population by principal disability condition, Victoria, 2001-2011
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4.3

Key issues raised in other reports and p apers ab o u t support for peop le ‘with
high cost c a re needs

Overview

There have been several reports written over the past ten years tackling the issue of how to best
support people with high cost care needs to live in the community. These reports have noted their
growing numbers, the lack of adequate support funds and appropriate accommodation options
and the need for better approaches to solve these problems (Sach & Associates 1994; Yeatman
1996; Disability, Support & Housing Alliance 1999; Melbourne Citymission 1999; McNamara 2001).
At one end of the debate is the issue of younger people with a broad range of disabilities and
health care needs living inappropriately in residential care facilities designed for older people
because of the lack of alternative support and housing options (Moylan et al. 1995; Melbourne
Citymission 1999). At the other end is the debate over the extent to which people with a disability
are provided with support in the community that extends beyond meeting basic care needs to
provide them with the same opportunities and quality of life as others without disabilities (McNamara
2001).
Recent Victorian reports
There are three recent Victorian reports that examine the issues associated with supporting people
with disabilities who have high cost care needs. The them es’"and conclusions of each of these
reports are very similar and have much in common with reports from many countries grappling with
similar issues.

•

In 1999 the first National Forum of the Disability, Support and Housing Alliance, was held in
Melbourne to discuss community based housing and support models for people with
disabilities. The report of conference papers and workshop discussions identified both strengths
and weaknesses of existing approaches. Difficulties identified with the existing approaches
included the high level of unmet housing and support needs with long waiting lists for in-home
support, lack of choice, lack of funds, lack of portability of services, limited services in rural
areas, lack of quality community based support and housing options and no recognition of
the link between housing and good health recovery (Disability, Support & Housing Alliance
1999).
Successful housing and support models were described, as well as the benefits of existing
brokerage programs, such as Making a Difference, Linkages, IHAS, and Individualised Support
Packages. Key features of effective approaches included flexibility, choice, separation of
housing and support and quality services. Models of individualised funding, a concept which
originated in Canada in the 1970s, were also explored. This was defined as a model which
"identifies on an individual basis what resources a person needs from society to achieve
community living (individualised funding), using a service broker hired by the person" (Disability,
Support & Housing Alliance 1999 p.9).
Later in 1999, the Attendant Care Coalition, based in Melbourne, published a report on
community living solutions for people with a disability with significant health needs. It argued
th a t although there had been moves to accom m odate people in the community, there were
still people inappropriately housed in institutions or in the acute health system because of the
lack of appropriate community care and housing models (Giles-Peters & McNamara 1999).
This report noted the inadequacy of the IHAS Program which provides a maximum of 34 hours
of attendant care support per week to people with physical disabilities, with the result that
many whose needs exceeded this limit were inappropriately adm itted to nursing home care.
Others, such as those with rrespiratory difficulties, had no choice but to live in acute hospitals,
and many with spinal injuries returned to acute hospital settings because of preventable
health problems, such as pressure sores.
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The report argued that a range of supports was required to cater for differing health and/or complex
care needs and that key elements of available support should include:
•
coordination and brokerage
•
adequate support to meet basic daily needs
•
access to 24-hour support
•
complex care provided by appropriately trained non-nursing staff
•
routine nursing care when required
•
treatment at home for acute health episodes, and
•
aids and technology.
The report suggests two funding models for implementing such a support package with
individualised funding being the preferred option. This approach was described as providing
resources that are tailored to the needs and wishes of the individual and are "attached" to
the person. These individual packages of care should be responsive to immediate needs,
flexible enough to change over time, support the families who provide long-term care and
either be paid directly to the person or to a broker.
The second option of sharing or pooling resources was viewed as an option that takes into
account the reality of limited available resources and the need to develop more innovative
solutions because of this. The report notes "it is important that such strategies do not lead to
the development of institutional facilities, services or practipes. Creativity and innovation is
needed in the design of buildings for shared residences, in the location and type/range of
housing options and in the development of care models" (p. iii).
•

Living Not Existing is a recent Melbourne report looking at support and housing needs of
people with a disability (McNamara 2001). The report notes that there are currently over 4,000
younger people with disabilities living in nursing homes around Australia, 1,000 of who are in
Victoria. The report sets the scene by articulating the principles critical to meeting housing and
support needs developed out of the 1999 Disability, Support and Housing Alliance forum.These
are:
$
•
choice about housing type, where and with who one lives
•
flexible services which allow for changing needs related to ageing and/or the disability
•
individual control over services used
•
adequate and appropriate supports
•
dignity, security, privacy and confidentiality
•
access to full participation in the community
•
separation of administration of housing and support services

The premise of the report is that people with a disability are entitled to the same opportunities as
others for a quality life in the community and that additional supports are often required to achieve
this. Such supports should be readily available and should not come at an additional cost. However,
many people with a disability report that they are merely existing, not living, due to inadequate levels
of support. Inadequate funding, paucity of appropriate carers/workers, discrete and inflexible
programs and the scarcity of accessible, affordable housing are all issues. The report suggests that
the maximum 34 hours of support available through the IHAS Program allows one to survive not live,
creating additional stresses that contribute to physical and mental health problems. Those who
require over 34 hours of assistance a week are at risk of moving to inappropriate institutions, due to
the lack of alternative housing options for younger people with high care needs.
The report advocates for individualised funding for support services, either through direct payment
to individuals who purchase their own services, support and equipment, or delegation of some or all
of this responsibility to another individual or organisation. Either way, the concept of individualised
funding allows for funding to be based on individual needs and control over how such funding is
spent. Such a model, it is argued, overcomes problems of portability, artificial restrictions of services
that can be accessed and lack of choice over support workers. Individualised funding requires a
flexible assessment tool that takes into account aspirations and abilities as well as needs, a holistic
planning approach, including funded and unfunded options and assistance with coordination of
services where required.
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In addition to discussion of support and housing requirements, the report notes that a systematic
effort is also required to actively include people with disabilities in the community. A bigger funding
base, better coordination between housing and support services, a concerted attem pt to address
workforce issues and train stakeholders and more accessible housing are all recommendations of
this report.
The theme of moving to individualised funding
Development of individualised funding approaches is a consistent theme in the Victorian reports
and is a major theme in more recent international literature. In July 2000, the First International
Conference on Self-Determination and Individualised Funding was held in Seattle, USA
(http://members.home.net/directfunding). Participants from North America, Australia and Europe
attended to present papers and share views on how individualised funding was working. It is evident
from perusal of a number of the available papers that the concept of individualised funding is
defined in many different ways. There is still much debate about w hat an effective individualised
funding system would look like and how it would work at both the systemic and individual level,
particularly where existing resource levels are not adequate enough to meet evident needs.

In a conference paper examining the issue of individualised funding from a systems level Young
(Canada 2000a) argues the need for a fair and equitable system whereby broad-based policy
informs and guides personal planning, underpinned by professional expertise. He argues that
inequity in the delivery of services or commitment of funds arises,; where there is a disparity in the:
•
knowledge of potential services
•
awareness and availability of a range of service providers
•
ability to self-advocate
•
involvement of external advocate
•
involvement of family or support network
•
compassion, skills and abilities of the agency or government worker
•
knowledge of services provided to others in similar circumstances
•
quality of assessment and planning tools used
•
flexibility and creativity of service provider"
According to Young, a fair public policy which provides the key framework for resource allocation
needs to include:
•
clearly defined eligibility criteria
•
outcomes-based program criteria
•
full disclosure of services and service providers, waitlist information, service quality and
decision-making rationale
•
open and accessible com plaint and appeal process
The approach proposed by Young raises some important issues for thinking about future directions
for supporting people with high cost care needs in Victoria. In a paper on individualised funding in
Australia presented to the conference (Ripper 2000) the author noted that "Sadly we cannot say
that Victoria has an IF system (i.e. individual funding). Instead we have an array of different programs
- each with its own eligibility criteria and priorities which are not necessarily integrated into anything
that looks like a system. Nevertheless we do have lots of programs that incorporate principles of IF...."
Ripper cited programs such as Making a Difference and Early Choices as examples of such
programs.
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4.4

The com pensable support system

The difficulties associated with obtaining sufficient assistance in a planned, timely and coordinated
manner through the disability and community care system are usually in stark contrast to the
legislated and planned way a range of ongoing assistance is provided to those people who are
injured at work or in a car accident and sustain serious and long term disabilities. In these
circumstances, people are entitled through the Victorian Transport Accident Commission (TAC) or
WorkCover legislation, to a wide range of assistance and support, based on their assessed needs, for
as long as they require it. For example under TAC legislation the assistance a person is entitled to
includes:
•
•

•
•
•
•

ambulance transport and hospital treatment
the reasonable costs of medical and other treatments and services. These include
•
doctors and other health and rehabilitation specialists
•
rehabilitative services such as the provision of aids, treatments, counselling, specialist
equipment
•
disability support services such as attendant care, household help, respite care,
community nursing, support for participation in social, recreational and educational
activities
vehicle modifications or payment towards purchase of a suitable vehicle
home modifications or payments for accommodation to suit the person's needs
income replacement, and
compensation for degree of impairment.

The approaches of both TAC and WorkCover are based on the notion of entitlements. They
recognise the multifaceted needs of a person with significant disabilities including their need to
maintain participation in the community and engagement in recreational and social activities,
changes to needs across time as well as the need for coordinated approaches to the planning and
delivery of assistance. In addition, people can challenge assessments of their needs and the types
and levels of assistance provided through formal legal processes with legal representation.
As a result of the requirement to provide long term support to people with serious disabilities there is
heightened awareness of the estimated likely overall long term cost£ of supporting a person. In
addition, there is a keen awareness of the need to plan for the financing of ongoing long term
support needs as well as the need to ensure that the assistance provided is the most appropriate
and cost effective and maximises positive outcomes for clients.

4.5

Program and policy context

Due to the origin and focus of this research project the people whose circumstances are examined
are supported predominantly through services funded by the HACC Program. However, as seen from
the data and case studies a number also receive services funded through the State Disability
Program and almost ail would be eligible for Disability Program funding.The major Disability programs
funding support received by the Linkages clients whose circumstances have been examined are
A&EP and IHAS. Thus it is important to understand directions in each of these program areas that
might affect responses to supporting people with high cost care needs.
At the national HACC Program level three major reports have been produced that are currently
under consideration for implementation. These relate to:
•
•

•

a classification system for HACC clients to assist with resource allocation (Hindle 1998)
assessment and the development of a stratified assessment system where those with higher
or more complex support needs are assessed more comprehensively by an accredited HACC
Program assessor (Lincoln Gerontology Centre La Trobe University 1998)
targeting of resources in the HACC Program and the implementation of a three tiered system
(National Ageing Research Institute et al 1999). (See Box 1 following).
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The recommendations of these reports are the subject of ongoing discussions within the HACC
Program. In Victoria consideration of possible implementation of the recommendations of the
HACC targeting study has been deferred until the new HACC data collection system is fully
operational and more comprehensive information about the profile of HACC clients and service
usage patterns becomes available.
The Disability Legislation and the Draft State Disability Plan - One Community in 2011 (October 2001)
sets the framework for development of State funded disability services in Victoria across the next ten
years. The key directions proposed in this are presented in Box 2 (following). The Acquired Brain Injury
Strategic Plan (Department of Human Services, March 2001) is also relevant for a subsection of the
Linkages client group examined in this study. The ongoing program developm ent and
implementation of the HomeFirst program into which IHAS and existing IHAS clients will be
incorporated should result in greater flexibility and diversity in the assistance that can be provided
through IHAS.
It is well known that while there is consistency in a number of values and aims of the Disability and
HACC Programs, particularly supporting people to maintain lifestyles that are as independent as
possible in community settings and in a way that addresses their individual needs and aspirations,
they also have a number of features that are different. It is important that these differences are
understood, as these they will affect the options for future arrangements considered possible and
acceptable to both programs. Key differences are around the following:
•
•

•

•

•
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the role of the Commonwealth Government in funding, program design and service
delivery issues
the notion of a high cost client, with high cost clients to the HACC Program generally
having expenditure well below that which might be provided to clients considered high
cost in the disability sector
the size of the programs, with the HACC Program being a larger, more generic program
with a very wide target group com pared to a much smaller and more restricted target
group in the Disability Program
the age focus of the programs, with the HACC Program covering all age groups, but
having a predominant client group of people aged over 65, while entry to Disability
services is restricted to people aged 6-64, however a small but increasing number of
clients are aged over 64
access to assistance from Sfate DisAbility Services programs in increasingly through State
government managed needs registers, while in the HACC program full responsibility for
client access to assistance is delegated to individual service providers.
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Box 1
Proposed targeting and funding approach outlined in
Targeting in the Home and Community Care Program
(National Ageing Research Institute et al, 1999) pp 20-23
Tier 1: Basic HACC covers the major part o f HACC as it now operates, preserving broad

eligibility and open access, with assessment admission to service and care
planning carried out by individual providers, but using guidelines that have been
developed in accord with common principles across the HACC Program. All
funds a t this level would be allocated by providers, with output based funding o f
providers a t standard unit costs.
Tier 2: HACC “Plus” covers all clients who reach a defined level o f resource use and who

are then referred to a Comprehensive Assessment Service, recognising that
referral for comprehensive assessment may also be made on other grounds
besides level o f resource use. Where the outcome o f the comprehensive
assessment is the provision o f a package including additional services, all
additional services would be funded through brokerage funds. Brokerage funds
would cover services above the resource level a t which referral was triggered,
hence the name "HACC Pl usAs a very first and preliminary estimate, some 15%
o f HACC clients might be expected to gain access to HACC Plus.
Tier 3: HACC “Exceptional” Clients would also be identified through the Comprehensive

Assessment Services. Funding for these clients would be individually approved
and drawn from a separate pool that did not impinge on the budgets o f
individual HACC providers. That is, additional funding would be drawn from the
designated pool for each additional client rather than being taken from HACC
funds. The total number o f exceptional clients nationally would be very small,
probably no more than 2% o f the current HACC client population.

Each tier would draw on a different pool o f resources. Funds for basic HACC would
continue to be allocated to providers, with output based funding a t standard unit costs.
Brokerage funds currently allocated to COPs and CACPs would be pooled for HACC
Plus, with the potential for other programs to be brought into the pool as agreed by the
Commonwealth and States. New and separate funding arrangements would have to
be m ade for exceptional clients, but could draw together funds from programs such as
the NSW 300 Places program for very high need clients and the Victorian Making a
Difference and Making a Difference 16+. Individualised funding for exceptional clients
could also recognise insurance and compensation payments,covering care costs and
costs borne by hospitals for home equipment such as respirators.
The level o f resource use which was the trigger for referral to comprehensive assessment
would be more appropriately set with reference to the balance o f client numbers and
resource use within HACC than by using a benchmark directly linked to any particular
level o f residential care funding. The trigger level would best be set by reference to
levels o f service use and cost o f services for a sample o f clients seen as appropriate for
referral to a Comprehensive Referral Service and reviewing the level in the light of
experience.
The third tier o f funding for exceptional clients needs to operate on a statewide basis to
overcome the undue im pact that such clients can have on single agencies. Individually
approved funding and service packages are required to address the appropriate
sources o f funding for these clients and to foster agreement about continuity o f care
across program boundaries and over prolonged periods o f time.
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Box 2
The Draft Victorian State Disability Plan (2001)
Key extracts
The Draft State DisAbility Plan has a ten-year outlook and sets out the Victorian
Government's proposed vision for the future and some strategies for realising that vision.
The proposed vision is:
By 2011, Victoria will be a stronger and more inclusive community - a place where
diversity is em braced and celebrated, and where everyone has the same opportunities
to fulfill their aspirations and to participate in the life of the community.

This is a broad vision that offers potential benefits to all members o f the Victorian
community. The Draft State DisAbility Plan is concerned with the potential benefits this
vision can offer people with a disability. This Draft Plan offers particular benefits to those
people who have a severe or profound disability who may require specific disability
support to enable them to live and participate in the community and pursue a lifestyle
o f their choice.
The Draft State DisAbility Plan is based on fundamental principles o f human rights and
social justice. The vision is underpinned by four Guiding Principles—equality dignity and
self-determination, diversity and non-discrimination. These principles are consistent with
existing legislation within Australia, as well as a range o f international frameworks and
trends.
/
The Victorian Government policy context

The Victorian Government's Community Services Policy recognises that services for
people with a disability are not confined to health, community and disability services,
but extend across all aspects o f living - including housing, education, transport,
recreation, justice and employment.
The Victorian Government wants to strengthen the Victorian community so that it is
inclusive o f all Victorians, so that people with a disability can"actively participate as
valued members o f the community and have maximum control over their own lives. In
the context o f disability, the Government wants to ensure that:
• People with a disability enjoy the same rights and opportunities as other members o f
the community.
• People with a disability are valued members o f the community in their own right.
• People with a disability can live and participate in the community with appropriate
support.
• People with a disability, their parents, families and carers are actively involved in
policy, planning and the delivery o f services.
• Families are supported and strengthened in their role as the greatest contributors to
the health and well being o f their members.
• All children can grow up playing and learning together in playgroups, playgrounds,
day care, kindergartens, schools and other community settings, so that they can
grow into adults experienced in taking p a rt in the community, and be valued by
others as fellow citizens.
• Services in the community are provided to people with a disability in a coordinated
and responsive way without rigid program boundaries.
• The system o f service delivery and resource allocation is fair, transparent and based
on people's needs.
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5. Key Findings and Recommendations
5.1

Summary of key issues highlighted by the research

The research undertaken for this project has highlighted the following issues.
Client characteristics

• Linkages services are assisting a group of people with very high support needs.
• Just less than half (46 percent) of the clients who fell within the study parameters are aged 5064. This raises many issues for future program development and design. It highlights the
importance of addressing the program boundary issues, particularly between disability and
aged care, that cause difficulties for achieving good client focused solutions to support needs.
• Just less than half (46 percent) the clients have a degenerative condition. Thus their support
needs will increase across time, often in quite predictable ways. This raises the importance of
understanding the nature and progression of the various degenerative illnesses and provides
the opportunity, at least for some illnesses, to predict the likely future support needs and
therefore indicative costs.
• Almost all the Linkages clients aged 16-64 whose regular costs to Linkages are above average
($150 or more per week) are people who would also be eligible for State DisAbility Services,
and many would be eligible for the HomeFirst program.
A
Funding of support through Linkages

• A quarter of the clients are receiving funding assistance through Linkages at a level that is
more than twice the average care package cost (i.e. over $300 per week), but even at this
level of funding a number of needs are not met for some clients.
• As seen from the analysis, 10 percent of clients receive Linkages funding of over $400 per week
($20,800 per annum) which is more than two and half times the average package. A very small
proportion of clients (two percent) receive over $500 per week ($26,000 per annum) of
assistance from Linkages. Logic indicates that within the current funding arrangements for
Linkages services, they have limited capacity to fund many clients at levels that are more than
2.5 times above the average care package budget if they are to remain financially viable.
• In all but one of the case study examples people were not only receiving assistance from
Linkages but also from other funding programs, predominantly'mainstream FIACC services
and, for a smaller number, IHAS.
Difficulties Linkages services experience with funding required support

• It is becoming increasingly difficult for Linkages services to take on new clients who require very
high levels of funding. This greatly reduces the support options available for people, such as
those in the case studies, whose needs are so evident and whose alternate support options
are so clearly limited.
• In some instances Linkages services take on new clients with high support needs in order to
respond to urgent and critical circumstances, but they can give no guarantee of ongoing
support at the levels required. This uncertainty about future support creates major stress for
these clients and their families as well as for the services.
• The key difficulty for Linkages services, as they currently operate, is not so much sustaining
support to a number of clients whose care costs are above average. It is the combined
impact of supporting a small number of clients with comparatively very high care costs in
combination with a number of others with above average costs and the need to find
additional resources to respond to the ongoing and increasing support needs of many existing
clients. These difficulties are exacerbated by the progressive reduction in the purchasing
power of Linkages packages and the difficulties in accessing IHAS when support costs
become very high. Difficulties with finding acceptable residential or other shared living and
support options when care at home is no longer viable or the most appropriate option further
compound the problem.
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An inequitable and fragmented funding system

• People with similar needs and circumstances are not receiving similar levels of assistance.
Linkages, even in combination with mainstream HACC services, usually cannot provide levels
of assistance that are similar to the maximum level of assistance available through IHAS.
• There is an urgent need for a more detailed examination of the roles of Disability and Linkages
services as well as the mainstream HACC services in supporting people aged 16-64 with high
cost care needs living in the community. This is required in order to identify how a more
strategic and coordinated approach can be developed a t the program planning and
service development level to ensure well coordinated and sensible approaches are in place
to support the increasing numbers of people with high cost care needs that are eligible for
both HACC and State Disability Services programs.
• The present funding arrangements result in policy makers and program planners having little
understanding of the overall costs of supporting people with long term high cost care needs.
Each program area tends to only have an interest in w hat it costs them. This research has
shown that from an overall DHS resource m anagem ent perspective such an approach is
inadequate.
• For a number of clients, primary care, acute and sub acute health services also play a key role
in supporting them to live in the community. Examination of the exact role these services play
in supporting individuals and the cost of these services has been beyond the scope of this
study. However it is evident that further work needs to be undertaken in this area if we are to
have a more comprehensive understanding of how to develop the most effective approach
to future funding and program arrangements to support people with long term high cost care
needs.
Population trends

• Based on population and disability trends, the need and demand for support from people with
high cost care needs will continue to increase. Unless major additional financial resources
becom e available difficulties in meeting basic and urgent needs will continue to increase.
Confirming the findings of other research

Similar to other recent projects looking a t issues associated with supporting people with high support
needs such as Living not Existing (McNamara 2001) and Living Well (Giles-Peters & McNamara 1999),
this project has once again confirmed the following:
• there is an urgent need to tackle current difficulties with providing individually tailored, well
coordinated, comprehensive and timely assistance to people with long term high cost care
needs
• there is an urgent need to develop more effective and equitable approaches to allocation of
support, in an environment of limited resources and increasing need
• there is an urgent need for a range of appropriate alternate options to living at home to add
to the choices people have and to ensure that people do not end up staying at home
inappropriately or end up in inappropriate institutional care environments
• the current levels of funding available to support people with high cost support needs are
inadequate to meet current, let alone anticipated increases in need in the future.
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5.2

Directions for action

This project was initiated as a result of the concern of CCIN case management agencies about their
increasing inability to adequately assist people whose support costs are comparatively high. One of
the simple strategies possible to address the problem faced by the Linkages services is for the HACC
Program to provide Linkages services with additional funding to meet the needs of those with
comparatively high care costs. This could for example be achieved by funding a small proportion of
packages at a higher level than $10,700 per annum or by increasing funding for each care
package. This additional funding would assist to address some immediate difficulties and provide a
short term solution for addressing the unmet support needs of current clients and those on Linkages
waiting lists with urgent needs.
However, the issues being faced in supporting people with long term high cost care needs are more
complex and the development of effective solutions requires actions beyond the Linkages program
alone. While there have been significant improvements in the range of programs available to
support people with high support needs to live at home, further improvement is still so clearly
necessary.
Seeking sustainable solutions to the problems Linkages services are experiencing in supporting
people aged 16-64 who require comparatively high levels of assistance from Linkages services
requires well informed and thoughtful discussion and collaborative solution seeking with other
programs that also play a role in supporting these people. The discussion required is not one about
cost shifting between programs - at present no program has sufficient resources to meet evident
needs and even combining the resources from multiple programs is unlikely to adequately meet
current or future needs. The discussion needs to be based on:
• acknowledgement of the very real problems being faced within the service system
• acknowledgement of the significant consequences for individual people with disabilities and
their families when the service system is unable to effectively support them, and
• a better understanding of the need for coordinated cross program and cross government
action in close consultation with people with disabilities, their families and with service
providers.
At present there is no efficient way to assemble a comprehensive package of assistance tailored to
an individual's needs which can provide well coordinated and timely assistance with housing, aids,
equipment and support and includes a planned approach to anticipating and responding to
changes in future support needs. There is little capacity to focus on 'Ways to support a person's
ongoing participation in activities of imporfance when basic support needs are high. The approach
to assessment and provision of support in the compensable programs such as TAC and WorkCover
assist to demonstrate how fragmented and partial the approach of the public system still is and how
limited resources are to meet needs.
There is an urgent need for constructive dialogue between the DHS managers of HACC and Disability
Services to examine their respective roles, responsibilities and capacities to fund the support needs
of those with long term high support requirements. It is evident that there is a clear overlap in the
client group of both these programs but little understanding of the characteristics of clients who
receive support from both programs, or of the nature and levels of assistance clients receive. In
addition, there are few opportunities or structures to support formal joint planning and discussion of
issues of common concern and interest.
Far greater cross program research, planning and program development for people aged 16-64 with
high cost care needs is required in order to support development of improved approaches. This is
particularly required across the HACC, Disability, Health and Housing areas of DHS and between the
State and Commonwealth governments.
There is a need to set in place a comprehensive system-wide strategy for developing effective,
sensible and sustainable approaches for supporting people with long term high cost care needs. In
order to appropriately respond to their needs we need to work towards building a service system
which can provide the following:
• adequate levels of funding to meet required support needs
• equity in access and in assistance, based on relative needs
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•

•
•
•
•

efficient and streamlined approaches for arranging assistance in a timely manner to meet
individual needs, including needs for equipment, aids, modifications, regular support,
assistance with community access, respite and primary, sub acute and acute health care
flexible approaches which can respond to diversity in needs, preferences and circumstances
a range of appropriate housing and support options, including more appropriate small scale
congregate care options
a planned approach to meeting changing needs which provides clients with a sense of
security of assistance, particularly when they have degenerative conditions
a workforce which can provide skilled, reliable and consistent assistance.

To support this the following are some of the actions required:
• quality research to estimate the number of people in this group, how they are currently
supported and which programs are funding their formal support.
• a sound understanding of the life cycle of different diseases and conditions that result in
significant disabilities and need for high levels of assistance. This understanding should inform
a systematic examination of the most effective way to plan, provide and fund support for
people with particular diseases and conditions.
• examination of the lessons being learned in the insurance based systems, such as TAC and
WorkCover, about effective long term planning for support- needs. This should include a focus
on their development of alternate housing and support models and their strategies for using
limited resources in the most cost effective way and in ways that result in good outcomes for
clients.
• exploration of options to increase the level of resources available to support people with long
term high cost support needs. At different times in the past there has been some exploration
of insurance schemes or a levy system similar to Medicare. Exploration of such options
becomes increasingly urgent in the light of growing community expectations for support to
stay at home and the ongoing increase in the future numbers who will need support.
One more immediate solution proposed for consideration for Victoria which a t least partially
addresses some of the issues identified in this and other studies is the establishment of a special
program or a sub-component of an existing program (such as Home First or Linkages) to support
those with long term high cost care needs. This builds on the idea o f the third funding tier proposed
in the HACC targeting study. A pool of funding would be established which could be new funding
or funding drawn together from the multiple funding programs that are ail at present funding
support to this group.
The program would be set up with a mandate to assess for all support needs and have the capacity
to purchase or arrange resources needed to cost effectively support each individual. The program
should also have a mandate to seek and fund alternatives to individual support at home for people
who need or desire alternate options, using the available resources of the program. Seeking
Commonwealth financial support to assist with the creation of alternatives to people needing to use
existing Commonwealth aged care facilities would be an important strategy for making this
workable.
This type of approach would emulate some of the features found in the compensable system and
would move to a more comprehensive individualised funding model than would ever be possible
under the current individual program funding arrangements.
This study has examined clients who are aged 16-64 whose costs to Linkages services are above
average. Linkages services also have clients with above average costs who are children aged 0-15
and older people 65 years and over. It is important that more is understood about the needs of these
groups, the role Linkage services play in meeting their overall support needs and costs and whether
there are critical program interface issues which need to be addressed. This understanding will also
provide important context for consideration of responses to the needs of those aged 16-64.
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Appendices

Objectives of the Community C are Issues Network (CCIN)
i
ii
ii
iv
v
vi

To provide a forum on community policy issues across multiple community care management
programs.
To improve practise standards and quality by sharing experiences, ideas and skills.
To provide peer support to managers of multiple care management programs in Victoria
To provide a mechanism for feedback to and from relevant Peak bodies and statewide
programs and various government departments.
To contribute to, assess and respond to Government and other policy initiatives and discussion
papers relevant to community case management programs.
To promote an integrated service system as best practice delivering client choices and needs.

Members - Community Care Issues Network (CCIN) January 2002
Metropolitan Area
Ballarat and District Linkages Service, Ballarat Health Servicgv
Bayside Community Options, City of Kingston
Brotherhood Community Care, Brotherhood of St. Laurence
Bunurong Community Care, Southern Health Care Network
Care Connect
Eltham Community Health Centre
ISIS Linkages and CACPs, Isis Primary Care
Jewish Care
Moreland Community Health Services
UnitingCare Community Options, Uniting Church, Box Hill

u

Regional and Rural
Co Care Gippsland, Latrobe Community Health Services
Community Care Options, Bendigo Health Care Group
Community Interlink, Goulburn Valley Hospital
Community Options Barwon, St. Laurence Community Services Barwon Inc
Connect Support, Rural City of Wangaratta and the Rural City of Wodonga
Lyndoch Community Options, Lyndoch Warmambool Inc, Warmambool
Members of the People with High Cost Care Needs Project Steering Committee
Leonie Coleman, Co Care Gippsland (Chair)
Sophie Argiriou, Bunurong Community Care
Rob Nicholls, UnitingCare Community Options
Nancy Norton/Annette Madden, Bayside Community Options
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People/organisations consulted
Discussion have now been held with the following:
• TAC - Joanne Clark and Tess Vietz
• Work Cover Authority - Jane Renshaw
• Bethlehem Hospital - Peter Law as well as Chief Social Worker, Community Liaison and
Community Nursing Managers
• ParaQuad - Janice Florence and Greg Kidd
• DHS - DisAbility Services - Vittoria Mancini and Debra Luttrell
• DHS - Aged, Community and Mental Health - Justin McDermott and Patsy Morrison
• Headway - Sue Kirkegard
• MS Society - Alan Blackwood
• Yooralla - Janelle Henry
• Cath McNamara -Action for Community Living and author of Living Not Existing prepared for
the Disability Support and Housing Alliance
• Chris Fyffe - Consultant
Workshop participants
•
•
•
•
•
•
•
•

Leonie Coleman - Project Steering Committee member
Nancy Norton - Project Steering Committee member
Rob Nicholls - Project Steering Committee member
Rhonda Schultz - CCIN member organisation
/
Justin McDermott - DHS Aged, Community and Mental Health Division
Debra Luttrell - DHS DisAbility Division
Cathy O'Shea - DHS DisAbility Division
Joanne Clarke - TAC

Others invited but unable to attend • Patsy Morrison - DHS Aged, Community and Mental Health Division
• Alan Blackwood - MS Society
• Cath McNamara - Action for Community Living
• Jane Renshaw - WorkCover
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