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Part A Introduction

1. Introduction and Background

1.1 Background to the CCTs and the Evaluation

The Linked Care Trid was an innovative approach to linking hedth and community care
services for people in need of ongoing care, established in 1996-97 in the municipalities of
Hornsby and Ku-ring-gai in Sydney’s northern suburbs. The trid formed part of a nationa
program of Coordinated Care Trias (CCTs) established in 1996 to test whether it was
possible to coordinate the care currently provided by a variety of different hedth and
community care services and practitioners usng funds pooled from a number of different
Commonwedth and State programs. This flexible use of funding was to be managed by care
coordinators (CCs) assigned to each participant, 1 usng an individud care plan to hep
organise the medica care and socid assstance that each would receive. The local evauation
of the Linked Care Trid was to test whether this gpproach could be practicaly implemented
in the local community and, if so, to determine whether this led to a more effective use of
exigting resources with improved outcomes for participants and caregivers.

This client experience report reviews progress with Linked Care and the evauation, from
commencement of the live phase of the trid in 1997 to its forma concluson in December
1999. Drawing on quantitative and qualitative data collected as part of the local evauation,
the report presents an andyss of a number of components of Linked Care from the

perspective of participants.
The remainder of this introduction provides a brief overview of the background to the
Coordinated Care Trids and specificaly this trid, Linked Care. It dso introduces the
concepts relevant to evauating client experience. This introduction aso serves as a guide to
the remainder of the report.

Incorporating the consumer perspective is a guiding principle for improving service
provison. Underlying this emphass on the consumer is the involvement of the person in ther
own care as essentid to improving hedth outcomes (Barnes and Walker, 1996: 378;
Wadlergein, 1993: 223-5). Client involvement in their hedth care and ther maintained
independence is fundamentd to current government hedlth policy a both Commonweslth
and State levels, such as the Federa Hedthy Ageing Campaign.?2 Audrdian policy has
followed the internationa trend of gaining ingight into the perspective of hedth care clients
(Draper and Hill, 1995: 4; Opie, 1998; Pond, 1996).

The Australian Coordinated Care Trids (ACCT) were developed from a report in 1994 by
the Council of Audrdian Governments which found the hedth and community service

1 Linked Care referred to clients and consumers as ‘participants’ in order to differentiate between their
role in Linked Care and their role as clients or users of community services. Generally this report
retains that convention unlessit is referring to the general client population, clients outside the trial or
in tables. All names used in the report are pseudonyms.

2 For instance, government funding can include patient satisfaction surveys as part of the requirements
of evaluations (Wareet a., 1996: 319).
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system needed to be reformed to more appropriately respond to peopl€'s care needs and
aso more efficiently manage the hedlth care dollar. The trids were funded nationdly by the
Commonwedth Department of Hedlth and Aged Care (CDHAC) and began 1 September
1997 and finished on 31 December 1999. Nine trids were set up naiondly with another
four trids established for Aborigind communities.  Funding from the May 1999 Federd
Budget was alocated for a second phase of coordinated caretrias.

The consumers in the Trids had complex care needs and were users of multiple hedth and
community services. Coordination for these consumers was to be achieved within existing
levels of resourcesin two ways. Firgt, employment of a CC was to foster multi-disciplinary
care planning and service provison more respongve to individua client needs. Second,
fund-pooling of Commonwedth and State programs were to alow funding flexibility to
support this coordinated, cooperative and integrated approach to service ddivery.
Therefore the Coordinated Care Trids were perceived to be potentidly sgnificant in the
reorganisation of services and funding arrangements for hedth and community care for
individuas.

Fundamentd to the philosophy of the Coordinated Care Trias was placing the consumer of
hedlth and community services a the focal point of the model (Leigh et d., 1999: 1). This
meant hedth interventions were to be targeted a individuas rather than populations.
‘Consumer’ was used in the trials to mean those with complex care needs and users of
multiple health and community services3

The importance of client involvement in the Coordinated Care Trids was underscored at
various leves of implementation (the nationa guidelines and objectives, the requirements for
the locd trids, and the national and locd evauaions). It was specificaly included in one of
the nationd hypotheses:

The extent to which health consumers are partners in the planning of the Coordinated
Care Trid, the development of care plans and empowered through the coordination
process4 (Centre for Hedth Advancement and KPMG Management Consulting,
1997:6)

The primary means of involving Linked Care participants in decisons about their care
arrangements was through the appointment of a CC. CCs were responsble for
empowering service users by regularly contacting them and encouraging them to participate
in the decison-making process. Linked Care implemented a number of qudity control
methods to ensure the involvement of participants in the coordination process and aso
receive participant feedback. The detalls and effectiveness of these mechanisms are
discussed in Chapters 4 and 5 of this report.

Exploring the area of dlient empowerment is a large undertaking. Chrigtina Victor raises
guestions which point to the complexity of researching client interests:

3 In this report the term ‘ consumer’ has been used interchangeably with client because all peoplein the
Intervention and Control groups were enlisted as current users of services. During the trial, Linked
Care referred to clients and consumers as ‘ participants’ in order to differentiate between their role in
Linked Care and their role as clients or users of community services.

4 Local Evaluation emphasis.
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Advocacy and empowerment are obvioudy key themes underpinning especidly
the community care developments, but how willing will agencies be to give red

power to older people...? What inducements will organisations have to include the
views of clients? Do clients have the kills to participate and what incentives will

there be for older people to participate? ... Thereis aso potentidly an important

conflict between the assessment, advocacy and financid activities of the case
manager. |If the case manager is a budget holder then there is a tensgon between
his or her role in assessing the needs for care and responsbility as holders of a
finite and cash-limited budget. How will case managers reconcile their conflicting
tensons? What mechanisms will be established to ensure that assessments are
based upon client needs and not the state of the case manager’s budget? Will the
client assessed at the end of the financid year get the same treatment as one seen
at the gtart of the year? Clearly such issues must be addressed if older people ...

are to be able to look forward to an equitable and effective system of socid care.

(Victor, 1991: 163, 167)

The locd evaduation sought the experiences of participants in two ways through data
reported from service providers (eg. exits, measures of disease control, participant
profiles); participant reported data (e.g. SF-36, participants perceptions and explanations
of thelr experiences); and through participant questionnaires and quditative interviews. The
methodology employed for collecting participant reported datais described in Appendix 4.

Using these data sources, this report examines client experiences of Linked Care, and the
impact of the Linked Care model on their experiences as users of hedth and community
services.

1.2 Background to Linked Care

The Linked Care Tria was proposed in 1995 by the Northern Sydney Area Hedlth Service
(NSAHS) in response to anationa call for expressions of interest in September of that yeer.
NSAHS committed associated facilities and services through a joint expresson of interest
with the Hornsby Ku-ring-gai branch of the Northern Sydney Divison of Genera Practice
and a number of independent non-profit hedth and community services, most of which are
funded through the Home and Community Care Program (HACC). Preparations continued
throughout 1996 and 1997, and Linked Care formally commenced operation on October 1
of that year. It operated until December 1999, with a find evauation report due by the end
of March 2000.

Briefly, the model of care coordination proposed for Linked Care was that a care
coordinator (CC) was to be gppointed for each participant, either their GP or an employee
from an agency that provides or could provide them with other hedlth and community care.
The CC, in conaultation with the participant and relevant service providers, was to prepare
or review a care plan for the participant at least every three months, covering both medical
and other health and community care services. Care provided to the participant, and care
coordination cogts, were to be paid from a fund pool of hedth and community care funds.
This was intended to provide a budget that was capped but flexible, within which the CC
could seek the most cost-effective solutions to the participant’s care needs. Services used
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were to be reconciled against the care plan as feedback to the CC. CCs were to be
accountable to each other for significant financid decisions through a Peer Support Group
(PSG) structure.

Responghility for the loca evduation of the Linked Care Trid was awarded to the
Universty of New South Waes Evauation Consortium (UNSW Evauation Consortium) in
December 1996, following a competitive tendering process. In 1997 responsbility for the
national evauation was contracted to a consortium between the Centre for Hedlth
Advancement a Hinders Universty of South Audrdia® and KPMG Management
Conaulting. The design, development and management of quantitative data systems for the
national evauation was assgned to La Trobe Universty’s Coordinated Care Data
Management (CCDM) group.

1.3 Overview of the Report

Pat A of this report (this section) provides an introduction to the report including the
background to the triads and consumer perspective, presented in Chapter 1, and an
explanation of the evaduation methodology, which is presented in Chapter 2.

Part B presents the findings of the evauation. A description of the participantsis provided in
Chapter 3. Thisis followed, in Chapter 4, by findings about various organisationd aspects
of Linked Care from the participant perspective. These agpects include financid
management, care coordination, and the quality of Linked Care contact with participants.
Chapter 5 explores client outcomes and the impact on carers. Chapter 6 examines client
experiences of changes in service usage. The findings are drawn together in Pat C by
analysing how the Linked Care mode performed from the participant perspective.

The report should be read in conjunction with the Local Evaluation Final Report and the
other two thematic reports:

? Service Provider Experience Report
? Whole of System Report.

A separate volume of evauaion ingruments accompanies the Local Evaluation Final
Report.

These reports should dso be referred to for information relating to care coordinators,
sarvice provider or Generd Prectitioner (GP) experiences, trid management and
adminidration issues, or financid arrangements.

During the course of data collection, much information was gained which fell beyond the
scope and purpose of the evduation. It is anticipated that this materid will be further
andysed to improve understanding of the Linked Care Trid, and to guide future policy
directions.

5 This responsibility passed to Monash University in early 1999, due to the transfer of the Centre’s
director.
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2. Methodology and Approach to the Local Evaluation

2.1 Background to the Evaluation

The locd evduation of the Linked Care Trid was undertaken by the UNSW Evaluation
Consortium as pat of the larger nationad evauation of the Coordinated Care Trids
(Coopers and Lybrand, 1997; CDHSH, 1996). It was aso conducted as a consultancy in
accordance with the specifications laid out in the tender brief from the NSAHS (NSAHS,
1997). The commissoning process thus set out the basic parameters of the research and
determined the resources available for the evauation.

National and L ocal Hypotheses

The National Evaluation and the Local Evaluation Tender Requirements stated that the
evauation to test the primary hypothess.

1. that coordination of care for people with multiple service needs, where care is
accesd through individud care plans and funds are pooled from within existing
programs, will result in improved individud dient hedlth and well-being within exising
resources (HKCC Project, 1997a; CDHFS, 1996a).

It was a0 to test the hypotheses that the success of coordinated care would be affected by:

2. theextent of subgtitution between sarvices,

the range of services and the sze of thetria pooal;

the characteristics of the clients;

the quaity of the clinical and service ddivery protocals,;

the characteristics of the care coordination function;

the particular types of adminidrative arrangements;

the extent to which clients were partners in the planning and coordination process, and

© © N o g &~ W

that the primary results can be achieved wthout detriment to other key areas of
government palicy, particularly equity of access and privacy.

The evduation dso had to address the extent of collaboration in care between those
involved, and the quality of care and number of related secondary hypotheses as set out in
the nationd project documentation.

The loca evauation was aso to determine the extent to which the trid was able to meet six
primary objectives concerned with establishing the trid and five secondary objectives
concerned with changing existing patterns of service ussge.  Two of the objectives
emphasised issues which were not identified in the nationa evauation, namely the impact of
coordinated care on informal caregivers, and the introduction of integrated,
multidisciplinary assessment services for frall aged people, people with severe disabilities
and people with chronic medicd problemsin thetrid area

The nationa and loca hypotheses are listed in full in Appendix 1. The evauation conceptua
framework is described in Appendix 2.
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The remainder of this chapter refers only to the research designed to collect information
from the participants. Methods used for other aspects of the Linked Care evaudtion are
lisged in Appendix 3.

Recruitment

Participants for the Intervention group were recruited from the Hornsby Ku-ring-gai area
with the Control group drawn from neighbouring Ryde Hunters Hill. At the close of
recruitment in April 1998, 722 Intervention participants and 423 Control participants were
involved. Both groups were recruited through ther exising service providers, manly
HACC agencies, but aso including GPs, based on their resdence in the loca community,
complex care need, and use of two or more hedth and community services (Table 2.1).
Mostly older people were recruited through this process but there were dso a number of
younger people with physicd disahilities, including children.

Table2.1: Linked Care Recruitment Processfor Intervention and Control Groups

Criteria Incluson Requirements

Residence ? Be a resident of Hornsby or Ku-ring-gai Municipalities for inclusion in
Intervention group
? Bearesident of Ryde or Hunters Hill Municipalities for inclusion in Control

group.
Living ?  Living in the community (i.e. not in a nursing home or hostel, but may be a
Arrangements patient in an acute hospital)

” ) . ; .
Support Needs ?  Likely torequire on going and high-level support

Primary Condition ? Physical alment so that they are unable to live independently without
community care or support by family
?  No primary need for mental health services

Service Use ?  Currently used 2 or more health or community services (not including GP or
pharmacy)

Consent ? The participant, or in the case of a person suffering from confusion or
dementia, a responsible person, must be able to provide their informed
consent

?  Their GP must not have excluded the person on clinical grounds

2.2  Methodology for Clients’ Experience Evaluation

Data from dl Linked Care participants were gathered to provide information on client
outcomes. Data on outcomes for participants were collected wherever possible by service
providers and Linked Care. These data included:

? the number of participants continuing to live & home, admitted to a nursng home or
hostel, the number who died, and the number who withdrew from the triad for other
reasons or were discharged from services because they no longer required assistance;

? improvements in the access of participants and carers to services and changes in
participant and staff satisfaction with the type and qudlity of care provided. These were
monitored using questionnaires distributed to a sample of participants, and
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? the hedth outcomes for participants, assessed using the SF-36 and other measures
agreed with the locd trid participants and consstent with those identified by the nationa
evauators. These included clinical indicators and data on hedth service outcomes,
including changing patterns of service utilisation.

Triangulation was employed to explore participant experiences from a number of angles to
overcome the limitations of using only one method (Dockrell, 1995: 50; Sarantakos, 1993:
169)

The participant perspective was sought in two main ways. Firdt, a questionnaire was mailed
to a sample of Intervention and Control participants in November/December 1998 and re-
administered in October/November 1999. Additiona written comments were sought from
guestionnaire respondents in order to provide greater ingght into some aspects of participant
experience. The mailed questionnaire had a high response rate with 86 per cent responding
in 1998 and 96 per cent in 1999, athough numbers were reduced by 1999 because of the
exit rate of thetrid.

Second, telephone interviews were conducted with a smal number of participants from each
group in September 1998, April 1999 and October 1999. While the questionnaire
provided a broad overview of the participant experience, the interviews provided an in-
depth perspective of participants everyday experiences of their care. Interviews have been
shown to be particularly useful when conducting explorative research (Minichiello e. d.,
1995; 75; Vaus, 1990: 53). A supplementary method for exploring client experiences
employed by the locd evauators was to utilise the extensive field experience and contacts
made a Linked Care including: attending Linked Care staff meetings, Peer Support Group
mesetings for CCs, interviews and discussons with various Linked Care daff, service
providers and consumer representatives.

The first two methods are discussed in greater detail below.
a) Participant Questionnaire

A longitudind questionnaire collected information directly from people participating in the
tria to observe how the tria influenced their experiences as compared to the Control group
who received no trid interventions. The participant questionnaire was the main method of
data collection from participants since it collected quantitative data from over 400
participants in the trid, and had longitudina information from over 250 Intervention and
Control participants.

The participant questionnaire was developed in three stages. Initidly, published materid on
the development of other smilar questionnaires were drawn upon. Then, discussions were
held with people conducting other trids on their experiences of participant data collection.
Lastly, the questionnaire was modified and adjusted through two pilots. Discussion with
Linked Care daff and management and participating service providers, including care
coordinators, continued throughout this process. The questionnaire was designed, as far as
possible, to be smple and unrepetitive for participants snce there was dready some
comment from them about the burden of paperwork. Identification numbers, which ensured
confidentidity, linked questionnaire responses to data aready collected from dl Linked Care
participants at the trid adminidration level, incuding demographic information, SF36
responses and reasons for exit (n=1145, 1=722; C=423).
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Five areas were explored in the questionnaire:

? sarvice usage and types of support received;

? persona costs,

?  paticipant experiences of health and community care;
?  hedth and well-being; and

? informd and unpad help.

This dlowed the evaluators to collect data not gathered in other parts of the trid, particularly
effects on participants and their carers, and to cross-reference with other gathered materid.

A sample of 500, with equa numbers from Intervention and Control groups, was computer
generated. The first administration had an 84 per cent response rate (after excluding
participants who had exited from the trid). The questionnaire was re-administered to
participants who had completed the first questionnaire and had not exited by November
1999. This produced a 90 per cent response rate, after exits were excluded. Descriptions
of these sample groups are summarised in Table 2.2.

Table 2.2: Participant Descriptionsfor Total Population and Participant
Questionnaire Sample

Participant Description Participant group

group name Intervention Control Total

All participants  All those participantsin Intervention and 722 423 1145
in Linked Care Control groups.

Participantsnot ~ Excludes all participants from Linked Care 396 210 606
exited who exited before the end of thetrial.

Participant All participants who responded to the 213/250 208/250 421/500

questionnaire baseline November 1998 participant
samplebaseline  questionnaire (84 per cent)

Effective Participants who responded to both the 143/161 122/133 265/294
participant participant questionnaires at the baseline

questionnaire November 1998 and end of trial November

sample 1999 (90 per cent)

Participant Sample of Intervention participants selected 11 12 23

interview sample by CC type. Control matched by living
arrangements (up to 3 interviews each).

Although Linked Care had been in its live phase for some time when the basdline participant
questionnaire was adminigtered, it gpproximates the trid basdine due to the staggered
recruitment and delayed provison of some initia care plans. The questionnaire asked about
sarvice use in the Six months prior to receiving the questionnaire. The two adminigtrations of
the questionnaire enabled the local evaluation to explore change in the care and satisfaction
of participants over time and to observe any differences in that period between Control and
Intervention participants.
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b) In-depth Qualitative Interviews

A smdl sample of participants for quditative interviews was dravn in equal numbers from
Intervention and Control groups (Table 2.3). The participants were sdlected via systematic
sampling. Selection of the Intervention participants was based on the three types of CC
alocated:

? GPCCs,
? agency CCs, and
?  full-time CCs.

The Control participants were matched based on the living arrangements of the Intervention

sample (whether the participant was living done or with others). When a participant exited

the trid or did not wish to continue being interviewed from the first set of interviews, a
replacement participant was selected for the second round (three participants wrere

replaced in this way). Participants who exited in the second round were not replaced.t

The smal numbers involved in the interviews means their experiences cannot be generdised
to dl Intervention and Control participants. However, these quditative interviews provide a
greater indgght into personal experiences of care and supplement the questionnaire data. The
in-depth materia collected added detalled information about participant experiences and
views. It would aso gppear to be an gppropriate method to explore a tria offering
individudly tailored care plans and for gaining greater ingght into the consumer perspective
(Wilson, 1995: 249).

° Two people from the Control group could not be interviewed in the third round. One person had
relocated to a nursing home and another person had recently had an operation.
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Table 2.3: Sdf-reported Characteristics of Participantsin the Qualitative
Interviews

Intervention Control

1 2nd 3rd 1 2nd 3rd

Interview®  Interview®  Interview  Interview®  Interview®  Interview(©
)

Carer Status

Mutual care situation 1 2 2 1 1 1
Carer for another 1 0 0 1 0 0
Cared for by another 5 4 5 5 5 4
No carer/ no live-in carer 3 3 3 3 4 2
Interviewee

Participant 6 6 6 8 9 7
Carer 4 4 4 2 2 0
Care Coordinator 0 2 0 0 0 0

Notes: (@) One participant did not wish to be interviewed in the first round of interviews.
(b) One participant was interviewed while in hospital.
(c) One participant died before the third interview and two participants were unable to be
contacted during this round of interviews.

The interviews were usualy conducted by telephone and recorded with the consent of the
participant. The length of the Interviews varied from 15 minutes to two hours. The
interviews were semi-structured and incorporated issues addressed in the questionnaire, but
were aso responsive to issues the participants themsdaves raised.  For the Intervention
group, the care plan arrangements were checked against the care plan in the first and second
interview. Exploring how care was organised and maintained, and how participants and
carers perceived care, was another mgjor focus of the interviews.

During the second round of interviews greater emphass was placed on exploring the
percaeived benefits (or disadvantages) of Linked Care, having a CC for participants in the
Intervention area, and whether Linked Care met participant expectations. Control and
Intervention participants were asked about the nature of their GPS' involvement in their care
and what they consdered the role of their GP to be. The third interview focused on any
changes that occurred and, in particular, asked participants to comment on their experiences
of Linked Care.
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Part B Findings

3. Description of the Participants

This chapter describes the participants recruited to Linked Care. Participants recruited to
Linked Care were people with complex care needs living in the community, predominantly
older people and people with disabilities. Target recruitment numbers were dmost but not
fully achieved. Further participant tables are presented in Appendix 4. Participant
experience tables form Appendix 5.

3.1 Demographics of the Linked Care Participants

3.1a Basdine Characteristics

Final consents were obtained from 722 Intervention and 423 Control participants.” When
participants were recruited to Linked Care, their recruiter or CC was expected to complete
a participant profile with them. This profile was included in deta for the national data set and
local evduation. The participant profile data set was not completed until the last year of the
tria, after Linked Care adminigtration identified and corrected data entry errors and gapsin
the data.8

Table 3.1 presents these demographic, household and income-related data for Intervention
and Contral participants. The number of missing cases for each item and group is noted at
the end of thetable.

The sample mainly consisted of older people, with over 80 per cent from the Intervention
and Control groups aged 70 years or more, and well over 50 per cent from each group
aged a least 80. Women, single participants, Austraian-born participants, and participants
from families where English was spoken a home were the predominant demographic
featuresin both groups. There were no indigenous participantsin either group.

Over 90 per cent of dl participants lived in a house or flat, with many more owning ther
resdence rather than renting. Given the age digtribution of the sampleit is not surprising that
over 90 per cent from both groups described themselves as ‘retired’. Roughly one-third
from each group paid for private domestic help and both groups had smilar proportions of
Department of Veteran's Affairs (DVA) clients. Data on household income were dropped

7 Linked Care recruited 725 Intervention participants. No accurate demographic and service usage data
about three participants who exited early in the trial was available to the evaluators.

8 The participant profile form was redrafted in the second year of thetrial for ease of administration and
data entry to correct a number of errors. Some of the errors had implications for the national data set.
The first form asked for household rather than personal income. Some instructions were incorrect so
that respondents missed questions e.g. marital status. The form asked for occupation, including prior
to retirement rather than current occupation.
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from the andysis due to missing data (many participants did not respond to the income
related questions).
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Table 3.1: Selected Basdline Characteristics of Linked Care Participants by

Participant Group

Participant Group

Intervention Control
%(a) n %(a)

Participant Characteristics

Age®

<50 55 40 21 9

50-59 37 27 26 1

60-69 79 57 9.2 39

70-79 280 202 305 129

80-89 446 322 46.1 195

90 and over 10.2 74 9.2 39
1000 722 1000 422

Gender

Made 3438 251 26.2 111

Femde 65.2 471 738 312
1000 722 1000 423

Marital status®

Single 56.1 395 69.3 293

Couple 439 309 30.7 130
1000 704 1000 423

Country of birth®

Australia 7 557 76.4 323

Other 23 160 236 100
1000 717 1000 423

L anguage spoken at home!®

English 97.8 697 89.6 379

Other 22 16 104 44
1000 713 1000 423

Participant’s accommodation®®

House, unit, apartment, flat 90.7 645 95 399

Independent living unit, hostel, other 9.3 66 55 23
100.0 711 100.0 422

Tenancy@

Owner 830 577 72.2 304

Renter 17.0 118 27.8 117
1000 695 1000 421

Shareshome

Does not share 39.2 283 54.1 229

Shares with spouse 414 299 288 122

Shares with other 194 140 170 72
1000 722 1000 423

Carer status®™

Carer not needed 140 100 24.2 102

Hasacarer 63.8 455 40.1 169

Needs acarer 22 158 35.6 150
1000 713 1000 421

Private Assistance

Has private paid domestic help 32.8 237 281 119

No help 67.2 485 719 304
100.0 722 100.0 423

Employment status®

Retired 9.4 644 936 395

Not retired 9.6 63 6.4 27
100.0 712 100.0 422
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Table 3.1 (continued): Selected Baseline Char acteristics of Participants by
Participant Group

Participant Group

Intervention Contral
%(a) n %(a) n
Participant Characteristics
Health insurance”
Some private insurance 51.8 373 32.6 138
No insurance 482 347 67.4 285
100.0 720 100.0 423
DVA satus
DVA card 175 126 189 80
No DVA card 825 596 8L1 343
100.0 722 100.0 423
Cardsstatus®
Has card 85.9 619 9.3 403
No card 141 102 4.7 20
100.0 721 100.0 423
Education level”
Primary 132 A 20.8 83
Secondary 54.8 391 712 301
Tertiary 320 228 8.0 #
100.0 713 100.0 423
Occupation™
Professional 323 230 215 91
Trade 4.4 316 5.3 251
Home duties 233 166 191 81
100.0 712 100.0 423

Source: Participant profile collected by CCs and Linked Care staff, 1997 to 1999.

Notes: a) Percentages may not add to 100 due to rounding. b) 1 missing case (0 Intervention; 1 Control).
¢) ‘Single’ includes widowed, divorced, separated and never married. ‘Couple’ includes de facto. 18 missing
cases (18 Intervention; 0 Control). d) 5 missing cases (5 Intervention; 0 Control).
€) 9 missing cases (9 Intervention; O Control). f) 12 missing cases (11 Intervention; 1 Control).
0) ‘Renter’ includes ‘ Other’ (2 cases). 29 missing cases (27 Intervention; 2 Control).
h) 11 missing cases (9 Intervention; 2 Control).
i) ‘Not retired’ includes children, students, employed, unemployed, home duties and other . 11 missing cases
(20 Intervention; 1 Control). j) 2 missing cases (2 Intervention; O Control).
k) 1 missing case (1 Intervention; O Control). 1) 9 missing cases (9 Intervention; 0 Control).
m) 10 missing cases (10 Intervention; 0 Control).

3.1b Comparison of Intervention and Control Groups

Although the participants in both the Intervention and Control groups were farly smilar
overdl, some differences between the two groups were adso evident. A greater proportion
of Intervention participants had a carer; well over 50 per cent had some private insurance
compared to just over 32 per cent of Control participants, more of the Intervention group
had tertiary level education; and Intervention participants who had had a ‘professond’
occupation greatly outnumbered Control participants who had had smilar occupations.

The Intervention group aso had greater proportions of males, married participants and
participants from families where English was spoken a home. Compared to the Control
group, more Intervention participants owned their home, many more shared their home with
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another person, while less held a pensioner concession card or a hedlth care card. This last
characterigtic dso implies that fewer were in receipt of a government pension or benefit.

When assessing the impact of the intervention on the well-being of participants and on
changes in sarvice usage, differences between Intervention and Control participants which
might influence the impact must be taken into account. Logidtic regresson andyss was
carried out to estimate to what extent persona and other characterigtics changed the odds of
being in the Intervention group. The andyss dso controlled for the influence of al other
characterigtics. The results are presented in Appendix 4, Table A4.1. The reference
category is described at the end of the table. Only those reaults indicating a significant
difference between the two groups (marked with at least one asterisk) are discussed.

The firg pand shows two seemingly contradictory factors associated with Intervention
group membership. Participants born overseas were 56 per cent more likely to be in the
Intervention group compared to Austraian-born participants, while participants who did not
peek English a home were sgnificantly less likely to be in the Intervention group. These
results indicate that a large proportion of those born overseas were from an English-
Speaking country.

The second set of variables show that Intervention participants were over 3.6 times more
likely to live in an independent living unit (ILU) rather than ahome or flat. They were dso
sgnificantly more likely to have a carer. Renters rather than owners were less likely to be
Intervention participants.

Intervention group membership showed a negetive relationship with both professond and
trade occupations compared to the occupation of home duties. Tertiary level education
sgnificantly increased the odds of Intervention group membership by afactor of 5.1.

The results presented in Table A4.1 confirm some of the differences between the
Intervention and Control groups evident in Table 4.2: language, tenancy, carer datus, private
hedth insurance, concesson and hedth care cards, educationd background and
occupationa background. In addition, two less obvious differences between the groups
were found: country of birth and current living arrangements. These differences are taken
into condderation in the andlyss of participant outcomes and service usage.

3.1c Comparison of Participant Samplesto all Linked Care Participants

Two primary methods of evauation of participant experience were repeated participant
questionnaires and participant interviews. The methodology was described in Section 2.2.
This section compares the characteristics of the participant samples used for these
ingrumentsto al Linked Care participants.

Participant Questionnaire Sample

The participant questionnaire sample had smilar characterigtics to the tota Linked Care
participant groups in both the Intervention and Control group sub-samples as described
above. The comparison is presented in Table A5.1, Appendix 5.

There were some differences within the effective paticipant questionnaire sample
(participants who responded to the basdline and end of trid questionnaires) between the
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Intervention and Control groups (maritd status, language spoken, hedth insurance, tenancy,
employment gatus, care status, education level and occupation). These differences were al
amilar to the differences between the Intervention and Control groups for the total Linked
Care participants who had not exited at the end of the trid (Section 4.2b; Table A5.1 and
A55). It could therefore be assumed that the participant questionnaire sample was
representative of the total Linked Care participant group.

Accurate andys's on sub-populations was not possible because of the low numbers involved
in the longitudind andyds

Participant Interview Sample

The interviewed participants were not representative of the total Linked Care participant
group because of the method of selection (Section 2.2). Participants who participated in the
telephone interviews had a variety of hedth conditions. Two of the Intervention participants
were younger people with disabilities. Other participants from the two groups reported
declining hedlth associated with ageing, stroke and Parkinson's disease or had conditions
such as leukemia, angina problems, continuing eye problems and paralyss. Mogt interview
participants had a carer (usually daughter or spouse) and one participant from each group,
while in poor condition themsdaves, were dso the main carer for another person (Table
A5.3, Appendix 5).

Carers completed the interview when the participant or carer felt that the participant was
unable to answer directly dueto illness, disability or confusion. Two carers from the Control
group and four from the Intervention group were interviewed instead of the participant,
which may indicate differencesin the participants level of need for assstance.

The quditative interviews collected extensve materiad from most respondents and their
experiences are reported throughout this report. All names used in the report are

pseudonyms.

3.2 Diseases at the Baseline

Information on participants diseases was provided by GPs as part of the medicad care plan.
Table 3.2 summarises this information by grouping it into disease categories and presenting
mean nominations for each group.® The firg two columns show the mean for those
participants who had at least one disease nominated within the particular disease category
and indicates how many times on average a participant had a disease nominated from that
category. Columns three and four show the means for dl participants within the sample and
provide a more generd overview of differences between the Intervention and Control
groups. Significanceisindicated by at least one asterisk.

9 Data have been classified according to ICD-9.
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Table 3.2: Baseline Comparison - Mean Nominations of Disease Category by
Participant Group

Participantswithin caIegory(a) All participants(b)
Intervention Control Intervention Control
Disease Category
1. Infectiousand parasitic 122 120 02 .02
2. Neoplasms 110 118 A1 .07
3. Endocrine, nutritional 114 119 32 32
4.  Blood diseases 104 1.00 .06 .05
5. Mental disorders 117 121 .26 21
6.  Nervous system diseases 126 129 54 39 *Hx
7. Circulatory diseases 157 161 1.00 119 *kx
8.  Respiratory diseases 107 1.09 22 27
9. Digestive diseases 128 115 ** .28 31
10. Genitourinary diseases 108 108 A3 15
12. Skin diseases 104 108 .09 .05 *x
13. Musculoskeletal diseases 147 133 * ok 65 .69
14. Congenital anomalies 118 2.00 * 02 01
15. Perinatal 1.00 - .002 -
16. 1ll-defined conditions 120 113 18 12 *x
17. Injury and poisoning 105 118 04 .05
18. Accidents 1.00 111 03 04
19. Communicable diseases 1.00 1.00 01 004
20. Family or persond history 114 111 21 .26
23. Other 117 120 20 21
24.  Specific procedures/aftercare 1.00 1.00 002 01
Total(©) na na 438 440

* p<0l1 ** p<005 *** p<0.01

Notes: (@)Total number of nominations for category /number of participants in category e.g.
neoplasms among I ntervention group = 57/52.
(b)Total number of nominations for category/total number of participants in participant group
e.g. neoplasms among I ntervention group = 57/527.
(c) Total number of nominations/total number of participants in group (Intervention = 2
310/527; Control = 1 217/276; Total = 3 527/803).

Leaving asde category 14, which described a very smdl number of participants (11
Intervention participants, one Control participant), the first two columns show that the
participant groups had smilar patterns of means, with circulatory and musculoskeleta
averaging the highest. Only digestive diseases and musculoskeletd diseases were found to
be gatigticaly significant.10

Columns three and four show that circulatory diseases were most common in both groups,
followed by musculoskdetd and nervous system diseases.  Overdl, sgnificantly more

10 Djgestive diseases (t=2.0, p<0.05); musculoskeletal diseases (t=2.1, p<0.04).
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circulatory disease was evident among the Control group, while for the Intervention group,
nervous system diseases, skin and ill-defined diseases were more common. 11

Diagnosis data were available for only 803 of the 1145 participants. Given the potentia
importance that type of medicad condition may have on outcomes, future research might
focus on this sub-sample of 803 participants so that disease data can be incorporated into
the andyss.

No data on severity of disease were collected for the trid or evauation. Comparison
between the Intervention and Control groups about disease severity could therefore not be
made ether a the basdine or to measure changes during the trid. This should be kept in
mind when comparisons such as changes in client outcomes and service usage are made in
the report.

11 Circulatory diseases (t=-2.6, p<0.01); nervous system diseases (t=3.0, p<0.01); skin diseases (t=2.09,
p<0.04); ill-defined diseases (t=2.0, p=<.05).
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4. Organisation and Operation of Linked Care

This chapter describes participants experiences of the organisational aspects of Linked
Care. The chapter describes firg, participant involvement in the organisation of Linked
Care, including the management of the trid, consumer representatives, the Quality and
Complaints Working Party and financid management. Section 4.2 describes participant
experience of the care coordination processes, including empowerment, knowledge about
the trid, ther relationship with CCs, care planning and assessment. A summary is provided
at the end of the chapter.

4.1 Participant Involvement in the Organisation of Linked Care

4.1a Trial Management

The focus on consumers, specified in the nationa aims of the Coordinated Care Trids, was
incorporated in the implementation policies of Linked Care. As discussed in the introduction,
participants gained access to Linked Care through their contact with their CCs. Participants
were otherwise not directly involved in the management of Linked Care, except through the
mechanisms described in the rest of this chapter (e.g. consumer representatives, Qudity and
Complaints Working Party, and financid management).

Linked Care and the loca evauation had a number of contacts with participants in the trid
(Table 4.1). The participant questionnaire and telephone interviews were administered to
equa samples from both Intervention and Control groups.

Table4.1: Trial and Evaluation Contactswith Participantsin the Linked Care Trial

I nter vention participants Control participants
Trial interventions

Consenting process Consenting process
Careplans Medicd care plan listed
CC assigned
Consumer representatives
Newsleter updates (occasional®) News efter updates
Trid initiatives e.g. medication review; hip protectors
Re-consenting process Re-consenting process

Evaluation process
3 x SF-36 hedlth and well-being questionnaires (totd participant group)
2 X Service usage and satisfaction questionnaires (sample)
3 x telephone interviews (sample)

Note: (a) Linked Care was aware of consumer complaints about receiving mail overload from the trial.
On this basis Linked Care attempted to balance information provision against participant
exhaustion.
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Feedback to the Linked Care modd from participants was to be facilitated through
participants exercising their choice to remain in Linked Care; in the care planning process via
CCs, through complaints mechaniams, and through the right to change CCs. Some
implementation practices by CCs, service providers and Linked Care staff meant that
participant involvement was not necessarily maximised during the operation of the model, as
summarised below. Details about these processes are discussed in the remainder of the
chapter.

? Care planning: the participant sgnature was required on the first care plan to indicate
involvement and agreement. Signatures on subsequent care plans were unnecessary and
participants did not dways receive a copy. Some participants used the care plan as an
adminigrative lig of exising care arangements.

? Complaints. participants could phone Linked Care adminidration to directly voice
criticism or praise. Few complaints were made (15) and a number of forma pogtive
letters and calls were received (11).

?  Withdraw consent: while a minority of Intervention participants chose to withdraw from
thetria (nine per cent), most Intervention participants remained with Linked Care.

? Right to change CC: it is unclear whether this option was taken up, and if participants
felt able to make such a decison. Teephone interviews with participants suggested this
procedure may have been incompletely implemented.

4.1b Consumer Representatives

During the establishment phase Linked Care management recruited 16 consumer
representatives through advertisement in the loca newspaper. Consumer representatives
were reimbursed for their expenses at a rate of $25 per hour. Their primary role during
establishment was to St on the six working parties. Five consumer representatives continued
on the remaining working parties throughout the live phase. Through the working parties, the
consumer representatives had a potentidly significant role in the decision-making structures
of Linked Care. They offered a more objective view on the Management Committee, for
indance, when the provider interests were sometimes at odds with trid management
interests,

All the consumer representatives thought that participants were not sufficiently involved in
the design of Linked Care during the establishment phase. They recommended that both
participants and consumer representatives be specifically consulted on their experiences of
Linked Careif the modd was to progressto afurther stage.

When Linked Care entered its live phase, the consumer representatives sought to improve
their means of representing the interests of Linked Care participants. Committee work and
attendance a workshops and briefings did not bring them into direct contact with
partticipants. The Management Committee agreed to publicise the role of consumer
representatives. A Linked Care newdetter included a description of the consumer
representatives and encouraged participants to contact them or Linked Care if they had any
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questions or complaints. This description stimulated inquiries from participants both in the
Intervention and Control area.

Approximately 30 inquiries were received from the Intervention group, including requests for
changesin care. While many participant comments were full of praise for CCs, Linked Care
and exigting service providers, the consumer representatives noted that participants seemed
reluctant to ask for help directly from service providers or CCs. Participant criticism focused
on the lack of change in care received when the participant’s CC was their existing service
provider or GP.

Inquiries from Control group participants related to the qudity of care they received and
seemed to suggest a need for ble complaints mechanisms. Where appropriate, these
inquiries were referred to the service provider concerned.

The Management Committee was reluctant to alow consumer representatives to take a
more direct role with participants. The Management Committee was of the view that risks of
ingppropriate contact included breaching participant privacy and contaminating evauation
data. Both management and consumer representatives waited throughout the trid for a
response to the request from the Consumer Health Forum Coordinated Care Workshop to
the Nationd Evduation Reference Group (NERG) to develop guiddines for direct contact
with participants by consumer representatives before other decisions were made about
contact.

4.1c Quality and Complaints Working Party

It was expected that quality assurance activities at Linked Care would be coordinated by
the Qudity and Complaints Working Paty (QCWP) that met monthly. It had
representatives from each of the mgor service providers, and three consumer
representatives. Some members were CCs. The QCWP initidly had a proactive role,
overseeing the drafting of procedures and guiddines, and a reactive role, managing
complaints. Both aimed to improve quality in Linked Care systems.

Few forma complaints were received by Linked Care (15 complaints;, 11 compliments),
and mainly in the early implementation stages. The QCWP appeared to work diligently to
resolve the issues and improve the care coordination procedures as a resullt.

The working party seemed aware of the need to find more direction in the second haf of the
trid when it redrafted its terms of reference and asked for advice from the Hornsby Hospital
Qudity and Complaints representative. It was agreed that monitoring qudity of care was the
respongbility of medica and community service gaff, while Linked Care management and
QCWP would focus on the quality of care coordination. Initidly these efforts resulted in the
preparation of a checklist to measure the quality of care plans when they were recelved by
Linked Care adminidration (e.g. legibility and participant Sgnature).

Linked Care adminigtration clamed that it had limited ability to enforce qudity in the care
plans because it did not directly employ the CCs. It could be argued to the contrary that
Linked Care could have enforced qudity through the contractud rdationship where service
providers were expected to provide care coordination services. The Linked Care
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adminigration identified its role as that of providing suggestions and guiddines to the sub-
contractors.

A drength of the QCWP meetings appeared to be discussion about daily issues of concern
about Linked Care by those who had a working knowledge of how care coordination
functioned in practice. However, athough discusson was stimulated, there gppeared to be
alimit to subgtantive outcomes from the meetings. Many members of the QCWP, including
Linked Care adminigtration, expressed frudtration about the meeting discussons that
seemingly resulted in few resolutions. The meetings gppeared to be a low priority for both
Linked Care adminigration and the service providers. This was illustrated by the Linked
Care director and agency senior managers attendance at the other committees but not the
QCWP. There appeared to be high turnover and irregular attendance among other
representatives.

Linked Care acknowledged the restricted opportunities within this initidl modd to enforce
quality measures on subcontracted care coordination.  Accordingly, it encouraged the
QCWRP to direct its atention to future qudity changes to inform development of care
coordination in the next round of the trid.

4.1d Finance and the Fund Pool

Direct out-of-pocket costs of services to participants were not collected by Linked Care
except as they related to the fund pool contributors.

While participants were not involved in decisions about alocation of resources from the fund
pool or financid arangements of the tria, participants continued to contribute to service
costs.

A number of issues were raised by participantsin relation to the cost of care:

? resstance to trandfer to services that charge a participant contribution, e.g. from home
nursng to home care;

? difficulties paying for services, eg. the prohibitive cost of taxis for some participants
meant they fdt they had few trangport options available; the cost of private podiatry;
difficulty contributing to community services even with their pendoner datus, caring
obligations preventing carers from earning income; the high costs associated with nursing
home entry, extra respite care and private services,

?  independence facilitated through mechanisms such as DVA providing support in paying
the codts of their participants care; the disability card providing substantia discounts on
taxis, and some participants referred to the CC as an effective advocate for receiving
more sarvices, and

?  other resource redtrictions such as budget capsin the hedth and HACC system.

Purchasing private services provided some users with autonomy. Participants who were
able to afford private house cleaning felt they had some control over the qudity of work
done. If they had financia independence they could pay for extra support to remain a home
or pay for taxis to overcome the difficulties of isolation or attempting to use inaccessble
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public transport. Some interviewees reported being able to afford private hospita and
respite care.

In May 1999, atraining bulletin was digtributed to CCs concerning financiad management of
agreements on participant co-payments. This bulletin was issued to clarify the arrangements
and procedures where a participant or their carer was willing to, or offered to, make a co-
payment. For example, Linked Care had, on different occasions, agreed to meet part of the
costs of equipment or respite care where the family had agreed to pay the balance. A
potentid for conflict and confusion had arisen where an arrangement was made by a CC
and family without a written agreement because invoices were not supported by any co-
payment arrangement. In order to pay the invoice, and in turn seek the baance from the
participant, arecord of the agreement needed to be established.

One CC negotiated with a participant that since he had fixed her televison antenna,
obviating the need to pay for arepairer, she could pay for the two physotherapist vists that
she had previoudy refused to pay for. The story was an illugtration of a Strategy that avoids
payment from the fund pool by encouraging the use of free or client-paid services. Another
example was the effect of subgtitution on participant costs. A participant complained to the
CC that subgtituting persona home care for home nursing cost Linked Care less but the
participant more.12

Participants reported that the likelihood that they would contribute to community services
decreased over the course of the tria for the Intervention participants only (Section 4.2c).13
This was supported by the Home Care Service report which stated they received fewer
participant contributions than expected from the Intervention participants. If this was an
accurate result, it could have important implications for the impact of the modd of means-
tested contributions by participants. It might reflect, for example, that CCs and service Saff
may have been less inclined to pursue a participant contribution from Linked Care
participants, perhaps because they were aware the cost would be covered by the fund poal.
However, for larger requests for additional services, there was evidence that CCs
negotiated for co-payments from participants.14

Participants were not involved in decisons about the dlocation of resources from the fund
pool, except through their own care planning process. This could be seen to have limited
thelr involvement in decisons about care.  Financid decisons were discussed at Peer
Support Group (PSG) meetings of CCs. At one PSG meeting CCs discussed the needs of a
participant with motor neurone disease who wished to remain at home. They discussed the
relative cogts of caring for the person a home, in a nurang home or in a hospitd. In this

12 cCinterviews and observation of PSG meetings.

13 Participant questionnaires, November 1998 and 1999. Changes in frequency of contributing to the
cost of care was analysed and were significantly different over time for the Intervention participants.
Over athird of Intervention participants (36.6 per cent) were less likely to contribute to their cost of
care at the end of the trial, than when they began in the trial (15.2 per cent were more likely to pay).
Thiswas in contrast to the Control participants, where at the baseline fewer of them paid for care, but
a quarter of them were more likely to pay for care than they had been by the end of the trial. The
profile of payment was similar between the Intervention and Control areas at the end of the trial with
about one-third of participants always or mostly paying for their costs of care (34.1 per cent
Intervention and 29.7 per cent Control participants).

14 (Section 3.4d, Local Evaluation Final Report)
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case, despite the codts being lowest in a nurang home, the CCs agreed to continue home-

based care. Other payments from the fund pool were brought by CCs to Linked Care
adminigration and the PSG. For example, issues discussed included whether to pay for a
possum to be removed from a house; and how to pay for ingdling a hot water system.

These examples indicate a step in the care coordination process where participants were
absent from the decision-making about their access to care.1>

4.1e Summary of Participant Involvement in Organising the Trial

Table 4.2 summarises the strategies undertaken at a management leve to ensure participant
involvement and voice in care planing. The Linked Care mode supported participant
involvement in the trid. However, practica ways of ensuring this in Linked Care were
limited. Empowerment through the care coordination process is discussed further in Section
4.2.

Table 4.2: Participant Experiences and Perceptions of Trial Strategiesto Ensure
Participant Involvement

Trial Strategies Participant Experience

Trid management Mechanisms to ensure participant involvement without over-

procedures burdening them with direct contact were implemented. The extent
of participant familiarity and comfort with using those processes
was probably rudimentary.

Consumer Mos CRs were not persondly involved in Linked Care but

representatives (CRs)  represented consumer concerns a dl trid working parties.
Participants were encouraged to contact CRs. Some CRs were
frugrated with the lack of influence they had in trid decisons.
They were not present at PSG or service provider meetings where
financid decisonsfor participants were made.

Qudlity and The complaints handling process gppeared effective in improving
Complaints Working  practice. The interpretation of the subcontracting relationship
Party prevented enforcement of, and professona support for, care

coordination tasks. The Quality and Complaints Working Party
members were frustrated at times with its limited opportunities for
implementing improvements.

Financeandthefund  Data on participant costs were inconsstently collected. Participants
pool reported not contributing to the cost of care to the same extent as
before the tria, or compared to the Control participants. Some
participants flt being able to afford private services improved their
access to agppropriate care. Concerns raised by participants

15 Previous findings from care management models show that when control is gained over fund pool
budgets client choice can become minimised, and in some extreme circumstances, side-lined (Richards,
1998: 85-86).
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included expense of equipment, access to affordable respite and
other associated costs.

4.2 Care Coordination

4.2a Introduction

In recent years case management, and one of its derivatives, care coordination, has become
popular with Audtrdian hedth funders as a means of improving the efficiency of resource
adlocation to participants with complex care needs. This section explores the ability of the
Linked Care mode of care coordination to meet that god for participants with complex care
needs who lived a home, predominantly older participants and some younger people with
disabilities.

The modd of care coordination in Linked Care was that each of the participants were
gppointed a CC who was ether their GP or an employee from an agency that provided
them with other health and community care. The CCs forma roles were to assess, plan,
arange, monitor and review care needs and services. The CC in consultation with the
participant and relevant service providers, prepared a care plan for the participant at least
every three months, including both medicd and other hedth and community services.
Services provided to the participant, and care coordination costs, were paid for from afund
pool of hedth and community care funds. Services used were reconciled againgt the care
plan as feedback to the CC. CCs were accountable to each other for significant financial
decisons through a Peer Support Group (PSG) structure.

CCs were subcontracted from existing service providers. For most CCs therefore, care
coordination was only one of ther duties. However, during the trid full-time CCs evolved
athough they were siill subcontracted. As a result of subcontracting arrangements with
various service providers, CCs had variable knowledge and skills and came from arange of
disciplines.

This section examines in more detall the various aspects of the care coordination modd from
the pergpective of the participants, including empowerment, knowledge about the trid, their
relationship with CCs, care planning and assessment.

4.2b Participant Experiences of Empower ment

Centrd to the care coordination modd was participant involvement and empowerment and
the extent to which they could negotiate in the care coordination process. Prerequisites for
empowerment include knowledge and ability to influence changes (Opie, 1998: 189-192;
Huntt et.a., 1997; Zambada et.al, 1998).

It was intended that the care coordination process would focus on addressing participant
needs, with the active involvement of the participant to enhance ther participationt in
choosing care. However, there seemed to be severd condraints on this process. Firs, the
CCs concept of participant empowerment varied, and second and perhaps as a result of
thefirg, participants knowledge of their potentid role in the process was aso paichy.

The evidence from the evauation was that participants were not dways centrd to the care
planning process. Participants reported they were confused about the role of the care
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plan.l6 Only haf the CCs (56.5 per cent) reported they used drategies to involve
participantsin care plans (Table 4.5).

Participant involvement was discussed during PSG meetings and aso in discussons amongst
CCs. One CC, Abby, afull-time CC, discussed empowerment within a range of innovetive
drategies to encourage participation and participant control over thar lives.

Care planning is mogt vauable because every case is different and every solution
different ... Encouraging old hobbies and interests and seeing that make a
difference ... Encouraging people to make their own decisons about their hedlth,
supporting idess of prevention, self-empowerment ... (Abby, full-time CC)

This satement suggests Abby perceived her role as encouraging participant empowerment,
through involving them in decison-making, as wdl as improving ther lifestyle. This view
presents hedth professiondss as supportive of, and as afacilitator for, individuas decisons.

Other CCs aticulated the condraints they felt should be placed on cdlient empowerment.
Kerry, who was dso a case manager for a number of years before her involvement with
Linked Care, indicated that service users views could not dways be implemented. Kerry
emphasised the importance of listening to the client perspective, as she stated this was part
of the necessxy process of ‘edablishing trust, professonadism and hearing client
aspirations’, but she dso said redlism had to be brought into making decisions about care.
Kerry fet that on the one had clients — but more often their carers — had unredigtic
expectations of the level of hep required. Kerry said that in these Stuations she guided
clients with her experience as a hedth professona. On the other hand, Kerry noted that
service providers were aso working within restricted budgets and unless clients could afford
to pay extra, more hep would not be available. It would seem involving participants was
not merely amatter of granting their requests for care. Their needs gppeared to be balanced
againg the needs of other participants, as interpreted by CCs based on their professonal
experience and knowledge. They decided, often in professona teams, how to manage
limited budgets. This was despite the context of finance through the fund pool in the Linked
CaeTrid.

Thee two examples show how undergandings of empowerment and participants
involvement were contested in the trid by CCs. They aso raise the practica contradictions
of implementing participant wishes within limited financid means (Kapp, 1989: 6; Kendig,
1986: 178-9).

The actions and drategies of individuad CCs gppeared to define the level of participant
involvement. The following example shows how precarious participant involvement in care
decisons can become. Mr Taylor, an older widower, was openly criticd of his CC, Peter,
and the care he received. He fdt that his concerns were not listened to or addressed. By
comparison, Peter reported Mr Taylor was ‘manipulative’ in his atempts to get more
sarvices. He stated Mr Taylor was not prepared to contribute to the costs of his care, was
difficult with workers, dready had many services in place and used services
‘ingppropriately’ (for example Peter reported Mr Taylor tried to use Department of

16 participant interviews.
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Veterans Affars funding to increase the amount of house cleaning he received rather than
use the extra care for socia contacts as it had been alotted).

Peter gpproached his supervisor to ask if another CC should take over his role with Mr
Taylor, but was advised that he could not expect to get on with al participants. While Peter
was in the position to ask if he could no longer be Mr Taylor's CC, Mr Taylor was not
supported in this right to decide who was involved in his care arrangements, athough he was
clearly dissatidfied.1”

Mr Taylor was al too aware that his insstence on independence and control adversely
affected service providers attitudes toward him. As an experienced hedlth professond he
expected his knowledge to be given consderation, but redised this annoyed many
providers. He had consdered moving to a nearby nursing home, but changed his mind after
meaking inquiries, commenting that he thought they would throw him out because they would
not put up with him telling them what to do dl the time. Empowering clients would gppear
to be dependent on effective socid interactions which can be difficult to sustain with dients
who may be ingstent, unthankful and frustrating. This particular example seems to indicate
the limitations to the ability of Linked Car€' s protocols to resolve such tensons equitably or
with due consderation.

Implementing participant empowerment therefore gppeared to be influenced by the
discretion of the CC. This may have been a practicd response by CCs for the efficient
functioning of a cumbersome care coordination modd.

However there were very few complaints lodged with Linked Care. Many participants
interviewed reported friendly and supportive contacts with the care coordinator.  For
example Mrs Neave Burke had received much support for her son and daughter during
extensve periods in hospital. She said:

[CC name] has been absolutely wonderful. And they can see things very quickly
and put things into action, and not just talk about it. But that has been happening
for quite some time... She has put a lot of these things into maotion. (Mrs Neave
Burke, Intervention)

Having a CC did not replace other people informdly and formdly involved in organisng
care for the participant (Table 4.3). As discussed in more detail in relaion to the impact on
carers (Section 5.2), most care was both arranged and provided by the participants and
carers themsalves, not by forma service providers or professonals.

17 Mr Taylor had requested particul ar staff but had been refused.
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Table 4.3: Other People Involved in Organising Care with the Participant

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control

baseline endtria baseline endtria

% (n=) % (n=) % (n=) % (n=) % (n=) % (n=)

No one else provides CC 55 56 51 6.4 105 10.2
Participant themselves 36.2 310 40.1 36.2 491 483
GP 47.7 258 46.0 482 351 424
Other Service Provider 111 80 10.2 17.0 9.6 85
Family member/friend/ Neighbour 54.3 254 51.8 511 259 34.7
Other 50 6.5 6.6 4.3 41 10.2
Total (318) (287) (219) (230) (170) (182

Source: Participant questionnaires, November 1998 and 1999

Notes: (@) Effective sample: participants who responded to both the baseline and end trial
guestionnaires.
Percentages do not add to 100 because these questions allowed for multiple responses.

In many cases participants reported that CCs did not have to extensively re-organise or
introduce complex care arrangements for them. CCs often provided support rather than
becoming actively involved in the coordination of care. Some CCs and Linked Care staff
have surmised that perhaps the reason for this outcome is the reatively stable and good
hedth of some of the participants.l® However, even for participants with complex care
needs, a CC was not always needed if care arrangements were established.

4.2c  Participant Knowledge and Relationship with Care Coordinators

Participants reported that having a CC was a positive experience during the tria and added
to the ease of accessing appropriate care. The influence of CCs appeared to be delayed,
according to the participants, perhaps due to the difficulty in implementing Linked Care
processes, including alocating CCs to participants. One year into the trial, 36.8 per cent of
Intervention participants were unaware of having a CC or did not know how to contact
them (Table 4.4). By the second questionnaire this had reduced to 26.1 per cent.

Mogt Intervention participants were satisfied with their CC (over 70 per cent, increasing to
77 per cent by the end of the trid). Interestingly around 30 per cent of Control participants
reported they had an assigned CC or case manager, and they were more satisfied with the
arrangements than the Intervention participants.19

18 Questionnaire respondents’ self-reported health showed only 35.1 per cent of Intervention
participants considered themselves ‘worse’ than compared to others their age. The tria has
suggested that for afuture trial only those people requiring complex care needs should be recruited.

19 These participants were possibly accessing more intensive community care packages (COPs or
CACPs). The participant results were not validated with service providers.
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Table 4.4: Participant Knowledge of Care Coordinatorsand Case Managers

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline end trial basdline end tria
% (n=) % (n=) % (n=) % (n=) % (n=) % (n=)
Havean appointed CCor CM(b) * % % * % % * % % * % % * %k * % *
Yes 68.5 301 66.9 80.7 30.6 281
No 210 574 213 143 55.9 66.1
Don’'t Know 105 126 118 50 135 59
100.0 100.0 100.0 100.0 100.0 100.0
(199) (183) (136) (140) (111 (118)
K now how to contact CC or CM® * * * *
Yes 920 95.2 94.6 917 921 914
No 6.5 0.0 33 59 0.0 57
Don’t know 14 48 22 25 79 29
100.0 100.0 100.0 100.0 100.0 100.0
(135 (61) (90) (119 37) (36)
Satisfaction with these arrangements
Very happy/happy 75.6 885 70.0 771 86.5 889
Neither 20.7 8.2 278 229 10.8 111
Unhappy/very unhappy 37 33 22 0.0 27 0.0
100.0 100.0 100.0 100.0 100.0 100.0
(135 (63) (92 (121 (39) (35
Total (213) (208) (143) (143) (122) (122)

« p<0.1. ++ p<0.05 .+» p<0.01
Source: Participant questionnaires, November 1998 and 1999; Appendix 4.
Notes: (a) Effective sample: participants who responded to both the baseline and end trial questionnaires.
(b) CC = Care Coordinator; CM = Case Manager.
Percentages may not add to 100 due to rounding.

The CC appeared to be pivotd to the experiences of participants in Linked Care. Few
participants seemed to be aware of the operation of the trial, beyond the contact they had
with their CC.

This could probably be explained by their prior relationship with the CC. For most
participants their CC was an exigting provider with whom their were familiar. Second, for
many participants, the implementation of Linked Care was a dow process, due to the
protracted establishment period. One participant expressed this in October 1998.

People seem to think | am independent and so [they] rarely offer [me] assistance.
| am 4ill waiting for [Linked] Care to provide the plan they offered me some
months ago. | do not think | am independent — | just do not like using people if |
can manage mysdf. (femae, Intervention)

Participants indicated greater knowledge of Linked Care by the end of the trid.

Whenever help has been needed [name CC] could not be more patient and
hepful. (mae, Intervention)

My care organiser is a ‘persondity plus person and | got most help by just
gpesking with her. (femde, Intervention)
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Linked Care service has been fantagtic, | would hate to think we would do without
this service. (female, Intervention)

| have asked for extra Home Care (housework) time for next year and wastold to
have this authorised by my GP and to contact Home Care and my GP at the end
of October. This would be possble only because | belong to Linked Care.
(femde, Intervention)

Effective communication between the participants, and sometimes carers, with the CC was
discussed by participants. In one case the carer had the main responsibility for caring for
her husband. Her GP CC had encouraged her to become involved in the trid yet even by
the third interview she was unaware that any benefits were supposed to emerge from her
participation. Mrs Newman bdieved that the trid was primarily a research tool to
understand how to improve services. To her knowledge her GP, of whom she spoke highly,
remained important for her husband’'s medica needs. However Mrs Newman pointed out
that although she was unaware of benefits, other participants had suggested being in the trid
may be beneficd.

| don’t know what goes on behind the scenes because | understand from some of

the nurses with Home Care tha their funds are so tight at present that it's the

Linked Care participants who get extra help currently, whereas everyone e isa

bit starved of funds. You know that’s only hearsay so | don't know how much

our involvement with Linked Careis being of help unbeknown to us.

[Are you getting extra services that you' ve been informed about?|

No, no. We are subsidised though and we were subsidised before we were in the
Linked Care project. I'm just passing onto you something | have heard whereas |
may say we don't have alot of contact. Behind the scences there could be more
than I’'m aware of. (Mrs Margaret Newman, Intervention carer)

A second carer, who initidly had a GP appointed as her husband’'s CC, by the third
interview was designated a service CC. By thethird interview the latest CC had moved to a
new job and they were unaware of another CC being assigned as a replacement. They said
they were unaware of whom they should contact if they needed help.

For some participants changed care arrangements had become apparent even at that early
stage of Linked Care. Participants referred to the favourable way Linked Care introduced
and coordinated service provision.

The care and follow-up from Hornsby Hospitad was excellent. The Linked Care
Coordinator is very helpful and has worked out a care plan for mewhich | can join
in more, when waking is not so tiring and awkward. (femde, Intervention)

Another respondent was grateful for the extra support Linked Care could provide.

We find Linked Care very helpful if we need specified hdp and are very grateful
for itsassistance. At the moment | (wife) am able to care for my husband’ s needs.
He is a wonderful patient, but should | need help | fed very reassured with the
back-up of Linked Care. Thank you. (mae, Intervention)

The interviews with participants indicated CCs could bridge the gap in participants
understanding between service receipt and the organisation of care. Mog intervention
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interviewees knew what services they could expect from Linked Care and how to access
them. Most interviewess referred to afolder with contact information and other informeation
provided by the CC. Others had their CC's contact number on a fridge magnet.

Participants reported particular benefits they perceived from having a CC. The Intervention
group participants identified at least four benefits they percelved from having a CC.

? asenseof security if circumstances changed;

? afadlitator or advocate to access sarvices and to avoid the burdensome and time-
consuming processes involved in negotiating their case;

? asympathetic hedth professond; and
? acentrdised point of advice and information.

Sense of Security

Participants who relied on complex family care arrangements to remain a home felt a CC
provided a sense of security, so that if the arrangements were disrupted aternatives could be
made to keep them a home. Tony Gleeson's mother Angda fdt rdief from the full-time
CC'sreassurance of assistance.

My biggest fear was if | was ever sick what would | do about Tony being looked
after a home ... If | had to have surgery or something happened to me she could
arange care for Tony... She could send someone to take over my role in the
house for afew days... al she would have to do is have a meeting with her team
and discuss it. But she did say it would be arranged within 24 hours... It redly
took aload off my mind. (primary carer, Angda Gleeson)

Similarly Mr Fred Nedl redised that the stability of his care arrangements was dependent on
the continued hedth of hiswife.

One thing that we are quite conscious of is that if my wife's ability to do what she
does suddenly decreased, we'd be in apickle. We' d need help. But we fed we
know where to go for it now. We' d give [name of full-time CC] aring and say we
need Meals on Whedls, we need somebody to clean, we need somebody to scrub
me down occasionally because | can't stand up in the shower... An example was
last week when | was sck and told to stay in bed for two or three days. My wife
who is 87 next birthday, running round like a hairy goat, bringing me stuff to bed
and looking after me. But that's what | mean. If she was to find that she waan't
able to do that, then we would need help. (participant, Mr Fred Nedll)

Mrs Alice Norton, the main carer of her husband, felt confident help would be provided in
an emergency after talking with her community CC.

Your doctor isn't dways going to be available so that if you need help in a hurry
particularly if 1 was going to be rushed into hospita?® or something like that,
somebody’ s got to look after my husband and Linked Careisthe first one I’d ring

20 Thisisin contrast to Linked Care’s policy of not being an emergency service. This policy includes
not giving participants out-of-business contact numbers, and subcontracting CCs to agencies that do
not always replace CCs when they are on leave.
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and say help... | know there are others who might have had more use out of it, |
mean | don’'t cal on them for little things because | fed there are other people who
need their expertise more than | do, but | knew they’'re there as a back-up if |
need them.

For participants in such dtuations it was anticipated that the CC would help carers,
particularly in times of criss or if the Situation changed suddenly. Having a CC provided a
sense of security for participants so they knew where to turn without having to shoulder the
entire responghility of making the arangements themsdves. However, participants
expectation that CCs could respond to crises is in contrast to the Linked Care moddl.
Therefore, Intervention participants were unlikely to receive the expected immediate
attention after business hours, on weekends or when part-time CCs were attending to other
duties. Delays may aso have been experienced in the implementation of care changes2!

Facilitator and Advocate

CCs were aso seen to facilitate access to services. In the past accessing care had been
seen by some participants as difficult. Mrs Alice Norton felt that having a CC meant that she
had someone to:

... hdp you go through the maze of things that you're facing... Thisis, you know,
peace of mind, know where to turn and get the information you need. (Mrs Alice
Norton)

One participant, whose eyesight had been steadily deteriorating, found it extremely useful for
the CC to make an gppointment with aspecidist in visud equipment. The participant’s wife,
who was ds0 involved in the trid, was able to make use of a home ddivery library service
with the help of their CC. Mrs Betty Tiller was happy to learn about the existence of the
Turramurra garden centre through a service CC visit. The CC dso arranged for her to be
put on the garden centre sclient list. In these cases the CC facilitated access to services.

Other participants appreciated the more active role of CCs organisng service provison,
such as negotiating with services on behdf of the participant to increase care or make more
flexible arrangements. Mrs Betty Tiller was happy when the CC organised to change her
house cleaning to fortnightly assstance for shopping. Mrs Tiller preferred to be taken
shopping because she had found it difficult to travel done and she gppreciated the ‘change
of scene’. This assstance dso meant she could buy competitively priced products since the
loca grocery dtore ‘charge like wounded bulls. This idea of flexibility appears to be
endorsed by some CCs.22

Others had experienced an increase in care received. Mr Nedl had home physiotherapy
extended. When he no longer needed it, with the help of the CC, it was then transferred to

21 A CC indicated participants could not expect immediate community service provision since most
participants would have needed to wait for assessments and for timetabling of staff; CC interview,
September 1999.

22 One full-time CC also identified flexibility in financing service provision. She provided the example of
applying for funding from Weight Watchers to help a participant lose weight.
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hiswife. Mrs Urma Oakes said she was grateful to her CC for securing an extra haf-hour
of Home Care.

Home Care... isthe usud story — lots of demands and not enough money for the
sarvice. As it was [Home Care coordinator] was more inclined to cut me back
rather than give me more... [Name CC] must have whispered in her pink ear
because | was getting older and less mobile. (Mrs Urma Oakes)

Mrs Oakes found this extra haf-hour increased the qudity of cleaning, athough she
continued to juggle what jobs could be done in the limited time available every fortnight.

If I want to have some jobs done, | have to trade off other jobs she does. In other
words | get them done once a month instead of once afortnight. But because I'm
an asthmétic... the bedroom has to be cleaned thoroughly because you' ve got the
dust mites. (Mrs Urma Oakes)

Sympathetic Health Professional

CCs could be understanding and sympathetic hedlth professonas. Participants considered it
important that their concerns and priorities were listened to and valuable23 Mrs Nancy
Burke appreciated the phone cdls she received from her CC while she was in hospitd as
the CC provided cheerful company.24 Mrs Alice Norton noticed the family GP CC became
more concerned about how she, as a carer, was managing emotiondly and how the GP had
consequently had longer appointments with her and her husband.

[So isthis different from before you were involved in the Linked Care project?]

Well, we ve dways been lucky with our GP, but maybe more with the emotiona
gde for me and how I'm feding and coping with things, which mightn't have been
there before. It means that | can unburden mysdlf with anything that’s frustrating
me. (primary carer, Mrs Alice Norton)

Centralised Advice and Information

The participants who had not extensvely used their CCs' services still consdered that being
included in the trid was important. The CC was seen as a way to have easy and ingtant
access to a community health system that they had found confusing and difficult to negotiate
in the past.2> Two participants pointed out that access to this type of support could be
arranged differently. Mr Fred Nedl, for example, said that the central contact was very
important.

If we redly need any hep the answer is 4ill the same, go to your coordinator.
She's there now and we want to keep her there. Whether it be the same person

23 participants also appreciated discussing their experiences with the evaluators and were surprised at
being asked. They often stated they preferred discussing these issues rather than filling out forms.

24 The CC reported a more active role in this participant’s care arrangements, particularly liaising with
other family members and organising for Mrs Burke' s return home.

25 Whether the Linked Care arrangements could fulfil these expectations or whether it was economically
feasibleis considered in other areas of the evaluation (Final Report, Section 3.4b).
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or how it's run is immaterid redly as long as you've got somewhere to go, a
central person that’s got some information. (Mr Fred Neall)

One of the main advantages ... is tha we now have the information of knowing
where to go if we want something. Before, you got fragmented information here
and there... but if you want to do it in a hurry as individuas we wouldn’'t have
known where to go and ask for help. Since we' ve been in Linked Care we got
the feding... we know where to go... That is the big advantage because dl the
services in many cases exist [but] you don’t know how to contact [them]. (Mr
Fred Nedl)

By the second round of interviews participants had received changes in their services,
however, the adminigtration of Linked Care remained puzzling. Mrs Betty Tiller for example
found the difference between Linked Care and the services providers ambiguous.

Wl | know they've got Linked Care because the girl that comes to take me
shopping she does both of them, does their house. But other than that | wouldn't
know because | don't ask them questions about what they’re doing. (Mrs Betty
Tiller)

42d CarePlans

The care plan had two parts: the medica care plan including diagnosis, medica attendances
and medication information completed by the participant's GP; the remainder of the care
plan including al other health and community service care. The care plan was to include al
care planned for the participant, including forma and informa care. After preparing a
handwritten plan, the CC submitted it to Linked Care adminisiration to generate a computer
verson of the care plan with expected costs of services.

CCs were required to meet with participants to discuss care needs and prepare a
handwritten plan for changes to care arrangements in the next quarter. Both the CC and the
participant were required to sign the plan to indicate their participation in the process.

Only 7.5 per cent of care plans were sgned by participants. This low figure should be
treated with caution however, as CCs were told the signature was only required on the first
cae plan and data entry daff made some assumptions about participant signatures.
However, principles of participant involvement should probably have encouraged a higher
proportion than this.

Overdl, 2881 care plans were prepared, an average of 6.3 plans per participant. This
confirms that the mode eventualy supported both the preparation and regular review of a
care plan for most participants. It fals short of the expected number of plans (3974 or 8.7
plans per participant) 26 by 38 per cent. Explanations could include administrative delays by
Linked Care such as alocating or redlocating a CC; or CCs not fulfilling the requirement to
prepare consecutive quarterly care plans.

26 Calculated on the basis of quarterly care plans for 11923 active participant months in a 26-month trial,
with an average of 459 active participants per month.
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The process of preparing a care plan was intended to enhance participant involvement in
choosing ther care. The evidence from the evduation was that participants remained
peripherd to the care planning process. CCs were asked if they used drategies to involve
participants in care plans (Table 4.5). Only haf reported that they did (56.5 per cent) at the
end of the trid, a Sgnificant decrease from the mid-tria, when 65.1 per cent said yes. Not
surprisngly, less than 40 per cent thought care coordination had enhanced participant
control in choosing care (37.8 per cent).

Table4.5: Care Coordinator Strategiesto Involve Participants

1998 1999

n % n %
Used strategiesto involve participantsin care plans *okk
Yes 28 65.1 26 56.5
No 12 279 19 413
Don’t know 3 70 1 22
Care coordination has enhanced participant
control in choosing care
Yes 18 119 17 378
No 18 119 22 489
Don’t know 7 16.3 6 133

* %%
p<0.01
Source: CCs mid-trial and end of trial questionnaires, November 1998 and November 1999. Full-time CCs
did not respond to the 1999 questionnaire.

Participants reported they were confused about the role of the care plan.2” However they
reported that having a care plan was useful as areference for:

?  telephone numbersfor al services used,

? contact names of dl involved in care arrangements,

? alig of dl drugs used by participant; and

? areferencefor participant, family and hedth and community service professonas.
Perhaps this function could have been achieved more smply by reporting on services used
rather than attempting to prepare a planning document. This reported benefit to participants

is encouraging for the promotion of the CIARR *Yédlow Book’ system for leaving service
information in the homes of participants.

Some participants, however, complained about the amount of paperwork associated with
the care plan. One participant expressed suspicion about the care plan and expressed
concern about becoming too reliant on organised care arrangements.

Telephone respondent participants al reported participating in the preparation of & least one
care plan by the end of the trid. At the time of the first interview however two participants
were without care plans and dl care plans underestimated the actua services received
(Table 4.6). Andlysis following the second and third round of participant interviews revealed

27 participant interviews, participant questionnaire, November 1998 and 1999.
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care plans were rdiable and up-to-date even sometimes including services participants
themsdalves may have forgotten (such as annual check-ups) and informa assstance.

Table 4.6: Level of Planned and Reported Service Use by Participants, October
1998

| nter vention® Control
Average number of servicesused per participant
Self-reported 115 6.7
Careplan 7.1

Source: Participant baseline telephone interviews (20 participants), October 1998.
Notes: Excluding two Intervention participants without care plans

Although instructed to do so, CCs did not appear to regularly leave a copy of the care plan
with participants. Some full-time CCs were of the opinion that a copy was only useful for
participants if they were dert and interested (but this ignores the benefit of leaving the plan
for carers and next of kin). A CC who had digtributed the care plans reported that their
participants telephoned back with corrections, which acted as a qudity check. Despite
patchy digtribution of the care plan to participants, full-time CCs reported that many
participants contacted them if they had new needs or to provide feedback.28 This perhaps
reinforces the view that the care plan itsef was not centrd to the understanding of the care
coordination role.

4.2e  Assessment

A god of Linked Care was to minimise duplication of participant assessments between
referring agencies. No additiond assessment procedures were designed specificaly for CCs
as it was assumed that the information would be available from exigting service provider
records. Linked Care attempted to avoid additional assessment and recording burden on
participants, given the evauation burdens aready anticipated.

Interestingly, both Intervention and Control group participants were overwhemingly satisfied
with the level of tests and assessments they received both at the basdline and end of trid
(Section 5.1).2°

It appears, therefore, that from the participant perspective the need to reduce assessment
duplication was exaggerated. However, they did complain about the amount of paperwork
in Linked Care:30 In addition, athough the care coordination process did not add to the
assessment burden for participants and service providers, CCs could not necessarily utilise
exising assessment and client information recording mechanisms.

28 Fyll-time CCsinterview 6 May 1999.

29 From 80 to 90 per cent of Intervention and Control participants were satisfied with the level of tests
and assessments they received both at the baseline and end of trial. Assessment was not raised as a
concernin the interviews. Participant questionnaires, November 1998 and 1999; Participant interviews.

30 participant interviews.
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4.2f  Summary of Participant Experiences of the Care Coordination Process

Table 4.7 summarises the participant experiences of the care coordination process as
discussed in this section.
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Table4.7: Summary of Participant Experience of Care Coordination Process

Objective

Result

Participant
involvement

Participant

knowledge

Care coordination

Care plans

Asesament

CCs determined the extent of participant involvement in the process. CCs
and their employing agency decided how tensions were to be resolved.
Linked Care protocols to involve participants and handle disputes did not
appear to be effectively used. Complaints about CCs were rare and few
exited the trid due to dissatisfaction with the trid.

Knowledge of the concept of ‘care coordination’ and the adminigtrative
diginction between Linked Care and service provison was generdly
unclear for participants. An effective CC appeared important for
participants to understand how Linked Care may benefit their Situation.
Underganding of Linked Care was made more difficult because of the
dow trid start-up.

Participants identified gaps in service that Linked Care addressed for them
(e.0. back-up to exigting care arrangements, single point of entry to service
provison, sympathetic hedth professond, advocate). Solutions to these
did not necessarily require the intengty associated with the Linked Care
mode. CCs dso facilitated access to additiona care. Participants
identified the benefit of a CC as advocate. This could be a odds with
financid efficiency hoped for from care coordination.

Participants and carers found care plans provided a useful locetion for all
rdevant information (eg. lig al prescriptions and other drugs, relevant
contact names and numbers). Care plans often recorded existing care
rather than adding planning. Participants were not aways provided with a
care plan and in those cases were at a distance from the decision process.

Few participants were concerned about level of assessments ether
conducted by medica or community services. Concerns related to travel
and ease of access if they were required to leave their home for
assessments.
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5 Impact on Clients and Caregivers

Three groups of clients can be identified in relation to the impact of Linked Care. They are
the participants enrolled in Linked Care, their carers and other clients outside Linked Care.
Each of these groupsis discussed in this chapter.

Participants recruited to Linked Care were people with complex care needs, living in the
community, predominantly older people and people with disgbilities. Target recruitment
numbers were dmogt but not fully achieved. Find recruitment was 722 Intervention
participants and 423 Control participants. The annualised exit rate was 27 per cent. A
description of the participantsisincluded in Appendix 4.

Linked Care did not produce a negative effect on outcomes for participants or their carers.
Positive benefits were reported by participants and some CCs. However, the rates of death,
hospitalisation or admisson to a nursang home did not improve or worsen. This is consgstent
with the absence of alarge shift in service usage patterns (Chapter 6).

Participants and carers in Linked Care, corroborated by reports from CCs, spoke of the
benefits from having an gppointed CC. They received better monitoring through the greater
atention that, when combined with the financid flexibility of the fund pool, potentialy
increased access to services. It gppears clients not involved as participants in Linked Care
may have been disadvantaged but the evidence is ambiguous.

The chapter begins with a discusson about client outcomes from the perspective of the
participants, service providers and Linked Care adminigtration (Section 5.1). The impact on
carers and clients not in Linked Care are discussed separately in Sections 5.2 and 5.3.

5.1 Client Outcomes

The results about outcomes for Linked Care participants were ambiguous. Linked Care did
not have a negtive effect on the outcomes of participants enrolled in Linked Care or their
carers. Pogtive benefits were reported by participants and some CCs. However, the rates
of death, hospitdisation or admisson to a nursng home remained sable or worsened.
Measurable differences with the hedth and wedl-being instrument, the SF36, were not
observed. Similarly, the hedth and well-being questions in the participant questionnaire did
not reved change.

5.1a Exits

Final consents were obtained from 722 Intervention and 423 Control participants. The
number of Intervention participants fell to 396 by the end of the trid. The annuaised
withdrawd rate averaged 27 per cent (one to four per cent per month). When Linked Care
was designed the management expected that the exit rate would be between 20 and 25 per
cent. The exit rate dso did not decline as expected over the life of Linked Care.

The most common reason for exiting was admisson to a nursing home or hostel (18.2 per
cent of Intervention exits); followed by death as the next most common reason (12.0 per
cent). The rate of exit due to these two reasons was one of the outcomes that Linked Care
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was hoping to improve through the intervention. Other reasons given by participants related
to the burden of Linked Care or change of resdence outside the catchment area. In the
Control group, participants who decided to leave formed the largest group (18.4 per cent),
with related deaths again being the second largest reason for exit (12.5 per cent). Both
reason for exit and demogrephics of exited participants were smilar for the participant
questionnaire sample (Table A5.5, Appendix 5).

Of particular interest is whether, after taking socio-demographic characteristics into account,
there was a difference in exiting between Intervention and Control participants. When
disaggregated by type of exit, it was found that Intervention participants were much less
likely to exit due to dissatisfaction, not-reconsenting and so on, than Control participants.
They were a0 less likely to exit due to a related desth. However, the analysis showed that
their odds of exiting to resdentiad care were significantly higher (a factor of 1.42) than for
Control participants.3!

Therefore this modd of care coordination could be seen as possibly lowering participants
rate of death but perhaps accelerating admission to residentia care. Further analysis of the
basdline severity of conditions would be needed to confirm this result.

5.1b Health and Well-being

SF-36 Results

The SF36 Hedth and Wdl-being Questionnaire was used to measure change in
participants health and well-being. In summary, as expected, there was very little change in
participants hedth and well-being as measured throughout the trid, comparing basdline,
micd-tria and end of trid scores. Preiminary andysis identified the following differences.

? At the basdine, the Intervention participants scored sgnificantly better than the Control
participants on emotiona role. At the mid-tria this changed to better scores for Control
participants for physical function and socid function. By the end of trid, bodily pain was
ggnificantly higher among Intervention participants.

? When scores for each item were examined, it was found that large proportions of
Intervention participants had a worse score at the end of the tria for al measures except
physcd and emotiond roles. A smilar pattern was dso evident among Control
participants. When exited participants were included, the proportions of participants
whose score worsened increased considerably.

? When contralling for differences in the basdine characterigtics of the Intervention and
Control participants, participants in the Intervention group were more likely to have a
better or worse emotiond role score (rather than an unchanged score). This pattern was
repested when exited participants were included. In addition, participants in the
Intervention group were more likely to be the same rather than worse on the bodily pain
score, compared to the Control participants.

31 Analysis was conducted using Cox proportional hazard analysis (Local Evaluation Final Report,
Section 4.3a).
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It appears that this modd of care coordination was insufficient to sgnificantly change the
hedlth and well-being of predominantly older participants.

Health and Well-being from the Participant Questionnaire

Participants were dso asked to rate their hedth and well-being in the repesated participant
questionnaire (Appendix 5). Mogt participants rated themselves as in the same or better
hedth as others thar own age, were satisfied with life in generd and had a good or far
enjoyment of normal day to day activities (Table 5.1). Little change in self-reported hedth
was reported over time and between Intervention and Control participants. Intervention
participants were more likely to move to the extremes of the scae with their satisfaction and
enjoyment with life and Control participants were more likely to move to the centre (Table
5.1).

Tableb.1: Sdf-assessed Health and Well-being by Participant Type

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline endtria baseline endtria
% (n=) %(n=) % (n=) % (n=) % (n=) % (n=)
Health compared to otherssame age
Better 238 293 256 221 292 233
Same 409 449 459 429 433 46.7
Worse 352 258 286 35.0 275 30.0
100.0 100.0 100.0 100.0 100.0 100.0
(193) (199 (133) (140) (120 (120
Satisfaction with lifein general
Good 30.0 434 281 359 46.6 40.8
Fair 54.2 424 61.2 493 408 50.8
Poor 158 141 108 148 125 83
100.0 100.0 100.0 100.0 100.0 100.0
(203) (199 (139) (140) (120 (120
Enjoyment of normal day to day
activities - o
Good 279 420 281 35.2 46.7 370
Fair 534 400 61.2 493 408 496
Poor 186 180 108 155 125 134
100.0 100.0 100.0 100.0 100.0 100.0
(204) (200) (140) (142 (121) (119)

+ P<0.1. +» p<0.05 ++v p<0.01
Notes: (a) Effective sample: participants who responded to both the baseline and end trial
questionnaires. Percentages may not add to 100 due to rounding.

51c Satisfaction

The participant questionnaire asked eight questions about various aspects of care
coordination to gauge participant satisfaction levels and to observe change over time.
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However, there are a number of problems associated with investigating client satisfaction.
Studies have reveded that in response to satisfaction surveys, older clients in particular are
unlikely to criticise or rate poorly services they receive (Draper and Hill, 1995: 67). Other
studies have found satisfaction surveys can be usefully employed to improve specific aspects
of service provison, such as waiting time, and length of consultations (Client-Focused
Evauations Program, 1998:9).

These previous studies were taken into condderation when developing the participant
questionnaire. Rather than asking for a genera rating of satisfaction, respondents were
asked to judge how often a particular event occurred on a five point Likert scde. This
alowed participants to rate more concretely particular aspects of care coordination. These
items included questions on how often they fdt the following eght Stuations occurred:
received the type of services needed; were the subject of repeated tests; care received was
well planned and organised; wanted to complain about any care; difficult to get the services
needed; participant or family members paid the cost of services, had a say in the services
received; and service providers responded to changed needs.

The results showed tha there was little difference between Intervention and Control
participants in their satisfaction levels.  Significant tests reveded there were differences
between the two groups on only three items. had a say in the type of services received;
sarvices responded to changed needs, and sdf or family pay for the cogts of care (Table
5.2).

Anaysis of changes in satifaction over time was dso conducted (Table 5.3). When
comparing the scores for change, only costs of care was shown to be sgnificantly different.
Intervention participants rated an improvement in recaiving the type of services needed and
difficulties getting services they needed. However, Intervention participants did less well on
repeated tests, have a say and services responding to changing needs. Further analysis of
changes in participant satisfaction with aspects of care coordination are presented in Table
A5.6, Appendix 5. Future research could explore the dgnificance of change within
adminigrations at the basdline and mid-trid.

When andysed by CC type, some additiond aeas of dgnificant improvements in
satisfaction were identified. Participants with a full-time CC were more likely to have rated
an improvement in receiving services they needed compared to participants with other types
of CCs (Table A5.8). Smilarly, participants with a GP were more likely to have rated
sarvices responsve to changes in care needs as worsening over the life of the trid
(TableAL.8). These results should be read with caution, given the smal number of
respondents, the subjective nature of the answers and questions about the links between the
ability of the CC to influence these outcomes in service satisfaction.
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Table5.2: Participant Satisfaction with Organisation of Care by Participant Group

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline endtria baseline endtria
% (n=) %(n=) % (n=) % (n=) % (n=) % (n=)
Unnecessarily repeated tests/assessments
Always/Mostly 42 54 26 25 55 42
Sometimes 83 95 73 74 100 73
Rarely/Never 875 85.1 89.9 90.1 844 88.6
100.0 100.0 100.0 100.0 100.0 100.0
(167) (149 (109 (121 (90) (96)
Recelved type of services needed
Always/Mostly 84.3 89.1 879 894 89.9 875
Sometimes 87 6.7 6.5 53 81 77
Rarely/Never 70 42 56 53 20 48
100.0 100.0 1000 1000 1000 1000
(183) (164 (129 (132 (99 (140
Haveasay in type of servicesreceived
Always/Mostly 726 65.6 779 72.8 68.5 56.4
Sometimes 105 838 6.2 80 84 16.8
Rardy/Never 16.9 257 159 19.2 232 26.7
100.0 100.0 100.0 100.0 100.0 100.0
(171) (159 (113) (125) (95) (101)
Carereceived well planned and organised . .
Always/Mostly 875 92.3 87.9 85.9 A1 924
Sometimes 57 30 52 86 30 19
Rarely/Never 6.8 48 9.6 54 30 56
100.0 100.0 100.0 100.0 100.0 100.0
(174) (169) (116) (128) (101) (106)
Service providersrespond to
changing needs®
Always/Mostly 40.0 234 384 30.0 215 259
Sometimes 54 51 48 31 6.5 46
Rardy/Never 76 46 64 85 0.9 10.2
Needs had not changed 47.0 66.9 504 585 701 59.3
100.0 100.0 100.0 100.0 100.0 100.0
(184 (179 (125 (130 (107) (108)
Difficult to get services needed
Always/Mostly 74 6.1 43 54 6.1 59
Sometimes 184 117 181 109 122 109
Rardy/Never 742 82.2 775 83.6 81.6 832
100.0 100.0 100.0 100.0 100.0 100.0
173 (163) (116) (128) (98) (101)
Wanted to complain about care
Always/Mostly 0.6 18 0.0 16 20 29
Sometimes 110 10.8 106 115 89 115
Rarely/Never 884 874 894 87.0 89.1 85.6
100.0 100.0 100.0 100.0 100.0 100.0
172 (166) (113) (131) (101) (104
Sdf or family pay costs of care
Always/Mostly 486 313 534 A1 334 2.7
Sometimes 186 125 16.1 225 135 208
Rarely/Never 327 56.3 305 434 531 495
100.0 100.0 100.0 100.0 100.0 100.0
(176) (160) (118) (129) (96) (101)
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Source: Participant questionnaires, November 1998 and 1999

Note: (@) Effective sample: participants who responded to both the baseline and end trial

questionnaires.

Table 5.3: Changesin Participant Satisfaction with Organisation of Care by

Participant Group

Participant Group

I ntervention Control
Unnecessarily Repeated Tests/ Assessments % %
Better 80 125
Same 87.0 80.0
Worse 50 75

1000  (100) 1000 (80)
Received Type of Services Needed
Better 12.8 7.6
Same 76.1 804
Worse 111 120

1000 (117) 1000 (92
Havea Say in Type of Services Received - o
Better 105 151
Same 714 58.1
Worse 181 26.7

1000 (105) 1000 (86)
CareWél Planned and Organised
Better 93 31
Same 79.6 9.6
Worse 111 6.3

1000 (108) 1000 (96)
Service Provider s Respond to Changing Needs®
Better 17.8 16.0
Same 55.9 66.0
Worse 26.3 180

1000 (118 1000  (100)
Difficult to get Services Needed
Better 165 125
Same 716 72.7
Worse 119 14.8

1000 (109) 1000 (83)
Wanted to Complain about Care®
Lesslikely 73 7.4
Same 82.7 80.9
Morelikely 10.0 11.7

1000 (110 1000 (99
Self or Family Pay Costs of Care®
Lesslikely 36.6 214
Same 482 536
Morelikely 15.2 25.0

1000 (112) 1000 (84

« p<0.05

Notes: Percentages may not add to 100 due to rounding.
(a) Those who responded their needs had not changed were rated as ‘ sometimes’ to calculate

level of change.

(b) These responses do not clearly rate levels of satisfaction, or improvementsin care.
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The quditative interviews explored participant satisfaction in further detal, reveding a
complex picture. It suggested that it may be difficult for participants to untangle the
differences between care coordination and the services they receive. This was discussed in
greater detail in Section 4.2.32 Despite the differences in the levels of services received by
interviewed participants, satisfaction was smilar between Intervention and Control groups
(Table A5.7, Appendix 5). Mogt participants were satisfied with their care and the amount
of care they recelved. It appeared participants assessed this not in terms of a trid
conceptudisation of ‘care coordination’, but in terms of whether they had particular
concerns about the care they received.

5.2 Impact on Carers

Linked Care appeared to enhance the support to participants provided by carers. Although
the number of participants relying on informad care did not change dgnificantly, the
combination of care provided by non-resdent family decreased in comparison to the
Control group. A possible explanation for this might have been that Linked Care might have
supplemented resdentid family care, thereby assigting in the sustainability of the informa
care.

Carers reported that their GP CCs had begun consdering their holistic needs as carers
when they attended medica appointments with their family member.33 Both non-GP CCs
with less than ten participants and full-time CCs were likely to plan more actions to meet the
needs of carer support and disability than other categories of CC where these needs were
identified.34

Information was not directly collected on the impact of carers due to time and financid
condraints. Data were collected indirectly in the participant questionnaire in a number of
questions asking about hdp received from informa supports. Information was directly
gained in a number of interviews where carers related experiences of care for themsdves
and people they cared for. Participants dso discussed family, friends and neighbours
involved in ther care arrangements.

Use of Informal Care

By far the mgority of Intervention and Control participants received some form of informa
support.3> Participants reported a high rate of reliance on informa support for everyday
activities, including: shopping, trangport, home maintenance, med preparation, ongoing
supervison and nursng. Both Table 54 and Table 5.5 show mainly family members,
particularly spouses and children, were most likely to be relied upon. Table 5.4 dso showsa
high incidence of reliance on a combination of informa support. Table 5.5 indicates that

32 satisfaction levels were discussed in the first telephone interviews to gain a baseline understanding
of this aspect, but the interviews were primarily used for more in-depth qualitative analysis (Table
A7.7, Appendix 7).

33 Carer interviews.

34 Linked Care and CDHAC analysis of care plan content, March 2000; Section 3.4d.

35 Participant questionnaire.
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informal supports were often relied upon to provide assistance and provided mgor support
for shopping, trangport, home maintenance, med preparaion, ongoing supervison and
nursng.

Table 5.4: Peoplethe Participant Received Informal Help from in the past 4 weeks
by Participant Group

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline end tria baseline end trial

% % % % % %
Noinformal help 6.1 144 6.4 6.6 136 104
Family live with 376 322 36.7 343 352 174
Family live separately 21.2 226 229 19.7 170 174
Mix of family who live 9.7 6.8 83 219 6.8 322
with/separately
Friends/Neighbours 79 110 55 29 159 8.7
Mix of family aswell as 176 130 20.2 146 114 139
friends/neighbours
Total (n) (164) (146) (109) (137) (88) (115)

« p<0.05

Source: Participant questionnaire, November 1998 and 1999; Appendix 4.

Notes: Percentages may not add to 100 due to rounding.
(a) Effective sample: participants who responded to both the baseline and end trial
guestionnaires.

Table5.5: TheMain Person Providing Unpaid Help to the Participant

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
basdline endtria basdline end tria
% % % % % %
No unpaid help 82 131 75 838 130 210
Spouse/partner 415 26.8 444 37.2 28.7 26.1
Parent(s) 87 21 11.3 95 09 0.8
Daughter 379 432 34.6 350 40.7 370
Son 292 339 30.1 328 343 286
Other relatives 12.3 153 12.8 131 111 17.6
Friends 185 15.8 165 139 194 176
Neighbours 174 16.9 165 139 176 193
Other 46 6.0 45 36 74 59
Total (n) (348) (317) (237) (230) (187) (207)

Source: Participant questionnaire, November 1998 and 1999; Appendix 6.

Notes: Percentages do not add to 100 because these questions allowed for multiple responses.
() Effective sample: participants who responded to both the baseline and end trial
questionnaires.

Future andlyss could investigate the extent of reliance on a network of informal supports
which Day describes as ‘ modified extended family’ (Day, 1985: 60).
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Mrs Oakes described how she managed with the help of her extended family.

Wl | have to depend on my husbhand and if he can’'t manage to take me I'll get

my daughter to help. But what happened, with my doctors appointments, | used

to have them any time during the day, but since I’ ve had to be transported | try

very hard to get the gppointments in the afternoon. My husband, | can have him

transport me more easily in the afternoons. | know even with my daughter, the one

that lives close, but she's got four children... If | need hep with curtains she says,

‘yes, I'll do that’, but | can’t push her too far... They care for me and things like

that... When the chips are down... they wouldn't hestate, even the one in the

country would do the best she could do. ( Mrs Urma Oakes, Intervention

participant)
These findings about the high levels of support provided by family members reflects much
other research showing the vitd role of informa assgtance, particulaly family assstance
(Fine and Thomson, 1995: 57; Graham et d., 1992: 261). Family can provide an essentia
bal ance between ‘ affective support’ (such as attention, love, appreciation), and ‘instrumental
assgance (such as housework, trangport, financid assstance) (Day, 1985. 74).
Participants dso indicated family very often provided more than just time and help with
specific tasks36 Very often when a partner, spouse or child had chronic or complex care
needs family members arranged care a a very involved levd. In some Stuations where the
care recipient was incapecitated, primary carers had developed an expertise in
understanding the appropriate care needed for the person.

Some carers gppeared to consder it in the best interest of the family member not to want to
forfat therr level of involvement in the organisation of care either to other carers or to
professona support such as a CC, despite the difficulties it created for them. Support
provided by families was not dways unproblematic. Obvioudy as previous research has
shown, the interests of carers and those who receive care do not necessarily coincide
(Graham, 1999: 5). This became gpparent in the interviews. Following are examples of this.

?  Children could be bossy and treat their parent like children.

Mrs Chamberlain was grateful for her daughter driving fortnightly from Bowra to help out.
However she dso found her daughter could take over.

[Do you tak with your oncology specidist much about what help you need at dl?]

[laugh] Listen here my dear, when we go to the doctor, our daughter does dl the
talking. She knows dl the doctors. She does dll thetaking. We don’t get aword
in edge-wayd [laugh]... It does annoy me sometimes, but she knows more about
medica business than we'll ever know... It's very frudrating. We just St there
and ligten, or try to.

[You d like to ask some questions)]

Of course | do. | do try sometimes, but | don’t know, they sort of get passed off.
Don't ak me why. Anyway, I'm not worrying, I'm feding dright. As my
daughter said,  You're in remisson, mum'’, o that’siit.

36 participant interviews.
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[So does your daughter talk about it with you afterwards?|

No! Don't be slly! You don't know Sister Brown! (Mrs Edna Chamberlain,
Control participant)

? Caers could fed caring for a loved one was a responsbility they could not forgo and
the responsibility of care created emotiona tensions and contradictions.

Mrs Turner discussed the emotiona conflicts of caring for her ageing mother.

It's hurtful for her to see peopl€e's attitude toward her changing, and she doesn't
redly know why. Some days she will say to me, ‘Gee, what's wrong with me?
[words catching on tears] and I'll say ‘Oh, mum, nothing's wrong. You're fine,
because if she knew then she would just go down faster... She's dill interested in
what goes on around her and some days | could kill her, [laugh]. But she's fine
redly, that's me and my impatience redly, because it takes extra patience to ded
with someone who'sin that way, you know, and not get frazzled.

['You might need ahit of care yourself sometimes?]

Wi, I might! So far so good, you know... | got to the stage | was sort of crying a
bit... | would just burst into tears, | was becoming oversendtive. (Mrs Irene
Turner, Intervention carer)

? Carers could make decisions against the wishes of the person they cared for.

For example, Mrs Burke described how she redised with her failing hedlth that she could no
longer care for her husband and athough he wanted to come home, it was organised he was
to go to anursang home: ‘I couldn’t take care for him unless there was a nurse there dl the
time'.

Mrs Sheilds, in the Control group, discussed how her children decided that she should go to
anursng home,

[Do you want to go there?]

No | do not. She took me out there and they showed me one of the rooms they
hed... but it was so smdl. | thought | couldn’t livein this. Y ou know to me it was
aprison cel. It had a window, a door, a bed, and it had the ensuite, but apart
from that there was nothing. | mean you had to walk to the dining room and that
was aheck of alongwalk ... if you didn't stay there you' d lose your money. You
see that’ s another thinking that worried me.

$85 000 for a little room like that, where | wouldn’t be happy... and on top of
that ... they take 85 per cent of your penson. And | said ‘but how much is that
going to leave me to live on?, and my son said to me, ‘what do you warnt to live
on?You get your meds’ | sadto Jm, ‘You'd like to have alittle bit of money if
somebody has a birthday, you like to send them a card or something.” ... | could
just have respite for afortnight. 1I'll look into that. | mean if you have respite care,
it's like having a fortnight there like a holiday. See what it's like. When | came
home | sad, ‘I felt like | was going into a geriatric place and my son looked & me
and sad, ‘what do you think you are mum? ... he thinks mum’s reedy for it. |
wish to goodness, well | did say to him at one stage, ‘Couldn’'t I’, you see he' s got
a granny flat a his place, empty, but as he said, ‘I’d have to put a shower and
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toilet into it and he sad ‘that wouldn’'t worry me...” but it would put so much
extra vaue onto his house that he doesn’'t want to carry out it. So | don’t want to
pressit.

The carersinvolved in daily support of a family member reported that managing aone could
be difficult. They thought they needed skills such as negotiation, laterd thinking and empathy
for the care recipient to manage the complex organisation of care.

For example, carers of three Intervention participants with disabilities reported these
participants had unstable health and therefore required flexible care arrangements. In two of
these dituations the primary carer remained respongble for care arrangements throughout the
trid.3” Mrs Gleeson and Mrs Newman dedlt with life-threstening Stuations for the persons
they cared for. These carers were concerned to baance the arrangements in relation to
quality of care, quality of life for the participant and adequate respite to do other tasks or
recoup.

While neither carer claimed an expertise beyond the person they cared for they redlised their
role was vitd. Mrs Newman did not redlise her GP was to undertake extended
responsibility as a CC. She continued to organise her husband's care.  She stated that
athough an appointed CC may be useful, she was more likely to be in a postion to respond
to his changing needs.

Because I’'m the one who sees him day to day and that doesn’t dways mean you
recognise changes though. Very often someone who only sees him every three
weeks will say ‘gosh, thet is different from when | was her€ ... [But] if Greg needs
something | do something about it. | don't wait for someone to step forward and
say to me, ‘look, he's got arash al over his body we must do something about it’,
| try to do something or seek advice. (Mrs Margaret Newman, Intervention carer)

There were many occasons when Mrs Newman was responsble for organising
arrangements to increase her husband’s comfort, care and safety. She had to respond
flexibly to avariety of Stuations. She related how she had to play the role of advocate when
her pardysed husband sat hunched, dumped and aching in a chair after an operation lasting
four hours. For Mr and Mrs Newman to go out, she organised times when there were not
gppointments or home vidts, when ataxi for people with disabilities was available and for
the journey to be whed chair accessble. She said most areas of her life involved making
arrangements for care of her husband, as well as maintaining her own and her husband's
good humour and energy.

Mrs Gleeson was the primary carer for her son, Tony. His full-time CC was gradudly
involved more often in care arrangements, particularly as an advocate and facilitator, but
Mrs Gleeson felt there was only so much the CC could do. The full-time CC was helpful in
organising extra asssance.

It was quite difficult at the time but [name CC] was an advocate for me, talking to

apaticularly difficult lady | couldn’t ded with any more at [name organisation] and

she sorted dl that out in theend ... There wasn't anyone eseto turn to at thistime

37 In the third case, Mrs Mears, while primarily involved in her husbands care found the Aged Care Unit
at Hornsby Hospital very helpful in organising care.
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... I'm sure | wouldn't have got the ... respite hours without [name CC] who
knows the Situation. [name CC] has done the best she can in the dtuation. It is
difficult to do anything ese. (Mrs Mary Gleeson, Intervention, carer)

Over the years, Mrs Gleeson developed a complex range of support people and learnt to
use each for their expertise. The CC appeared to be incorporated into this network. The
network aso included: sympathetic community service sector gaff; inditutional care and
trusted volunteers for respite; trusted and respected specidist doctors for advice; church
members, hedlth professonds; and her husband for emotiona support and advice.

Some participants stated they did not require intensive help from a carer and wished to
remain independent as long as possible. They expressed a desire to accept only a certain
level of assgtance with organisng their care without fedling controlled.

Beryl trests me as though I'm made of glass. [laugh] which | don't redly want.
‘Do you want to Sit down, dear? Let me carry that, dear’, ‘1 can manage, Beryl’,
oh no, [she] grabs my arm and steers me around. Makes her happy doing her
job... All I need is somebody to say ‘well what do you want round at so and so
and I'll goand get it’, 0 | give her the money and | St there. Sometimes | fed as
though my legs won't go any further... If | candoit, | putter dong and do it... |
try to do as much as | can. It'sacase of if you don't use it you lose it. (Mrs
Betty Tiller, Intervention, participant)

Even for these participants, they and their carers redised tha circumstances could change
(e.g. if the carer became sick or unavailable or the care needs became to great), having an
impact on their reliance on a carer or amore forma mechanism such as the CC.

5.3 Impact on Clients not in Linked Care

One of the objectives of the trids was to implement the intervention without disadvantaging
non-participants. There were four ways tha clients outside Linked Care were potentidly
disadvantaged:

? if the infragtructure of a service provider was insufficiently flexible to be able to use the
reimbursement from the Linked Care fund pool to increase the totd hours of care
provided by that agency, e.g. to employ additiona Staff;

? if payments to the service provider from the fund pool were not transferred to the
branch so the cost of the additiona care to participants was at least partly funded from a
branch budget;

if the payment for CCs was insufficient to cover the cost of employing them; or
if the cost of service used to caculate capitation rates and service payments was
inaccurate and did not cover the cost of care,

It was unclear to the evauators the extent to which these four risks were avoided. Certainly
a concern about inequity between clients in and outside Linked Care was expressed
throughout the second haf of the tria in 1999, particularly in relaion to accessing assstance
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from Home Care Services (HCS), the largest HACC service provider.38 It was reported
that if a participant had a change of circumstance requiring access to HCS care they were
able to access that care, compared to other potential clients who could not access care
because HCS persond care was reportedly capped since August 1998, and that this
Situation was reducing the care available to non-participants.3°

At the basdline, service providers feared Linked Care could be detrimenta to clients outside
Linked Care, if resources and care provided were capped and the effect was to allocate a
significant proportion of care to participants.40

CCs were dso negative in their views. Over haf thought there had been a negative impact
on clients outsde Linked Care (51.1 per cent; Table A6.1). Comments supporting this
result described the negative impact on access to services for non-participants because of
capped resources.A1

Repercussions from perceptions by service staff of an inequity between clients in and out of
the trid could be a continuing issue for a modd such as this, if the perception resulted in a
detrimentd attitude to participants. Additiondly, the perceived inequity could have created
resentment towards Linked Care and its participants. A result might have been that
providers were less willing to incorporate ideas from Linked Care in ther service delivery
processes (e.g. using the CIARR to enhance referrds) or to comply with expectations from
Linked Care (e.g. covering for CCs on leave, or atending PSG meetings).

It would seem that the expansion of the modd would continue to pose these risks to clients
outsde coordinated care. Even if financid rembursement was accurately caculated and
tranderred, with smaler agencies, rigidities such as the availability of suitable dtaff or
volunteers could be present. Smilarly, for larger organisations, industrid relations issues
concerning temporary staff could restrict their ability to continue to provide the same level of
care to other clients2

The evidence about the impact on non-participants was sketchy. The implications from this
limited analysis are that the Linked Care modd could have been sustainable a a cost to
clients outsde the modd. Second, greater provison of community and hospital-based
sarvices to a larger number of dlients in this modd may only have been possble if the
flexibility of the structure of exigting and possibly new service providers changed.

38 From managers of service providers contributing to the trial, other service providers, CCs and
reportedly from field staff at HCS.

39 This is consistent with the increase in waiting list numbers for HCS and other service providers;
Table A6.8aand A6.8b.

40 Service provider baseline interviews, December 1997.
41 Service provider managers and CC mid-trial questionnaires.
42 Service provider manager baseline interviews.
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6. Service Delivery
6.1 Service Usage Patterns

6.1a Reaultsfrom theLinked Care Data

A vast data set of service utilisation was generated by Linked Care. Andysis for this report
has only begun to explore the implications of the data. Andysis was conducted of both
sarvice usage and cost according to the basc service groups defined by the nationa
evaduators. These groups were: hospital inpatient services, hospital non-admitted patient
sarvices, Home and Community Care Services (HACC); diagnogtic and investigationd
sarvices, pharmaceutical services, medicad and specidist services, and other goods and
sarvices (catch dl other category, mainly private providers).43

Mean use and mean cost per month per participant in Linked Care were calculated for the
period May 1998 to September 1999.44 In addition to the broad service groups listed
above, charts are included for sub-groups of participants, services and funderss HACC
providers, and DVA, MBF and HCF dients. Outliers have not been removed (further
andysis should include this aternative description of the data).

As discussed in Chapter 5, Linked Care did not appear to change the measured hedth
outcomes of participants enrolled in Linked Care. Smilarly, anadyss of the service usage
data found an agpparent absence of mgor shifts in use and cost of service types. The
exceptions were possible increases in use and cost of medica practitioner and specidist
sarvices and changes in care provided by specific HACC agencies. Detailed discussion of
the results are included in the Local Evaluation Final Report, Section 5.4.

Participants and CCs reported that the model provided better monitoring, and that when
combined with the financid flexibility of the fund pool, the mode potentidly increased access
to, and use of, services. It is therefore not surprising that in the absence in a shift in service
use, apossible increase in use was observed for some service types (e.g. community care).

Logistic regresson was used to anadyse changes in both service usage and cost according to
the basic service groups4> Tables 6.1 and 6.2 show that increased use of medica

43 Other service groups included in the national data set, but not in this analysis were nursing home or
hostel services, non-MBS general or specialist medical services including coordinated care services,
and services arising from the CCT context. Hospital non-admitted patient services data were charted,
but not included in further analysis.

44 Three month moving averages were calculated to minimise irregular monthly variations. Data were
successively averaged by adding values for the month in question, and the month preceding and
following. Thiswas then divided by a moving or rolling average of the number of participants for the
corresponding period.

45 Two sets of variables were created. The first represented baseline usage for the month of June 1998
calculated as a three-month average (May, June, July). A second set was created to capture change
over time, that is, end of trial (August 1999 — average of July, August, September) minus baseline
(June 1998). The comparison of different months risks seasonal effects, minimised through the use of
a three-month average. This was repeated for cost of service use. The approach controlled for
baseline (largely demographic, Section 4.2b) differences that had the potential to influence outcomes.
This allowed for changes in the amount and cost of service use to be analysed in terms of the
Intervention alone. The regression predicts that with a given outcome (e.g. cost of service), and
controlling for background differences, the participant is or is not from the I ntervention group.
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practitioner and specidist services was more likely to be found (by a factor of 1.2) among
Intervention participants than a decrease in use. This was aso found for cogt, athough to a
lesser degree. No sgnificant differences between Intervention and Control groups were
found regarding total cost of services.

Although the fund pool andyss showed some changes in totd service use, this is not
immediately evident in the current andyss, apart from medica practitioner and specidist
sarvices. The results presented here, however, should be interpreted with some caution.
Fird, the analyss only examines changes in cost and usage a two poaints in time (three-
month averages for June 1998 and August 1999). Strictly speaking, the results only refer to
changes between the means caculated for these two months. It should aso be noted that
the direction and strength of results is sengtive to and partly determined by which particular
time periods are analysed, for example they may include winter seasond effectsin the end of
trid month. Future research into the data, therefore, would utilise more sophisticated
longitudina techniques.

Further analyss on the relaive change in service use of subgroups of service providers,
sarvice type, client type, CC type and service usage prior to exit is recommended. This
would asss in identifying what client factors would predict changed use of services.
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Table6.1: Logistic Regression of Intervention Group Member ship and Changein
Use of Each Service, June 1998 and August 1999

Coefficient SE Sig Effect on Odds
Background variables
Born overseas 0.5685 0.2709 ** 1.7657
English not spoken at home -2.0615 0.4924 *H k% 01273
Livesin independent living unit 13234 0.3877 *H k% 3.7563
Has a carer 0.8904 0.2689 *Hkx 24361
Renter -0.6379 0.2640 ** 0.5284
Tertiary level education 15623 0.2901 *H k% 4.7699
Service groups
Hospital inpatient (non-DVA) 0.2662 0.3590 0.8001
DVA hospital inpatients 0.0167 0.0964 0.9835
HACC-based services -0.0051 0.0074 1.0510
Diagnostic and investigational -0.0196 0.0378 1.0198
Pharmaceutical -0.0404 0.0279 1.0413
Medical practitioner and specialist services -0.1885 0.0638 >k 1.2075
Intercept 0.7527

n=669; -2 log likelihood 700

¥ p<0.05 *** p<0.01 **** p<0.001

Reference category: Australian-born; English spoken at home; lives at home (unit, flat etc); does not
need or have acarer; owns home; secondary education level.

Table 6.2: Logistic Regression of Intervention Group Membership and Changein
Cost of Each Service, June 1998 and August 1999

Coefficient SE Sig Effect on Odds
Background variables
Born overseas 0.5573 0.2693 *x 1.7459
English not spoken at home -2.0907 0.4880 ok ok k 0.1236
Livesin independent living unit 1.3516 0.3858 ok ok k 3.8635
Has a carer 0.8129 0.2667 *Rk 2.2545
Renter -0.6329 0.2610 *x 0.5310
Tertiary level education 15832 0.2889 ok ok k 48704
Servicegroups
Hospital inpatient (non-DVA) -5.2E-05 6.9E-05 1.0001
DVA hospital inpatients -0.0002 0.0003 1.0002
HACC-based services -0.0001 0.0002 1.0001
Diagnostic and investigational -1.5E-05 0.0012 1.0000
Pharmaceutical -0.0011 0.0010 10011
Medical practitioner and specialist -0.0022 0.0009 *x 1.0022
services
I ntercept 0.9966

n=669; -2 log likelihood 707

¥+ p<0.05 *** p<0.01 **** p<0.001

Reference category: Australian-born; English spoken at home; lives at home (unit, flat etc); does not
need or have acarer; owns home; secondary education level.
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6.1b Participant Reported Data on Service Use

The participant questionnaire provided a cross-reference with other information collected by
Linked Care about service use. This section presents pardle results in rdation to service
groups described above including assistance with daily activities, medica service use and
GP conaultations.

Assistance with Daily Activities

The participant questionnaire provided a checklist for participants to identify if assistance
was required for a particular activity and who provided the assistance (community service,
privately pad, or family, friends or neighbours). Information was not collected on the
frequency of assistance.46

At the basdine, Intervention participants generally had higher service use than Control
participants and this did not change over the life of the trid (Table 6.3). For some service
types Intervention participants received even more help but mainly from informa caregivers.
The source of the help varied for each activity.

? Community services provided mgor support for: housework, podiatry (Control
participants), persona care, physiotherapy, day care and occupational therapy.

? Informa caregivers provided mgor support for shopping, transport, home maintenance,
med preparaion, ongoing supervison and nurang.

? Private sarvices provided mgor support for podiatry to the Intervention participants.
There did not appear to be changesin use of private services as aresult of Linked Care.

These results are consistent with the 1993-1994 HACC User Characteristics Survey. From
the totd NSW HACC clients 65 and over, just under haf were provided with persond care
(40.1 per cent); Linked Care participants (38.2 per cent). Similarly, most Linked Care and
NSW HACC clients received assstance with housework (Fine and Thomson, 1995: 68-9).

46 After consultation and piloting it was considered too complex for participants to complete frequency
data. The Service Provider Experience Report, Section 3.1 details service level acrossthe HACC area.
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Table 6.3: Type of Assistance Received by Participant Group

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline endtria basdline endtria
% (n=) % (n=) % (n=) % (n=) % (n=) % (n=)
Housework " "
Assistance Not Received 21.7 20.9 20.0 12.0 22.7 22.9
Community Service 36.2 44.9 371 38.7 46.2 441
Privately Paid 135 7.7 15.0 155 6.7 7.6
Family/Friends/Neighbours 19.3 18.9 17.9 211 16.0 16.1
Community & Family 39 2.6 36 7.7 25 17
Private & Other Assistance 53 51 6.5 49 5.9 75
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Shopping
Assistance Not Received 338 41.8 35.7 30.3 41.2 38.1
Community Service 6.3 8.2 5.7 6.3 9.2 85
Privately Paid 29 3.6 3.6 42 5.0 42
Family/Friends/Neighbours 54.1 4.4 51.4 54.9 42.9 44.9
Community & Family 19 1.0 21 21 0.0 0.0
Private & Other Assistance 1.0 1.0 14 21 17 4.1
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Transport i "
Assistance Not Received 38.6 46.9 39.3 317 47.9 48.3
Community Service 11.1 13.3 129 14.1 15.1 15.3
Privately Paid 24 31 14 4.2 34 4.2
Family/Friends/Neighbours 411 30.6 39.3 35.9 27.7 28.8
Community & Family 39 36 4.3 9.2 4.2 17
Private & Other Assistance 29 2.6 2.8 14 17 16
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Home Maintenance . .
Assistance Not Received 425 50 421 331 54.6 424
Community Service 6.8 8.7 5.7 7.0 9.2 9.3
Privately Paid 16.9 12.8 19.3 19.7 9.2 17.8
Family/Friends/Neighbours 29.0 24.0 28.6 30.3 21.8 220
Community & Family 0.0 0.5 0.0 2.8 0.8 0.0
Private & Other Assistance 4.8 4.1 4.3 7.0 4.2 8.4
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Podiatry . o
Assistance Not Received 51.7 45.9 48.6 394 47.9 40.7
Community Service 13.0 28.1 14.3 18.3 28.6 35.6
Privately Paid 30.4 23.0 314 35.2 21.8 195
Family/Friends/Neighbours 39 2.6 5.0 7.0 17 25
Community & Family 0.5 0.5 0.0 0.0 0.0 0.0
Private & Other Assistance 05 0.0 0.7 0.0 0.0 16
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Meal Preparation . .
Assistance Not Received 44.0 58.2 47.1 42.3 59.7 56.8
Community Service 16.4 13.3 15.7 134 11.8 11.0
Privately Paid 19 2.6 14 35 17 25
Family/Friends/Neighbours 34.3 24.5 314 345 25.2 27.1
57
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Community & Family 19 0.5 21 42 0.8 0.8

Private & Other Assistance 14 1.0 21 21 0.8 16
1000  100.0 1000 100.0 100.0 100.0
(206)  (196) (140) (142 (119) (118)
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Table 6.3 (continued):

Type of Assstance Received by Participant Group

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline end trial baseline end trial
% (n=) % (n=) % (n=) % (n=) % (n=) % (n=)
Personal Care
Assistance Not Received 58.5 65.3 65.7 63.4 70.6 72.9
Community Service 14.0 16.3 10.7 12.0 151 144
Privately Paid 39 1.0 36 35 0.0 0.8
Family/Friends/Neighbours 116 7.1 10.0 11.3 7.6 6.8
Community & Family 8.7 7.1 57 6.3 59 34
Private & Other Assistance 34 3.0 43 35 0.8 16
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Ongoing Supervision - -
Assistance Not Received 65.2 76.0 69.3 59.2 79.0 74.6
Community Service 48 1.0 29 49 17 34
Privately Paid 0.0 0 0.0 0.7 0.0 0.8
Family/Friends/Neighbours 24.6 219 25.0 31.0 19.3 195
Community & Family 43 0.5 14 14 0.0 0.8
Private & Other Assistance 10 0.0 14 28 0.0 0.8
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Nursing . . . *
Assistance Not Received 68.6 78.6 74.3 66.2 84.0 80.5
Community Service 6.3 6.6 3.6 49 59 85
Privately Paid 14 15 0.0 21 0.0 0.0
Family/Friends/Neighbours 222 11.2 214 24.6 9.2 85
Community & Family 14 20 0.7 0.7 0.8 17
Private & Other Assistance 0.0 0.0 0.0 14 0.0 0.8
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Physiother apy . - * o
Assistance Not Received 78.7 86.7 78.6 70.4 88.2 84.7
Community Service 12.1 8.7 121 14.8 9.2 7.6
Privately Paid 5.8 41 57 9.9 25 51
Family/Friends/Neighbours 24 0.5 3.6 42 0.0 0.0
Community & Family 0.5 0.0 0.0 0.7 0.0 0.0
Private & Other Assistance 05 0.0 0.0 0.0 0.0 25
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Day Care « « . .
Assistance Not Received 88.9 86.2 90.7 83.1 85.7 81.4
Community Service 43 9.7 5.0 5.6 9.2 14.4
Privately Paid 29 0 14 28 0.0 0.0
Family/Friends/Neighbours 29 20 14 6.3 17 17
Community & Family 0.0 0.5 0.0 0.0 0.8 0.8
Private & Other Assistance 10 15 14 21 25 16
100.0 100.0 100.0 100.0 100.0 100.0
(206) (296) (140) (142) (129) (118)
Occupational Therapy
Assistance Not Received 87.4 92.9 86.4 86.6 93.3 90.7
Community Service 9.7 5.6 10.7 7.0 5.0 51
Privately Paid 14 0 14 0.0 0.0 0.8
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Family/Friends/Neighbours 14 5 14 49 0.0 17

Community & Family 0.0 0.0 0.0 0.7 0.0 0.0

Private & Other Assistance 0.0 1.0 0.0 0.7 16 16
100.0 100.0 100.0 100.0 100.0 100.0
(206) (196) (140) (142) (119) (118)

« p<0.1, ++ p<0.05 .+. p<0.01
Source:  Participant questionnaires, November 1998 and 1999.
Notes:  Percentages may not add to 100 due to rounding.

(a) Effective sample: participants who responded to both the baseline and end trial questionnaires.
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Medical Service Use

The mgority of Intervention and Control participants reported regularly visting their doctor
(Table 6.4). Around 60 per cent in both groups had seen their doctor once a month in the
last sx months. They reported seeing their doctors when they were sick and also for regular

appointments for check-ups or to renew prescriptions.#’

Table 6.4: Medical Service Use by Participant Group

Participant group

All baseline Effective Sample®
responses
Intervention  Control Intervention Control
baseline end trial baseline end trial
% (n=) % (n=) % (n=) % (n=) % (n=) % (n=)

GP visits . .
No visits 12 1.0 15 0.0 0.5 17
lvisit 10.9 9.7 11.0 43 45 25
Approximately monthly 62.7 62.8 69.1 61.0 59.0 50.0
Approximately fortnightly 15.9 16.3 125 284 111 322
Approximately once aweek or more 85 10.2 59 6.4 75 13.6

100.0 100.0 100.0 100.0 100.0 100.0

(200) (296) (136) (141) (129) (118)
Total hospital admissions
No Admissions 69.8 67.2 70.4 60.6 63.9 64.9
1 Admission 20.1 24.1 215 20.5 26.9 16.2
2 Admissions 8.0 6.7 5.9 12.9 84 12.6
3 Admissions 15 05 15 38 0.8 36
Over 3 Admissions 05 15 0.7 23 0.0 2.7

100.0 100.0 100.0 100.0 100.0 100.0

(198) (295) (135) (132) (129) (111)
Total hospital days . .
No days 70.9 67.9 714 58.8 65.1 64.3
1day 20 31 23 0.7 145 54
2 daysto aweek 82 135 9.0 132 12.8 7.1
1 week to amonth 138 10.9 14.3 191 5.1 19.6
Over 1 month 51 45 30 8.1 26 36

100.0 100.0 100.0 100.0 100.0 100.0

(195) (293) (133) (136) (117) (112)
Other hospital service visits . -
No visits 77.8 83.9 75.4 72.9 825 77.3
1visit 21 27 15 6.0 26 7.3
210 6 visits 88 43 9.7 53 7.0 82
7to 14 visits 41 54 31 12.0 44 55
Over 14 visits 7.2 38 104 0.8 35 18

100.0 100.0 100.0 100.0 100.0 100.0

(193) (186) (134) (133) (124) (110)
Medical or diagnostic visits
No visits 48.2 50.5 42.2 37.9 46.9 29.2
lvisit 17.8 16.5 20.7 6.8 20.4 115
210 6 visits 274 275 29.6 41.7 26.5 46.0
7to 14 visits 51 38 6.7 121 44 10.6
Over 14 visits 15 16 0.7 15 18 2.7

100.0 100.0 100.0 100.0 100.0 100.0

47 Participant interviews.
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(196) (182 (135) (132 (113)

(113)

« p<0.1, ++ p<0.05 .+. p<0.01

Source: Participant questionnaires, November 1998 and 1999

Note: Percentages may not add to 100 due to rounding.

(a) Effective sample: participants who responded to both the baseline and end trial questionnaires.

While most participants did not report hospital attendance, about 20 per cent had one
hospita admisson. About haf the participants from both groups reported attending other
medica specidist vidts or diagnostic appointments.

The basdline results were not comparable to the end of trid responses to the participant
questionnaire due to survey design.48 However results showed that patterns remained similar
between the two groups implying Intervention participant use of medica services had not
been changed significantly relative to the Control group.

GP involvement in Linked Care is discussed separately because of their sgnificance as CCs
and primary hedth care providers. The remainder of this section describes the participants
experience of GP services during the trid.

Participants reported regularly vidgting or being vidted by their GP. The importance of the
GP relationship was indicated in some of the questionnaire comments.

| only receive GP and family hdlp. (femde, Intervention)

Life is difficult owing to hedth... but is very happy with home Stuaion and very
helpful GP Dr [name]. (femde, Intervention)

| am in very good hedth thanks to the Department of Veterans Affairs and my
locd GP Dr [name] (mde, Intervention)

| am happy | have the services of an Armenian doctor ... as it makes
communication easer. (femde, Control)

Some participants spoke of how they trusted and even treated their GPs as friends,
extending the relationship beyond medicd asssance. For example Mrs Turner says her
mother Mrs Jemma Cartwright enjoys her visit to the doctor.

He stsand ligens to her and she likeshim alot. She hasalot of faith in Graham.
And so havel, | mean he'sjust lovely. He takes time, and that’s important to old
people, because they don't like to be bustled. All the oldies go to Graham. (Mrs
Turner, Intervention, carer)

Mrs Gleeson found her reationship with the GP very supportive in asssting her with her
son's disability and illnesses, particularly by responding to her concerns.  She was
partticularly happy that he gave Tony's daytime carers lessons about adminigtering his
medication, explained his hedth to other sgnificant family members and referred her to
gppropriate medica help.

48 The baseline questionnaire asked about services used in the previous six months while the end of
trial questionnaire asked about the previous 12 months.
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Mrs Nancy Hargreaves doctor understood she did not wish to go to a nursing home and
advisad her not to have a shoulder replacement because he thought it would inevitably mean
she would not be able to remain at home.

| have achat every time he comesin... He safriend aswell asadoctor. He s only
around the corner... He wants me to do what | like. He knows I’ve got a good
brain and |1 don't want to be treated as a non-competent person. (Mrs Nancy
Hargreaves)

Participants from the Control group described smilar stories.

This is not to suggest rdationships between GPs and ther patients were adways
unproblematic. Although rare for thistrid, negative comments about GPs were mentioned in
the participant questionnaire and interviews. Not dl interviewees had a particularly close
relationship with their GP or discussed issues other than medica concerns.

Interestingly, however, for participants with a good relaionship with their GP, it did not
adways trandate into good CC practice. Mrs Margaret Newman isloya to her GP and was
extremely happy with her support. She had aways been helpful and made suggestions such
as ‘prodding me to see about respite care’ but as she was the primary carer she remained
respongble for finding out about the availability of respite care. From her GP's description
of Linked Care she believed it was primarily research to explore:

what people need to have to keep someone at home with least possible worry to
the carer and the person and for the greater comfort of that person a home... We
came to it prepared to help so we were guinea pigs to say thisis the sort of life a
[name disability] leads a home and these are the things he needs.

She had thought that having a CC may overcome the difficulty of organisng care, but fdt
unable to ask her GP to undertake the task.

You need a CC for that because hopefully the CC will know where to turn for
this, that and the other. Whereas | don’'t and I’ ve got to ring around, may be ring
the social worker, gtart there, and ask about something, or maybe now that the
Linked Care project is underway | would ring Dr X. On the other hand she is
aways franticaly busy and | don't like to ring her just for an incidental thing. So |
would probably chose to ring the Hornsby people [hospita] in the first ingtance to
ask about something.

6.2 Participant Views on Service Delivery

Participants identified a number of issues about service ddlivery:
? qudity and flexibility of service provison;

? friendliness and companionship of service provison;

?  independence and privacy; and
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? gapsinsavice,
These are discussed in further detail below.

Quality and Flexibility of Service Provision

Participants indicated concern about the quality and lack of flexibility in service ddivery.
These issues probably fell outsde the scope of Linked Care since its focus was the
coordination of services rather than the quaity of care. Some CCs however viewed care
coordination in awider sense. One of these CCs said that coordination was about ‘ making
the service fit the participant, not the other way around'.4° Their view therefore was that
coordination was about achieving flexibility in services so that services responded more
appropriately to individua participants.

When Mrs Shellds regular Home Care cleaner changed, she was annoyed when the
replacement did not arrive.

The [cleaner] I’ ve had up to last week has done very good job, but unfortunately
she didn’'t come last week because she's gone for a holiday to England. They
rang me up on the Wednesday night to say they would have ardief coming for me
on Thursday morning, haf past nine. So | get up, and | get reedy for it, haf past
nine. Haf past nine and she ringsto tdl me she's not coming... When anybody’s
coming to me like that I’ve got to get out of bed and have my shower and be
down gtairs, which means I've got to give myself and hour an a haf to have a
shower and get dressed, make my bed, because if I'm upstairs | can’t hear them
ring the front doorbell. So | just got to make sure I’'m up early and get down there
and be gtting waiting for them... [Mrs Nataie Shellds, Control participant)

Mrs Yan did not want to increase the level of care for her mother, who suffered dementia,
when she redlised this would involve further assessments and changed carers and time-
tables.

They [service providers] just ask you questions and tell you what to do and... they
say we don't have this kind of service, we don't have the kind of service... They
referred me to an organisation in [suburb name] that spesks [native language of
mother]... the lady did ring me and said she should come and assess mum, and the
lady... sad if we would like them to help they [would] want to change the whole
package... But | said to her at the moment mum just copes with the lady who
showers her from [service name] very well. If you change her | don't think she
would like it. You know old people, they don’'t dways like change, a change of
face, [and] she might fed afraid... | think if you want to change the whole
package, | don't think itisagood idea. (Mrs Mary Y an, Control carer)
Many interviewees were critica of the qudity of cleaning while aso redising they were
dependent on retaining the service because of their inability to complete house cleaning or
various everyday activities themsdves.

The Home Care girls are not, well, | think what they have been taught do do,
make things look as nice as possible but as quickly as possible, and | understand

49 PSG meeting 5 August 1999.
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they have alot of peopleto go to but they don’t do under beds and things like that
and | do have a bit of alergy trouble and | thought if | could pay to have it done
privately | could say what | would like to have done which would aso be vacuum
cleaning. (Mrs Y olanda Turner, Control participant)

It is a service [house cleaning] which | gppreciate and | don't try to make it any
more difficult for them to get people to come to you that are necessary you know.
Let me put it thisway. No one cleans the house like you do. You seeitisabasc
sarvice and they can't do a lot of things that need doing. (Mrs Urma Oakes,
I ntervention participant)

While participants may be critica of services, they were also appreciative of accessto them.

People are hard-pressed to provide services at a weekend, but Home Care do it
ran, hall or shine, weekends, public holidays, excellent services [but] aso need
more money... They're not trained nurses, but they’re very skilled at what they
do. They'retrained in nurang and usudly very practica people who hop in and
do something. They don't have to be asked to rub his hedls carefully or anything
like that, they just do it automaticaly... Home Care has some faults but on the
whole it is rdiable and the people are outstanding... People who do the actua
work... I'd say that Home Care is not as good as it could be, but it isjolly nearly,
it's a very good service, | give it a very big pat on the back...(Mrs Margaret
Newman, Intervention carer)

My Home Care girl cdls, comes weekly and does my shopping and cleaning —
hoovering, cleaning bathroom and kitchen. | am very grateful for this help.

Purchasing private services provided some services users with autonomy. Participants who
were able to afford private house cleaning fdt they had some control over the qudlity of the
work done. If they had financid independence they could pay for extra support to remain at
home. Hornsby and Ku-ring-ga are northern suburbs of Sydney and are reatively
economicaly wdl-off. Some of the participants were able to afford private hospitd and
respite care.

Some participants were able to pay for taxis to overcome the difficulties of isolation or
attempting to use inaccessible public transport. Those who gained a disability discount when
using taxis found this a great benefit.

Friendliness and Companionship of Service Provision

The actua service provison was only one aspect to the care that participants and carers
receved. Because of the isolation associated with immobility and poor hedth, service
workers were often a regular source of companionship. The friendliness of the gaff and
other vigting hedth and community care professonas became a very important aspect of
qudlity service.

Chrigian Community Aid people vist me from time to time to see if there is
anything |1 need — | go on their fortnightly bus outings. They are caring people.
I’m sure they would help me any time there was need.

They were friends ingead of just people that came. Especidly the ladies that
showered him... They treated us as friends. One even cameto see us. She was
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going to Ireland and she came to see us before she went. (Mrs Nola Jobson,
Control carer)

See, unfortunately a my age you lose al your friends... | used to do perms for
pensoners, set their hair every week, and dl this thing, and go to each other’'s
place and have dinner and dl that. It'sdl gone, becausethey dl die. Only one
friend of mine, sheisin anurang home and she's afew years younger than me, but
sheis dready been there afew years. You can’'t make new friends. | love young
people, but | aways understand what would fine young people have with an old
woman. [When she completed the firg interview she said: ‘ Thank you very much
for gpesking to me. | am hungry to speak with people’] (Mrs Liis Pedanick,
Control participant)

Persond care service provison aso meant that participants were dependent on nurses or
community workers for showering, toiletting or smply helping them move around ther
home. Obvioudy more sensitive and respectful workers were appreciated.

| am very grateful for the help | recelve and for the kindness of the people who
perform the duties.

Care excdlent. Lots of trauma at present but everyone involved has been
compassionate and helpful.

Most nurses plessant, but a little more compliance with client's and carer’s
requests and a little more patience with client would be appreciate. Must
emphasi se such attitudes are the exception.

| redlly appreciate the help | receive from Home Care. | have aways found this a
Supportive, caring organisation.

An amicable relationship with service providers was obvioudy very important for how
participants and carers felt about the care they received. In one of the interviews, a carer
found communication had broken down with a service provider and her Linked Care CC
was able to step in and negotiate what she needed. Mrs Gleeson had been trying,
unsuccessfully, to get awhedchair.

It was quite difficult at the time, but [CC name] was an advocate for me, talking to
a particularly difficult lady | couldn’t dedl with any more at PADP and she sorted
al that out in the end. (Mrs Mary Gleeson, Intervention carer)

Independence and Privacy

Many participants viewed the use of forma services as an eventudity they hoped to avoid.
The ability to remain independent was determined by the level of sympathetic support from
family, being able to buy services, and being rdatively hedthy. Many preferred to rey on
sympathetic family members, where persond needs and concerns were more likely to be
taken into account.

Arranging and managing their own care needs was centra to this, as Mrs Ingham pointed
Out.

We manage... | mean they would give me more... They’d come in and do more
for you... But we don't need more... They’ve dways sad if you need extra hdp
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aways say. But I'm rather an independent person, I'm sure you can gather that.
And | like to be left done. Because we can manage. (Mrs Teresa Ifidd,
intervention, participant)
| used to have [name community worker] come and do two hours [cleaning] in the
house. But then | decided | could do the floor cleaning quite as well as Ellen,
because they are not dlowed to do windows or move things... And I'll do it as
long as | possbly CAN! | don't want to give in. (Mrs Tiller, intervention,
participant)

Gapsin Service

There gppeared to be gaps in the system that were not necessarily addressed by Linked
Care. There were recurring concerns, both among Intervention and Control participants.

?  Transport

Many participants were critica of avallable transport. While some reported having easy
access to community bus services, many found it difficult to plan doctors gppointments, let
adone have socid outings. For example Mrs Newman explains the orded of planning an
outing, even with accessto acar with ahois.

? Socid Isolation

A number of questionnaire respondents discussed socid isolation and the need for greater
contacts with others, and the importance of socidising in their life.

| am 93. | get about six outings a month on our community bus and by private car
volunteers. My hedth far from perfect, but able to enjoy a socid life ill. Good
meals on whedls seven days aweek. .. In touch with many friendly people.

We've dways been active. We'd go away for holidays. | miss that now. We
rely on a private bus company for tours but can’t afford it dl the time and can’t
please yoursdlf. The area we live in is isolated. Hornsby is the only place for
shops but buses don't come regularly.

| would like some socid activity. | was a bowler until my bad accident.
Sometimes | get so bored as| was very active... | do handcraft, knotting, crochet,
sewing, garden when well enough... To go out | would need a helper.

? Lack of Hexible Respite Care

Questionnaire respondents and interviewees were critical of types of respite care available.
Many participants found that while short-term respite would be useful for holidays or during
hospitalisation of carers, the options were limited. Mrs Newman was very critical of the
quality of care available for her husband.

The saff looked after him wdll, in o far as they would turn on the televison for
him and that sort of thing and change the channd. That sort of thing and have a
little chat to him every now and then. But there was no facility or likeihood of
anyone taking him down stairs and pushing him out into the fresh air for those two
whole weeks... The second time he went there for aweek and came back with an
enormous fungd infection dl around the groin area which the sder in charge
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hadn’'t even mentioned to me when | picked him up. (Mrs Margaret Newman,
Intervention carer)
However Mrs Newman did not fed she could openly criticise what was available because

she feared that they may not accept him if she needed to send him there at a later time.
Respite care did appear to be an area Linked Care was able to address through access to

the financidly flexible fund poal.
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? Lack of supportsfor young people

Mrs Gleeson spoke about the difficulties of gaining appropriate care for her daughter.
Although there were few young participants in the trid, a number commented on problems
with the services available.

Community Options help with specid outings... | would be happier if there were
more young people (under 35) available to help me enjoy specid activities.

Savices for children with [disability] are pathetic if you do not have privae
funding. To date dl quality services received have been paid for by parents.

6.3 Summary of Participant Experiences of Service Provision

Table 6.5 summarises the participant experiences of service provison as discussed in this

chapter.

Table 6.5: Participant Experiences of Service Provision

Service

Participant Experience

GP conaultations

Community service

providers

Inpatient care

Nursng home
respite care

Non-inpatient care

Participants from both groups reported GPs as important to their
hedlth needs. GPs were more relevant for hedth issues, rather than
arranging everyday care needs.

Participants reported high satisfaction with services, however there
were some concerns, including lack of privacy, lack of control over
time-tables and quality of work. Some participants were able to pay
for services to maintain control. Many participants were grateful for
the comfort workers provided.

There was a mixture of reports. While many were grateful for the
kind gaff and trestment by doctors while in hospita, others
complained of nurse shortages, lack of wide ranging knowledge
within specidist wards, lack of observation, and in one case even

negligence.

It was reported there are a lack of flexible options for short-term
respite (e.g. for a week or more). There was dso criticism of the
quaity of nursng homes for ether longterm or respite
accommodation. Other participants were also critica of the costs
involved in nursing homes.

Many praised the services of the Ryde and Hornsby Aged and
Rehatilitation Unit. After hospitaisation many older people or people
with disabilities were referred to these out-patient hospital  units
where they could easly access advice and support, as well as
therapy sessions and involvement in education programs.
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Part C Conclusions

7. Conclusions on Client Experience

7.1 Introduction

At the completion of the live phase of the trid, Linked Care had been fully operationd for
approximately 21 months. Progress over the time from the initid expresson of interest,
through the establishment of the trid, recruitment of participants and the live operation of the
tria to the conclusion was impressive. Linked Care was able to demondtrate a practica
operationd model, based on the principles of coordinated care, which operated within
budget. This model served substantial numbers of people with complex care needs from the
trid’s catchment area in the Hornsby Ku-ring-gai municipdities over a prolonged period of
time.

The three key eements of the coordinated care modd — a fund pool, case management
arrangements through CCs, and the use of individua care plans for dl participants - were
each well established. Within the condraints of the trid design, operationa issues that arose
during implementation were dso effectively addressed by Linked Care management and
other hedth professonads and service providers who participated as partners in Linked
Care.

In this concluson we review the implications of a number of the main findings of the
evaduation of the participant experience. We reflect on the findings of the evauation and
seek to identify a number of issues of sgnificance for the future viability of this coordinated
care modd of service funding and ddlivery.

The Local Evaluation Report contains a more detailed concluson including reference to
the nationd and loca evauation hypotheses.

7.2 Summary of Client Experience

Participants reported high satisfaction and a sense of security from having a CC. This was
aso so for Control participants who had case managers. Service providers reported that
Linked Care benefited their participants. No measured improvement in hedth and well-
being, either absolute or relative to the Control group, was observed.

Complexity and severity of participant need were not measured in the trid. The evidence
from CCs indicated that participants with the highest level of need generdly had robust care
arrangements in place before recruitment to the trid. The ability of care coordination to
improve their outcomes was limited. Similarly, ongoing care coordination does not appear to
have benefited those with lower level support needs. Consequently, there are questions
about the cogt-effectiveness of ongoing care coordination for this group.

Participants with mid-range needs for support appear to have benefited mogt from care
coordination in terms of opportunities for changes to care arrangements. The care needs of
this group were often unstable and knowing which services to access and how to go about it
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was often confusing and stressful for participants without the assstance of CCs. Once ther
condition and pattern of service use had stabilised, continuation of the care coordination
function for this group appeared to ddiver fewer benefits.

Intervention participants were more likely to enter a nurang home, but there was no
evidence to link ingppropriate actions of CCs with decisons by participants to enter
resdentia care.

Andyss of the extent to which the outcomes of the tria were related to other participant
characteristics, such as medica condition, age or type of residence, was not possble for this
report. Further analysis of the available datais warranted.

Consumer representatives were active in the management of Linked Care. They provided a
useful consumer view but reported they were unable to represent the participants.

CCswere required to actively involve participants in the care planning and care coordination
process. They did not dways fulfil that principle. For example they often did not leave a
copy of the care plan with the participant. 20 per cent of participants reported they were ill
unaware they had a CC at the end of thetrid.

There was no evidence that participant privacy was invaded through the Linked Care
processes. However, care plans did not appear to be distributed as widely as anticipated in
the care coordination process.

Access to care services by Linked Care participants was enhanced by the care coordination
and fund pool mechanisms. There were no reported cases in which access by other clients
was detrimentally affected by the operation of Linked Care.

Participants appeared to access smilar medica care irrespective of their CC type.
Participants in the Intervention group were able to access higher levels of community-based
care than participants in the Control group.

Participants reported high satisfaction with the qudity of care in both the Intervention and
Control groups. These satisfaction scores tended to converge during the course of the trid.
Participants did not report duplication of tasks as a problem.

Care plans prepared by full-time CCs were more likely to acknowledge the care provided
by informa carers. CCs provided consderable assstance to family carers. This was
reported to be highly valued by the recipients. Caregivers indicated improved saisfaction
with Linked Care by the end of the trid, rather than being fearful of forfeiting their significant
role in the life of their family member.

The contrast between the easy access for Linked Care participants to some community
sarvices, most notably the Home Care Service of New South Wales, while other applicants
were placed on awaiting list, was widdly criticised and regarded by many service providers
as inequitable. Structura barriers within agencies might have disadvantaged non-participant
cients. Firg, they might been unable to accurady cam full rembursement from the fund
pool for services accessed by participants. Second, ability to employ additiond and
replacement staff appeared to be congtrained. Evidence on this was inconclusive.
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7.3Lessons from Linked Care

In this section we concentrate on the implications of the findings that are of reevance to
reeders seeking to improve client empowerment, involvement in organisng their care and
choice in services gppropriate to their needs.

? Client empowerment was largely determined by the interpretation of the care
coor dinator

It was intended that the care coordination process would focus on addressing participant

needs, with the active participation of the dient to enhance ther involvement in choosing
their care. However, there seemed to be severa congtraints on this process. First, the CCs

concept of client empowerment varied, and second and perhaps as a result of the firg,

participants knowledge of their potentia role in the process was aso patchy. CCs and their

employing agency decided how tensons were to be resolved. Linked Care protocols to
involve participants and handle disputes did not appear to be widdly used dthough few
complaints were recelved. An effective CC appeared important for participants to
understand how Linked Care may benefit them and facilitate access to new care
arrangements. Participants did not dways meet with their CC in the care planning process,

nor were they aways provided with a care plan. In these cases participants were a a
distance from the coordination process.

? Additional coordination processes, but little or no impact on structure or practice

The edtablishment of the Coordinated Care Trids placed consderable emphass on
mechanisms for the coordination of existing services and hedth professonds. At the locd
leved, atention was dso given to the development of subgtitution srategies. Importantly,
however, Linked Care was limited to working within condraints of the existing system of
sarvices. No dructural changes in service operations were achieved or, in retrospect,
envisaged. The outcome was that additiond transaction levels were introduced into the local
sarvice sysem. These carried additiona direct and indirect administrative and organisationd
cods while having at best, only an indirect impact on care provided to participants at the
actud point of service ddivery.

Following the lead provided by successful oversess trids of case management (Davies,
1992, 1994; Fine and Thomson, 1995) future trids may wish to change this emphass. This
could, for example, involve improved targeting of case management or limiting its duration.
Other drategies could concentrate on developing more comprehensive development
processes for sarvice ddivery, involving, for example, the establishment of multi-disciplinary
home care teams or the introduction of skilled, multi-task care workers (as compared with
the existing speciadised approach). Greater use could aso be made of comprehensive saff
education dtrategies.

? Ongoing care coordination and care planning appear expensive and only necessary
for some participants

While there has been consderable enthusiasm for the processes of case management (and
its variants such as care coordination) and care planning amongst service providers and
policy makers, the evidence from Linked Care suggedts that these interventions were not
cost-effective for at least a proportion of the participants. Future trids could congtrain or
target these interventions, limiting their gpplication to short-term case management for those
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whose needs are associated with a particular crisis (such as admisson or discharge from
hospitd following unexpected illness) and targeting ongoing case management more closdy
to those mogt likely to benefit over time. One possible target group might be clients with
extensve disabilities and chronic illnesses, unable to access services without mediation and
needing ongoing adjustments and additiona support not provided by existing agencies.

? Theoriginal COAG ‘diagnosis’ of problems with the health and social care system
was inaccurate and exagger ated

The focus of this evaluation has largely been on the performance of Linked Care and on the
outcomes of the coordinated care mode for participants. However, the robust performance
of the pre-existing system of services in the Control area, should command equa attention.
The absence of sgnificant differencesin the outcomes of participants in the Control group in
the Ryde Hunters Hill area demondtrates that the origind ‘diagnosis of the problems with
the hedlth and sociad care system advanced by the COAG (COAG, 1995) was inaccurate
and exaggerated. By portraying the sysem as expensive, criss ridden, fragmented,
inaccessible for consumers and unresponsive to ther needs, many of the strengths of the
exiging system were overlooked. Further examination of the strengths of the existing system,
using, for example, more detailed analysis of Control group area data, is warranted.

7.4 Conclusion

The results of Linked Care provide vauable indgghts into the operation of the hedth and
community services system available to most resdents of New South Wades. In the
Intervention area, innovative service provison arrangements were put in place within a short
period and were found to function with reasonable effectiveness to the generd satisfaction of
their direct users.

Doubts remain, however, about a number of aspects of the program. These include doubts
as to efectiveness of the modd for fadlitating dient involvement, the full cos and
affordability of the innovative approach and doubts as to the true vaue of some of the
planning mechanisms, especidly care plans and the extensive use of care coordingtion for all
participants. The falure to markedly improve outcomes for participants, in comparison with
those of members of the Control group, aso raises important questions about the
identification of problemsin the exising system of care.

Encouragingly, the results suggest thet the system operating in the Control area functioned
reasonably effectively, and that mgor hedth gains or improvements in the outcomes for
consumers would not be easly achieved smply by improving care coordination
arangements. This is not to suggest, however, that improvements are not possible. Indeed
much could be learnt from Linked Care that would be of benefit to the existing system. By
reviewing the subgtitution strategies proposed in the trid, for example, it may be possible to
identify cogt-effective opportunities for improvement that can readily be adopted by existing
services.

To those who promoted the trid, the results should be reassuring. They provide a strong
testimony to the vaue of establishing large scale demongration projects in the field of hedth
care and have ensured that awedth of information and experience will be available to inform
future developments. The results presented in this report provide the first opportunity to

LOCAL EVALUATION CLIENT EXPERIENCE REPORT, March 2000 73



examine these issues comprehensively. Further andlys's of the data collected should sharpen
the lessons learned from Linked Care and yield further vauable indghts into the operation of
hedlth and care services in the Hornsby Ku-ring-gai area, and across New South Wales and
Audrdia
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Appendix 1: National and Local Hypotheses

National Hypotheses

1

That coordination of care for people with multiple service needs, where care is
accessed through individual care plans and funds are pooled from exiding
programs, will result in improved individua dient health and wellbeing within
existing resources.

That the success of coordinated care, as testing in the primary hypothesis, will be affected

O N o g W DN

by:

the extent of substitution between services within the tria pool;
the range of servicesincluded in thetrid and the size of the pool;
the characteristics of the clientsto whom services are provided;
the quality of the clinical and service ddivery protocols,

the characteristics of the care coordination function;

the particular types of administrative arrangements;

the extent to which hedth and community service clients are partners in the
planning of the coordinated care trid the development of care plans and
empowerment through the coordination process, and

that the primary results can be achieved without detriment to other key areas of
government policy particularly in regard to equity of access and privacy including
any impact on clients outsde theftrid.

Other aress to be examined are:

10.

11.

the extent of collaboration in care between those involved (including clients and
informal caregivers), as expressed in such matters as communication, sharing
common guidelines, care pathways and protocols, and

the quality of care provided, in terms of such measures as timdiness and
consistency of the care provided, the financia and geographic accesshility of care,
the cultural gppropriateness of care, the reduction of duplication of tasks, and the
evidence of efficacy as demondrated through adherence to evidence based
guidelines and other relevant measures.

L ocal Hypotheses

12.

To improve the health outcomes and social well-being of people with multiple
service needs while maximigng ther ability to exercise choice and live
independently in the community by coordinating care from community and hedth
services, within existing resources and pooled funds.
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A further Sx primary objectives are concerned largely with getting the trid and its evauation
established and with implementing the mechanisms for pooled funding and service planning.
These objectives, dlaborated by the loca evauation working party, are:

13.

14.

15.

16.

17.

18.

to develop and implement a pilot of coordinated care which ... will identify the
characteristics of coordinated care which contribute to the improvement in clients
hedth and socid wdlbeing ...

to edablish a system of care planning for dlients receiving care from a range of
providers including funded services and informal caregivers,

to assess whether coordinated care can be provided .. in a way which
demondtrates cost-effectiveness,

to operate the trid in a manner which has no detrimental effect on access to care
or privacy;,

to evauate this pilot in terms of client satisfaction, outcomes rating to health
status and social wellbeing, provider satisfaction, the management model
(structure and process), cost-effectiveness and carer satisfaction; and

to create a ‘pool’ of funds from which services will be funded with greater
flexibility and with acloser match to clients' needs.

Five other secondary objectives are concerned with changing existing patterns of service

19.

20.

21.

22.
23.

usage to redise the project'saims.

to provide a service mix that better meets the needs of frail aged people, people
with severe disabilities ... and people with complex chronic medical problemsin
the Hornsby Ku-ring-gal aress.

to substitute high cost, high dependency support services with lower cost lower
dependency services where gppropriate to maintain clients in the most appropriate
environment.

to substitute inappropriate service usage by more gppropriate service usage by
the introduction of new funding arrangements.

to test different approaches to care management...; and

to introduce integrated, multidisciplinary assessment services for this group.

Four mgor aspects of the intervention were aso specified in the funding agreement and

24,
25.

26.

consultancy brief. These are:
the introduction of new assessment arrangements,

care management arrangements that include a care coordinator and a care
planning team for the set of related needs;

the establishment of a pool of funds for the trid groups from which access to
included servicesis funded in accordance with the care plan; and
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27.  funding participating agencies according to an agreed schedule of fees.
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Appendix 2: Evaluation Conceptual Framework

As the number and range of hypotheses suggest, the evaluation of such alarge-scale trid isa
magor undertaking in its own right. To help manage the complexity of the research task, a
sound conceptua framework is essential.  Building on the basic framework set out by the
nationa evaluation and the NSAHS specifications for the local evaluation, the research design
and methodologies were conceived as largely following the broader field of research in socia
policy. In this approach, data of different kinds, often collected using a number of different
methods, are drawn together in order to inform decison making about policy issues. The
approach is demanding but aso eclectic and pragmatic, using different approaches when and
as necessary, to collect, assemble and analyse different types of evidence in the most rigorous
manner possible.

Resear ch Questions

To assess the relative success of the reforms introduced in the Hornsby Ku ring gai district in
meeting the broad ams and objectives of the trial, the evaluation needed to be able to
determine whether the intervention led to improved outcomes for clients by increasing the
effectiveness and efficiency of service provision, and not by relying on increased expenditure.
As afirst step towards the development of a methodological framework, the evaluation was
conceptualised as an attempt to answer two related sets of questions.

i What specific innovations were planned in the trial? How were these actually
implemented, what factors assisted or impeded the process, and what were the
financial and organisational costs involved?

Experience in Austraia and overseas shows that plans for the introduction of major reforms
are usually significantly modified and developed in the process of being implemented. The first
set of research questions therefore focuses attention on issues of implementation and cost,
drawing attention to issues concerned with the organisation of services and the processes of
change and development that occur in attempting to develop a more integrated and effective
system of provisons within the given economic and systemic condraints. It is essentialy
concerned with the organisational processes by which the Trial developed, and operated over
time.

ii. Have the innovations led to improvements in service provision which influence
the outcomes for clients and their caregivers?

This second set of questions concerned the outputs of services and the outcomes of service
provision for actual and potentia clients in the target group. Its focus is on the measurement
of results for the participants.

To address the questions, three research paradigms were particularly important for this study.

The first, the Production of Welfare approach (Davies et a. 1986, 1990), is essentidly a
conceptua scheme linking different components of the policy process. Derived originally from

the economic analysis of production processes, the approach links together service inputs,

outputs and outcomes. Drawing these together is the production process itself. For this study,

the scheme provides a relatively simple and practical way of conceptualising the intervention,

and of ordering the vast amounts of evaluative data materia that the trial will generate.

Applying this schema to the Linked Care trid, the relationship between the different
components of the project can be conceptualised as follows (Fig. 2.1):
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Figure A2.1: TheProduction of Welfare Process and the Linked Care Trial

Inputs &5 Production & Outputs &5 Outcomes
Process

eg. eg. eg. eg.

? Funds(publicand ? Fund pooling ? Typesof services  ? Residence of
private) ? Care coordination/ provided dlient

? Clients case management ? Amount of services  ? Qudity of life

? Steff ? Careplans provided ? Compardtive

? Medication usage costs

The second approach utilised in the development of the research design was based on the
ethnographic tradition of socia research, applied to the study of contemporary complex
societies. Sometimes termed * Administrative Anthropology’, the approach uses methods such
as participant observation, in-depth interviews and the analysis of documentary evidence, to
obtain and analyse data on the evolution of administrative and organisationa processes
involved in the trid.

The third element of the research design developed for the evaluation is based on
epidemiology, utilisng a comparative approach in which the results for participants in the
intervention group are compared with those for a matched control group of research subjects.

It is widely recognised that there are a clear advantages to be derived from using a
randomised control group in medical trials. Randomisation of the tria subjects (participants)
chosen from the same pool of subjects to the intervention and control groups alows for
differences between individua subjects that might affect the outcomes of the study to be
controlled for, providing a sufficiently large sample size is selected. Differences between the
intervention and control groups can then be attributed only to the intervention and not to pre-
existing differences between the two groups. However, there are often practical reasons
and/or ethical for selecting a control group on another basis. Practical difficulties arose when
seeking to use a matched control group from outside the trial area in the case of the Linked
Caretria. Having considered the issue, the Evaluation Team endorsed the approach proposed
by the trial management to select a matched control group from a comparable, neighbouring
area, the Ryde Hunters Hill municipdlities.
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Appendix 3: Evaluation Data Sets

Data set No. times Datatype
administered  quantitative qualitative
Participants
1. Participant Profile (demographics) 2 X
2. SF36 Hedth and Wdlbeing Questionnaire 3 X
3. Paticipant Telephone Interview 3 X
4. Participant Questionnaire (Service usage, 2 X X
support and wellbeing)

5. Service usage and care plan continuous X

. Medicd care plan (diagnoss and measure 2 X

of contral)

7. Participant exit data 1 X
8. Allocation and reassgnment to CCs many X
Service Providers
1. ServiceProvidersInterview 1 X
2. Savice Staff and Volunteer Questionnaire 2 X
3. Service Provison Data Questionnaire 2 X
4. Service Manager Questionnaire 2 X X
5. Generd Practitioner Questionnaire 2 X
6. Generd Practice Focus Group 1 X
Care Coordinators
1. Carecoordinator Interviews 1 X
2. Care coordinator Questionnaire 2 X X
3. Care coordinator demographics and exits 1 X
Organisation of Linked Care
1. Consumer Representatives Focus Group 1 X
2. Consumer Representatives Survey 1
3. Trid Saff Focus Group 2 X
4. Trid minutes, reports and policies X

A separate volume of evauation instruments accompanies this report.
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Appendix 4: Participant Profile and Outcomes Tables

These tables supplement the participant profile and outcomes tablesin Sections 3.1 and 5.1.
Participant experience tables are listed in Appendix 5.

TableA4.1: Basdine Comparison: Demographic and Other Characteristics

Associated With Intervention Group Member ship

Coefficient SE Sig Effect on

Odds
Demographic characteristics
Male 0717 1783 1.0743
Age -0110 .0070 .9890
Single -.0930 2077 9112
Born overseas A475 1975 *x 15644
English not spoken at home -2.0798 3832 i 1250
Household characteristics
Livesinindependent living unit, hostel 1.2884 .3062 ol 3.6268
Shares home with another person .0986 2102 1.1037
Has a carer .8639 2078 il 23723
Needs but does not have a carer -.0424 .2006 .9585
Paysfor private domestic help -.0443 1563 9567
Renter -.6433 .1986 *okx 5255
Socio-economic characteristics
Not retired -.0674 3239 9348
Current/past occupation at trade level -5674 2327 *x 5670
Current/past occupation at professional level -.6296 1912 *okk 5328
Primary level education 0554 2014 1.0569
Tertiary level education 16389 2223 *ok ok 5.1497
Financial characteristics
Has pensioner concession or health care card -5.987 2931 *x 5495
Has DVA card 0991 Jo41 1.1042
No private health insurance -.3440 1559 *x .7089
Intercept 1.8879

N = 1 099; log-likelihood 1214
p<.l **  p<.05 *** p<.0l **** p<.001

Reference category: female; married; Australian-born; English spoken at home; lives at home (unit, flat
etc.); does not share home; does not need or have a carer; does not have any paid domestic help; owns
home; is retired; occupation is home duties, secondary education level; does not have a pensioner

concession card or health care card; does not have a DV A card; has some private health insurance.

LOCAL EVALUATION CLIENT EXPERIENCE REPORT, March 2000



Table A4.2: ExitsPer Month asa Proportion of Total Sample by Participant Group
Intervention® Control
(No.) (CumNo) (Cum %) (No.) (CumNo) (Cum %)
Month Exited
1997
October 1 1 a1 - - -
November 2 3 4 - - -
December 4 7 10 1 1 2
1998
January 5 12 17 4 5 12
February 5 17 24 6 11 26
March 15 32 44 5 16 38
April 22 54 75 9 25 59
May 17 71 9.8 12 37 8.7
June 24 95 132 6 43 102
July 30 125 17.3 9 52 123
August 24 149 20.6 1 63 149
September 14 163 226 8 71 16.8
October 5 168 233 7 78 184
November 27 195 270 9 87 20.6
December 8 203 281 5 92 217
1999
January 15 218 30.2 6 93 232
February 10 228 316 5 103 24.3
March 9 237 328 8 11 26.2
April 14 251 348 8 119 281
May 7 258 3B.7 8 127 30.0
June 4 262 36.3 8 135 319
July 25 287 39.8 66 201 475
August 8 295 409 2 203 480
September 8 303 420 1 204 482
October 7 310 429 3 207 489
November 8 318 440 3 210 496
December 3 321 445 3 213 504
Total Exits 321 44.5 213 504
Participants who remained in trial 401 55.5 210 496
Total sample 722 100.0 423 100.0
89
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Table A4.3a: Basdine Characteristics of Intervention Participants by Type of Exit

Intervention participants®

Participant characteristics Participant Entered Related death Unrelated Administrativ
decision residential care death e
% (n=) % (n=) % (n=) % (n=) % (n=)
Age
<50 194 - 23 - 12.8
50-59 5.6 15 23 83 -
60-69 111 38 80 42 85
70-79 194 265 25.3 25.0 29.8
80-89 389 515 494 4.7 383
90 and over 5.6 16.7 12.6 20.8 10.6
100.0 100.0 100.0 100.0 100.0
(36) (132) (87) (24) (47)
Gender
Male 333 28.8 46.0 58.3 319
Femde 66.7 71.2 54.0 2.7 638.1
100.0 100.0 100.0 100.0 100.0
(36) (132) (87) (24) (47)
Marital status®
Single 68.8 59.7 56.5 478 51.3
Couple 313 40.3 435 522 487
100.0 100.0 100.0 100.0 100.0
(32) (129) (85.0) (23) (39)
Country of birth
Australia 94.3 75.8 73.6 826 795
Other 5.7 24.2 264 174 205
100.0 100.0 100.0 100.0 100.0
(35) (132) (87) (23) (44)
L anguage spoken at home
English 100.0 985 96.6 100.0 100.0
Other - 15 34 - -
100.0 100.0 100.0 100.0 100.0
(33) (132) (87) (23) (42)
Client’saccommodation
House, unit, apartment, flat 97.0 864 920 100.0 97.6
Independent living unit, hostel 30 136 80 - 24
100.0 100.0 100.0 100.0 100.0
(33) (132) (87) (23) (40)
Tenancy®
Owner 839 87.0 855 818 825
Renter 16.1 130 145 18.2 175
100.0 100.0 100.0 100.0 100.0
(31) (123) (83 (22) (40)
Shareshome
Does not share 4.4 492 29.9 20.8 51.1
Shares with spouse 30.6 371 437 50.0 36.2
Shares with other 25.0 136 264 292 12.8
100.0 100.0 100.0 100.0 100.0
(36) (132) (87) (24) (47)
Carer status
Carer not needed 6.1 83 9.3 125 71
Hasacarer 57.6 72.0 779 75.0 714
Needs acarer 364 19.7 128 125 214
100.0 100.0 100.0 100.0 100.0
20
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(33 (132) (86) (24) (42)
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Table A4.3a (continued): Selected Basdline Characteristics of Intervention
Participants by Type of Exit

I ntervention participants®

Participant characteristics Participant Entered Related death Unrelated Administrativ
decision residential care death e
% % % % %

(n=) (n=) (n=) (n=)

(n=)

Private assistance

Has help 30.6 280 39.1 16.7 255
No help 69.4 720 60.9 833 745
100.0 100.0 100.0 100.0 100.0
(36) (132) (87 (24) (47)
Employment status®
Retired 81.3 9.2 93.1 95.8 83.1
Not retired 18.8 38 6.9 42 119
100.0 100.0 100.0 100.0 100.0
(32 (132 (87) (24) (41)
Health insurance
Some private insurance 61.1 57.6 575 458 46.7
No insurance 38.9 424 425 54.2 53
100.0 100.0 100.0 100.0 100.0
(36) (132 (87) (24) (45
DVA datus
DVA cad 16.7 114 195 16.7 106
No DVA card 833 88.6 80.5 833 894
100.0 100.0 100.0 100.0 100.0
(36) (132 (87) (24) (47)
Cardsstatus
Has card 80.0 833 79.3 79.2 894
No card 20.0 16.7 20.7 208 106
100.0 100.0 100.0 100.0 100.0
(35 (132 (87) (24) (47)
Education level
Primary 212 106 126 130 16.7
Secondary 455 62.9 54.0 47.8 57.1
Tertiary 333 265 333 39.1 26.2
100.0 100.0 100.0 100.0 100.0
(33 (132 (89) () (42
Occupation
Professional 30.3 311 379 348 220
Trade 333 402 402 348 45
Home duties 36.4 288 21.8 304 36.6
100.0 100.0 100.0 100.0 100.0
(33 (132) (87) (23 (41)

Notes: Exit categories used in this section were derived from the national data set ‘Reason for exit’
variable and aggregated: participant decision (values O to 2, declined to reconsent, dissatisfaction or
other stated reasons); entered residential care (value 3, hostel or nursing home); related death (value 6,
related to conditions at basis of trial eligibility); unrelated death (values 5 and 7, other reason or cause
unknown); administrative (values 4, 8 and 9, change of residence out of trial area, participant lost to trial
follow-up, other reason).

Percentages may not add to 100 due to rounding.

(a) Includes 3 participants who exited on 31 December 1999 and 2 participants who exited in January 2000.

(b) *Single’ includes widowed, divorced, separated and never married. ‘ Couple’ includes de facto.
(c) ‘Renter’ includes ‘ Other’.
(d) ‘Not retired’ includes children, students, employed, unemployed, home duties and other.
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Table A4.3b: Baseline Characteristics of Control Group: Participants by Type of Exit

Control participants

Participant characteristics Participant Entered Related death Unrelated Administrativ
decision residential care death e
0/0( a) %(a) %( a) 0/0( Q) 0/0( a)
(n=) (n=) (n=) (n=) (n=)
Age
<50 38 - - 125 34
50-59 26 23 - 125 34
60-69 17 6.8 151 - 103
70-79 30.8 114 30.2 25.0 17.2
80-89 46.2 50.0 434 375 55.2
90 and over 9.0 295 113 125 103
100.0 100.0 100.0 100.0 100.0
(78) (49) (53 ® (29)
Gender
Mae 21.8 25.0 472 125 30.0
Femae 782 75.0 52.8 875 70.0
100.0 100.0 100.0 100.0 100.0
(78) (49) (53 () (30)
Marital status®®
Single 71.8 65.9 58.5 625 66.7
Couple 282 341 415 375 333
100.0 100.0 100.0 100.0 100.0
(78) (49) (53 () (30)
Country of birth
Australia 75.6 773 774 75.0 66.7
Other 244 27 226 25.0 333
100.0 100.0 100.0 100.0 100.0
(78) (49) (53 () (30)
L anguage spoken at home
English 96.2 90.9 U3 100.0 833
Other 38 91 57 - 16.7
100.0 100.0 100.0 100.0 100.0
(78) (49) (53 () (30)
Client’saccommodation
House, unit, apartment, flat 974 97.7 925 85.7 93.3
Independent living unit, hostel 26 23 75 143 6.7
100.0 100.0 100.0 100.0 100.0
(78) (49) (53 ) (30)
Tenancy®
Owner 75.6 727 731 625 62.1
Renter 244 273 26.9 375 379
100.0 100.0 100.0 100.0 100.0
(78) (44) (52 () (29)
Shareshome
Does not share 64.1 432 368 125 63.3
Shares with spouse 231 318 415 375 333
Share with other 12.8 25.0 226 50.0 33
100.0 100.0 100.0 100.0 100.0
(78) (44) (53 () (30)
Carer status
Carer not needed 244 18.2 113 - 214
Has acarer 308 614 62.3 625 286
Needs a carer 449 205 264 375 50.0
93
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100.0 100.0 100.0 100.0 100.0
(78) (44) 3 ® (29)
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Table A4.3b (continued): Selected Baseline Char acteristics of Control Participants by

Type of Exit

Contral Participants

e

Participant characteristics Participant Entered Related death Unrelated Administrativ
decision residential care death
% % % % %
(n=) (n=) (n=) (n=) (n=)
Private Assistance
Has help 282 295 151 250 200
No help 718 705 84.9 75.0 80.0
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) ) (30)
Employment status®
Retired 885 95.5 93.1 62.5 9.6
Not retired 115 45 19 375 34
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) ) (29
Health insurance
Some private insurance 321 295 30.2 250 26.7
No insurance 67.9 705 69.8 75.0 733
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) @) (30)
DVA datus
DVA card 16.7 182 30.2 125 6.7
No DVA card 83.3 818 69.8 875 93.3
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) @) (30)
Cardsstatus
Has card 93.6 95.5 A3 100.0 9.7
No card 6.4 45 57 - 33
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) @) (30)
Education level
Primary 205 295 94 50.0 16.7
Secondary 718 63.6 83.0 375 66.7
Tertiary 77 6.8 75 125 16.7
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) @) (30)
Occupation
Professional 205 27 30.2 - 100
Trade 615 59.1 52.8 50.0 733
Home duties 179 182 17.0 50.0 16.7
100.0 100.0 100.0 100.0 100.0
(78) (44) (53) ) (30)
Notes:  Percentages may not add to 100 due to rounding.

(a)' Single’ includes widowed, divorced, separated and never married. ‘ Couple’ includes de

facto.

(b) ‘Renter’ includes ‘ Other’.

(c) ‘Not retired’ includes children, students, employed, unemployed, home duties and other.
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Table Ad.4a: Cox Proportional Hazards Regression: All Exiting Participants

Modd 1 Modd 2 Modd 3 Modd 4

Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig
Intervention Participant 9354 7442 *kk
Demogr aphic characteristics
Mae 1.3578 * ok 14919 *kx 1.2400
Age 10132 * ok 1.0081 10211 **
Single 1.0498 * ok 1.1859 8314
Born overseas 1.0166 8792 14094 *
English not spoken at home 4800 *HE 8239 .3386 el
Household characteristics
Livesinindependent living unit, hostel .7665 7703 7725
Shares home with another person 7144 *x .6881 *x .7806
Has acarer 26126 *ok kK 27942 *kkk 22777 xR kK
Needs but does not have a carer 14812 ** 15444 * 13834
Paysfor private domestic help .7003 *kkx .7495 ** 6055 *kx
Renter 9711 9514 .9699
Socio-economic char acteristics
Not retired 10321 .7029 17769 *
Current/past occupation at trade level 7128 ** .6140 *okk 9319
Current/past occupation at professional level 7133 *kx 5574 *kkk 1.0746
Primary level education .9805 9121 11211
Tertiary level education 9401 8717 12132
Financial characteristics
Has pensioner concession or health care card 7328 ** 7672 6637
Has DVA card 8428 7424 9949
No private health insurance 1.0441 .9364 1.204
-2 log likelihood 7282 6563 el 3549 el 2364 el
N = 1145 1099 633 416

Reference category: female; married; Australian-born; English spoken at home; lives at home (unit, flat etc.); does not share their home with anyone; does not need or have a
carer; does not have any paid domestic help; owns home; is retired; occupation is home duties, secondary education level; does not have a pensioner concession card or
health care card; does not have aDV A card; has some private health insurance.

* p<l  ** p<05  *** p<0l  **** p<001
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Table A4.4b: Cox Proportional Hazar ds Regression: Participants Who Decided to Leave Trial

Modd 1 Modd 2 Modd 3 Modd 4
Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig
Intervention Participant .2803 *ok ok .2067 il
Demogr aphic characteristics
Mae 10123 14704 .8925
Age .9898 9755 * 1.0057
Single 8621 1.3202 6212
Born overseas 1.1083 2579 * 1.7059 *
English not spoken at home 2145 *x 4.1F-06 1539 el
Household characteristics
Livesinindependent living unit, hostel .2638 * 1.2E-06 4489 *
Shares home with another person .5850 * .8638 A720
Has a carer 1.4630 15173 15352
Needs but does not have a carer 1.6255 * 3.3740 1.3799
Paysfor private domestic help 7874 .9998 6731
Renter .8029 .3890 8135
Socio-economic char acteristics
Not retired 16399 8426 25043 **
Current/past occupation at trade level 8078 3780 1.1807
Current/past occupation at professional level .8308 3174 ** 1.3239
Primary level education 1.5944 * 1.7940 14515
Tertiary level education 9977 1.3049 9661
Financial characteristics
Has pensioner concession or health care card .5560 * 4624 5268
Has DVA card 1.0488 1.3203 8847
No private health insurance 1.0846 8178 1.2925
-2 log likelihood 1469 el 1330 el 325 ** 853
N = 1145 1099 633 405

Reference category: female; married; Australian-born; English spoken at home; lives at home (unit, flat etc.); does not share their home with anyone; does not need or have a
carer; does not have any paid domestic help; owns home; is retired; occupation is home duties, secondary education level; does not have a pensioner concession card or
health care card; does not have aDV A card; has some private health insurance.

* p<l  ** p05  *** p<l0l *rrr <001
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Table A4.4c. Cox Proportional Hazards Regression: Participants Who Entered Residential Care

Modd 1 Modd 2 Modd 3 Modd 4
Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig
Intervention Participant 1.8497 *ok ok 14243 *
Demogr aphic characteristics
Mae 10934 1.2239 9019
Age 10412 *ok kK 10271 ** 10763 *kx
Single 1.0022 1.0325 6649
Born overseas 9792 1.0640 .9029
English not spoken at home 5278 4807 3804
Household characteristics
Livesinindependent living unit, hostel 1.1097 1.3089 5722
Shares home with another person 5480 il 4613 il 7957
Has acarer 3.8217 *ok kK 4.3283 *kkk 24736 *
Needs but does not have a carer 13145 17331 6746
Paysfor private domestic help 6879 ** 6312 ** 8922
Renter .9907 .8651 1.5288
Socio-economic char acteristics
Not retired 7545 5484 12775
Current/past occupation at trade level .8607 73 1.3157
Current/past occupation at professional level 84A .6837 14380
Primary level education 9163 6345 1.6654
Tertiary level education .7987 .7430 8952
Financial characteristics
Has pensioner concession or health care card 7380 .8307 6215
Has DVA card 6057 ** 5011 ** 8279
No private health insurance .9882 .8916 1.2010
I ntercept
-2 log likelihood 2372 oKk 2147 *ok ko 1456 xR kK 482 **
N = 1145 1099 633 416

Reference category: female; married; Australian-born; English spoken at home; lives at home (unit, flat etc.); does not share home with anyone; does not need or have a carer;
does not have any paid domestic help; owns home; is retired; occupation is home duties, secondary education level; does not have a pensioner concession card or health
care card; does not have aDV A card; has some private health insurance.

* p<l  ** p<05  *** p<0l  **** p<.001
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Table A4.4d: Cox Proportional Hazards Regression: Participants Who Died (Related Death)

Modd 1 Modd 2 Modd 3 Modd 4

Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig Risk Ratio Sig
Intervention Participant 1.0089 7042 *
Demographic characteristics
Mae 20823 *ok kK 1.8087 ** 2.3915 *x
Age 1.0160 * 1.0263 ** 1.0020
Single 1.7638 ** 20412 ** 1.2037
Born overseas 9877 9022 11014
English not spoken at home + .8905 24379 4929
Household char acteristics
Livesinindependent living unit, hostel 10718 .8619 17174
Shares home with another person 1.3888 1.4398 1.0747
Has a carer 29918 *ok kK 22424 * 4.8950
Needs but does not have a carer 13782 1.0756 1.7083
Paysfor private domestic help 1296 1.0766 3210 il
Renter 10474 9957 1.2645
Socio-economic char acteristics
Not retired 7543 1.0726 3033
Current/past occupation at trade level 9058 9911 7874
Current/past occupation at professional level .7005 7679 5076
Primary level education 6458 11172 4139
Tertiary level education 8455 9084 7457
Financial characteristics
Has pensioner concession or health care card 6388 6213 .6095
Has DVA card 1.2084 1.0432 19227
No private health insurance .8506 7676 .9086 *
-2 log likelihood 1881 1707 il 960 ** 549 ikl
N = 1145 1099 683 416

Reference category: female; married; Australian-born; English spoken at home; lives at home (unit, flat etc.); does not share home with anyone; does not need or have a carer;
does not have any paid domestic help; owns home; isretired; occupation is home duties, secondary education level; does not have a pensioner concession card or health care
card; does not have aDV A card; has some private health insurance.

* p<l  ** p<05  *** p<0l  **** p<.001
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Table A45. SF-36 Response Rates by Participant Group

Intervention Control Total
n n n

Sample Size
Origina sample 722 423 1145
Participants aged less than 16 10 -
Initial Sample 712 423 1135
Number of useable questionnaires:

Basdline 657 376 1033

Mid Tria 421 266 687

End of Tria 388 201 539
In all administrations 338 199 587
Responserates % % %
Baseline

% of initial sample 923 83.9 0
Mid Tria

% of preceding administration 64.1 70.7 66.5

% of initial sample 59.1 62.9 60.5
End of Tria

% of preceding administration 922 75.6 85.7

% of initial sample 545 475 51.9
Trial Total

% of initial sample 54.5 470 51.7
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Table A4.6a: Basdline Characteristics of Intervention Group at Administrations of

the SF-36
I ntervention Participants
Baseline Mid Trial End of Tria
Participant Resp Non-Resp Resp Non-Resp Resp Non-Resp
Characteristics % (n=) % (n=) % (n=) % (n=) % (n=) % (n=)
Age
<50 44 16.9 4.0 7.6 5.7 6.3
50-59 4.0 15 48 23 4.9 24
60-69 81 6.2 95 5.6 838 6.9
70-79 283 246 290 26.6 30.7 249
80-89 458 323 44.2 452 430 464
90 and over 94 185 86 126 7.7 132
100.0 100.0 100.0 100.0 100.0 100.0
(657) (65) (421) (301) (388) (334)
Gender
Mae 336 46.2 330 372 32.7 371
Femde 66.4 538 67.0 62.8 67.3 62.9
100.0 100.0 100.0 100.0 100.0 100.0
(657) (65) (421) (301) (388) (334)
Marital status®
Single 56.3 54.4 53.2 60.4 54.4 58.2
Couple 437 456 46.8 39.6 456 418
100.0 100.0 100.0 100.0 100.0 100.0
(647) (57) (421) (283) (388) (316)
Country of birth
Australia 771 839 789 76.0 776 778
Other 229 16.1 211 240 24 22
100.0 100.0 100.0 100.0 100.0 100.0
(655) (62) (421) (296) (388) (329)
Language spoken at home
English 97.7 98.3 974 98.3 9.9 938
Other 23 17 26 17 31 12
100.0 100.0 100.0 100.0 100.0 100.0
(654) (59) (421) (292 (3898) (325)
Client’saccommodation
House, unit, apart, flat 90.2 96.6 89.7 921 89.9 91.7
Indep living unit, hostel 9.8 34 103 79 10.1 83
100.0 100.0 100.0 100.0 100.0 100.0
(652) (59) (419 (292 (387) (324)
Tenancy®
Owner 835 772 834 825 820 844
Renter 165 228 16.6 175 180 156
100.0 100.0 100.0 100.0 100.0 100.0
(638) (57) (421) (274) (388) (307)
Shareshome
Client does not share 39.7 338 385 40.2 374 413
Shares with spouse 420 354 449 36.5 4.1 383
Shares with other 183 308 16.6 233 186 204
100.0 100.0 100.0 100.0 100.0 100.0
(657) (59) (421) (301) (388) (334)
Carer status
Carer not needed 147 6.8 181 82 186 86
Has a carer 62.7 76.3 56.3 4.7 56.7 72.3
101
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Needs acarer 226 169 25.7 17.1 24.7 19.1
(654) (59) (421) (292 (388) (325)

Table A4.6a (continued): Basdine Characteristics of Intervention Group at
Adminigtrationa of the SF-36

I ntervention Participants

Baseline Mid Trial End of Trial
Participant Resp Non-Resp Resp Non-Resp Resp  Non-Resp
Characteristics % (N=) % (n=) % (n=) % (nN=) % (n=) % (n=)
Private assistance
Has help 338 231 354 20.2 35.1 30.2
No help 66.2 76.9 64.6 70.8 64.9 69.8
1000 100.0 1000 100.0 1000 100.0
(657) (65) (421) (301) (389) (334)
Employment status®
Retired 914 79.7 914 89.0 89.9 911
Not retired 86 20.3 86 110 101 89
1000 1000 1000 100.0 1000 100.0
(653) (59) (420) (292) (387) (329)
Health insurance
Some private insurance 51.3 57.1 492 445 477 56.6
No insurance 487 429 50.8 55.5 52.3 434
1000 1000 1000 100.0 1000 100.0
(657) (63) (421) (299) (389) (332
DVA status
DVA card 180 123 204 133 204 141
No DVA card 82.0 87.7 79.6 86.7 79.6 85.9
1000 1000 1000 100.0 1000 100.0
(657) (65) (421) (301) (389) (334)
Cardsstatus
Has card 85.8 86.2 87.2 84.0 83.7 82.6
No card 142 138 128 16.0 11.3 174
1000 100.0 1000 100.0 1000 100.0
(656) (65) (421) (300) (389) (333
Education level
Primary 122 237 100 178 11.6 151
Secondary 54.7 55.9 56.1 531 5.1 55.7
Tertiary 1000 100.0 1000 100.0 1000 100.0
(654) (59) (421) (292 (388) (325)
Occupation
Professional 333 20.7 318 330 330 315
Trade 453 345 50.6 354 492 38.6
Homeduties 214 448 176 316 178 29.9
1000 100.0 1000 100.0 1000 100.0
(654) (58) (421) (291) (388) (324)

Notes:  Percentages may not add to 100 due to rounding.
(@ ‘Single’ includes widowed, divorced, separated and never married. ‘Coupl€e’ includes de
facto.
(b) ‘Renter’ includes*Other’ (2 cases).
(c) ‘Not retired’ includes children, students, employed, unemployed, home duties and
other.
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Table A4.6b: Basdline Characteristics of Control Group at Administrations of the

SF-36
Control Participants
Baseline Mid Trial End of Trial
Participant Resp Non-Resp Resp Non-Resp Resp Non-Resp
Characteristics % (N=) % (n=) % (N=) % (n=) % (n=) % (N=)
Age
<50 18 44 12 39 15 28
50-59 29 - 30 19 30 23
60-69 9.3 8.7 9.8 83 95 920
70-79 316 217 342 244 373 244
80-89 46.0 47.8 46.2 46.2 453 471
90 and over 82 174 5.6 154 35 145
100.0 100.0 100.0 100.0 100.0 100.0
(376) (46) (266) (156) (201) (221
Gender
Mae 26.1 217 226 325 214 306
Femde 739 723 774 67.5 786 69.4
100.0 100.0 100.0 100.0 100.0 100.0
(376) (47) (266) (157) (201) (222)
Marital status®®
Single 68.9 723 711 66.2 731 65.8
Couple 311 217 289 338 26.9 342
100.0 100.0 100.0 100.0 100.0 100.0
(376) (47) (266) (157) (201) (222)
Country of birth
Australia 755 830 771 75.2 786 743
Other 245 17.0 229 248 214 25.7
100.0 100.0 100.0 100.0 100.0 100.0
(376) (47) (266) (157) (201) (222)
Language spoken at home
English 894 915 89.8 89.2 86.6 92.3
Other 106 85 102 10.8 134 7.7
100.0 100.0 100.0 100.0 100.0 100.0
(376) (47) (266) (157) (201) (222)
Client’saccommodation
House, unit, apart, flat 4.9 91.3 U7 94.2 94.2 935
Indep living unit, hostel 51 8.7 53 58 6.5 45
100.0 100.0 100.0 100.0 100.0 100.0
(376) (46) (266) (156) (201) (221
Tenancy®
Owner 725 69.6 75.2 67.1 731 714
Renter 275 304 248 329 26.9 286
100.0 100.0 100.0 100.0 100.0 100.0
(375) (46) (266) (155) (201) (220)
Carer status
Carer not needed 24.3 239 282 174 30.8 182
Has acarer 40.3 391 35.7 47.7 348 450
Needs a carer 355 37.0 36.1 3438 34.3 36.8
100.0 100.0 100.0 100.0 100.0 100.0
(375) (46) (266) (155) (201) (220)
Private Assistance
Hashelp 290 213 323 210 308 25.7
No help 710 787 67.7 79.0 69.2 743
103
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Table A4.6b (continued): Basdine Characterisics of Control Group at
Administrations of the SF-36
Control Participants
Baseline Mid Trial End of Trial
Participant Resp0 Non-Resp Resp Non-Resp Resp Non-Resp
Characteristics N % % % % %
(n=) (n=) (n=) (n=) (n=) (n=)
Employment status®
Retired 93.6 93.6 936 93.6 9.0 92.3
Not retired 6.4 6.4 6.4 6.4 50 1.7
100.0 100.0 1000 100.0 1000 1000
(376) 47) (266) (156) (201) (221)
Health insurance
Some private insurance 32.7 319 35.0 28.7 36.8 29.7
No insurance 67.3 68.1 65.0 713 64.2 70.3
100.0 1000 1000 100.0 1000 1000
(376) (47) (266) (157) (201) (222)
DVA status
DVA card 186 213 180 204 189 189
No DVA card 814 78.7 82.0 79.6 811 811
100.0 1000 1000 100.0 1000 1000
(376) (47) (266) (157) (201) (222)
Cardsstatus
Has card 95.5 93.6 Nu7 9.2 9.5 95.0
No card 45 6.4 53 38 34 50
100.0 1000 1000 100.0 1000 1000
(376) (47) (266) (157) (201) (222)
Education level
Primary 20.2 255 184 24.8 204 212
Secondary 721 63.8 737 66.9 726 69.8
Tertiary 100.0 100.0 1000 100.0 1000 1000
(376) (47) (266) (157) (201) (222)
Occupation
Professional 221 170 229 19.1 219 212
Trade 58.0 70.2 56.0 65.0 58.7 59.9
Homeduties 199 128 211 159 194 189
100.0 100.0 1000 100.0 1000 1000
(376) (47) (266) (157) (201) (222)

Notes:  Percentages may not add to 100 due to rounding.
(a)'Single’ includes widowed, divorced, separated and never married. ‘Couple’ includes de

facto.

(b)'Renter’ includes ‘ Other’ (2 cases).
(c)'Not retired’ includes children, students, employed, unemployed, home duties and other.
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Table A4.7: Proportional Change of L owest and Highest Possible SF-36 Scor es by
Participant Group

Baseline End of Trial
Intervention Control Intervention Control
% % % %
S--36 Item (n=) (n=) (n=) (n=)
Physical function
Floor 18.3 111 19.6 13.6
Celling 05 05 0.3 1.0
(383 (198) (383 (199)
Physical role
Floor 63.0 66.8 61.2 64.0
Celling 99 6.0 10.7 81
(381) 197 (381) 197
Bodily pain
Floor 52 40 41 17
Celling 17.9 9.0 14.0 87
(384) (19) (384) (196)
General health
Floor 26 15 18 20
Celling 05 - 05 -
(384) (198) (384) (199)
Vitality
Floor 55 45 44 20
Celling 0.8 05 05 1.0
(384) (198) (384) (199)
Social function
Floor 9.3 6.0 124 81
Celling 153 151 18.3 16.7
(386) (198) (386) (199)
Emotional role
Floor 34.6 46.7 381 442
Celling 27 3.0 389 34.0
(379 (195) (379 (195)
Mental health
Floor 05 05 0.3 -
Celling 54 55 47 35
(372 (193) (372 (193
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Table A4.8: Changein SF-36 Scoresfrom Baselineto End of Trial by Participant
Group

Excluding Exits Including Exits
Intervention Control Intervention Control
% % % %
S--36 Item (n=) (n=) (n=) (n=)
Physical function
Better 30.5 379 20.2 26.4
Same 24.5 23.2 16.2 16.2
Worse 449 389 63.6 57.4
(383) (298) (580) (284)
Physical role
Better 27.3 24.9 18.0 17.3
Same 47.8 56.3 315 39.2
Worse 24.9 18.8 50.5 435
(381) (297) (578) (283)
Bodily pain
Better 36.2 36.7 23.9 25.5
Same 21.6 16.8 14.3 11.7
Worse 42.2 46.4 61.8 62.8
(384) (196) (581) (282)
General hedth
Better 417 40.4 27.5 28.2
Same 8.3 131 55 9.2
Worse 50.0 46.5 67.0 62.7
(384) (298) (581) (284)
Vitality
Better 39.6 449 26.2 313
Same 8.3 9.6 55 6.7
Worse 52.1 455 68.3 62.0
(384) (298) (581) (284)
Socia function
Better 33.7 36.4 22.3 25.4
Same 25.1 22.7 16.6 15.8
Worse 41.2 409 61.1 58.8
(386) (298) (583) (284)
Emotional role
Better 24.8 23.1 16.3 16.0
Same 45.4 55.9 29.9 38.8
Worse 29.8 21.0 53.8 45.2
(379) (295) (576) (281)
Mental health
Better 36.7 429 24.3 29.9
Same 13.8 9.6 9.1 6.7
Worse 49.5 475 66.6 63.4
(384) (198) (581) (284)
PCS
Better 489 49.7 320 34.4
Same - - - -
Worse 51.1 50.3 68.0 65.6
(372) (293) (569) (279)
MCS
Better 47.3 45.6 45.6 315
Same - - - -
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Worse 52.7 54.4 54.5 68.5
(372) (193) (569) (279)
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Table A4.9: Logistic Regression of Intervention Group Membership and Changein

SF-36 Scores
Coefficient SE Sig OddsRatio

Background variables
Born overseas 1.0092 3575 *kk 27435
English not spoken at home -2.4299 5623 *ok ok .0880
Livesin independent living unit 1.4592 4341 *ok ok 4.3026
Has a carer 9799 .3189 *kk 26641
Renter 0.6271 2951 ** 5341
Tertiary level education 20761 .3544 *ok ok 7.9376
SF-36 Item
Physical function

Better .0816 .2948 1.0851

Worse 3726 2004 14515
Physical role

Better 4336 2770 15427

Worse 1895 .3000 1.2087
Bodily pain

Better .0051 .3205 1.0052

Worse -4363 .3066 .6464
General health

Better .2987 3709 1.3482

Worse 3519 .3595 14218
Vitdity

Better -.0926 4121 9116

Worse .2009 4125 1.2225
Social function

Better -.2858 .3079 7514

Worse .2648 3032 1.3032
Emotional role

Better 5467 2961 * 1.7276

Worse .9873 3015 ** 26841
Mental health

Better -.5805 3834 5596

Worse -.2380 3705 .7882
PCS

Better -.0290 3013 9714
MCS

Better 4809 .3407 1.6175
I ntercept .8639

n =564 —2log likelihood = 725

¥+ p<05 *** p<.OL **** p<.001

Reference category: Australian-born; English spoken at home; lives at home (unit, flat etc); does not

need or have acarer; owns home; secondary education level, no change for each of the SF-36 items.
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Table A4.10: Changesin Mean Scores SF-36 for I ntervention Participants by
Care Coordinator Type

Care Coordinator Type SF-36 administration Significance
Baseline End of Trial
GP
Physical function 285 23.6 0.014
Bodily pain 52.1 46.7 0.052
General health 47.2 421 0.009
PCS 28.6 26.8 0.053
Non-GP
Physical function 23.6 20.1 0.061
Full time CC
Physical function 27.8 25.0 0.086
Vitality 42.0 37.7 0.007
Mental health 74.3 70.7 0.006
MCS 48.5 46.4 0.023

Note: Using paired sample T-Tests. Analysis with Wilcoxon Signed Rank Test gave similar
significance results, except for PCSfor GP CCs.
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Appendix 5: Participant Experience Tables

TableA5.1: Comparison of Selected Characteristics of All Linked Care
Participants and the Participant Questionnaire Sample

Participant Group

Intervention Control
All Linked Care Client survey All Linked Care Client survey
- Basdine Endtrial Basdline Effective Basdine Endtrial Basdline Effective
Participant . _ B . . B a)
Characteristics (n=) (n=) (n=) sample (n=) (n=) (n=)  samplé
% % % % (n=)@ % % % % (n=)
Gender . .
Femae 65.2 66.7 65.3 65.7 73.8 771 73.6 74.6
Male 34.8 333 34.7 34.3 26.2 229 26.4 254
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(722 (396) (213 (143) (423) (210) (208) (122
Marital status
Single 56.1 54.8 55.0 524 69.3 724 68.8 69.7
Couple 439 452 450 476 30.7 276 313 30.3
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(704) (396) (211 (143) (423) (210) (208) (122
Age
<50 56 6.4 6.1 6.3 21 20 24 16
50-59 37 48 38 42 26 29 29 34
60-69 79 9.1 85 7.7 92 9.0 9.6 12.3
70-79 28.0 29.8 24.4 26.6 30.6 36.7 28.8 311
80-89 4.6 27 46,0 455 46.2 452 476 484
90 and over 10.2 73 11.3 9.8 92 43 87 33
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(722) (396) (213) (143 (422) (210) (208) (122)
L anguage spoken . .
English 97.8 97.2 9.2 94.4 89.6 86.2 875 86.9
Other 22 28 38 5.6 104 138 125 131
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(713) (396) (211 (143) (423) (210) (208) (122
Country of birth
Australia 7.7 713 76.9 79.7 76.4 716 76.9 78.9
Other 23 27 231 20.3 236 24 231 211
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(717) (3%) (212 (143 (423) (210) (208) (122
DVA datus
Not DV A cardholder 825 80.1 81.7 79.0 811 81.0 80.3 77.0
DVA cardholder 175 19.9 18.3 21.0 18.9 19.0 19.7 230
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(722 (396) (213 (143) (423) (210) (208) (122
Health insurance
No private health insurance 482 51.3 455 476 67.4 64.8 64.4 63.9
Private health insurance 518 487 545 524 326 352 356 36.1
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(720) (396) (213 (143) (423) (210) (208) (122
Client’saccommodation
House, unit, apartment, flat 90.7 90.1 90.0 895 94.5 938 94.7 94.3
Independent Living unit, 9.3 9.9 10.0 105 55 6.2 53 57
hostel
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(711) (395) (210 (143) (422) (210) (208) (122
111
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Table A5.1 (continued): Comparison of Selected Characteristics of All Linked Care
Participants and Participant Questionnaire Sample

Participant Group
I ntervention Control
All Linked Care Client survey All Linked Care Client survey
Basdine Endtrial Basdine Effective Basdine Endtriad Basdine Effective
% (n=) % (n=) % (n=) sample® % (n=) % (n=) % (n=) sample

Tenancy
Owner
Renter

Employment satus
Retired
Not retired

Cards status
Has Cards
No Cards

Education level
Primary
Secondary
Tertiary

Occupation
Professional
Trade

Home Duties

SF36 means
PCS (baseline)®

MCS (baseline)®

PCSchange 1-3
Better

Same

Worse

MCSchange 1-3
Better

Same

Worse

Kk *kk *%

833 815 824 825 722 724 715 69.7
16.7 185 17.6 175 27.8 27.6 285 303
1000 1000 1000  1000| 1000 1000 1000 1000
(693) (395) (210) (143) (@21) (210) (207) (122)

*kk

*k * * *

9202 884 91.0 209 934 .8 .2 %.7
9.8 116 9.0 9.1 6.6 52 5.8 33
1000 1000 1000  1000| 1000 1000 1000 1000
(714) (396) (211) (143) (423) (210) (208) (122)
825 854 825 853 .6 9%5.7 7 95.1
175 146 175 14.7 5.4 43 53 49
1000 1000 1000  1000| 1000 1000 1000 1000
(721) (396) (12) (143) (423) (210) (208) (122)

132 131 123 14.7 208 214 19.7 205
54.8 533 521 51.7 712 714 731 730
320 33.6 355 33.6 81 71 712 6.6

1000 1000 1000  1000| 1000 1000 1000 1000
(713) (396) (211) (143) (423) (210) (208) (122)

323 32.6 299 301 215 219 221 189
444 485 479 483 59.3 58.6 58.7 63.9
233 189 223 217 191 195 19.2 172

1000 1000 1000  1000| 1000 1000 1000 1000
(712) (396) (211) (143) (423) (210) (208) (122)

279 283 291 27.3 27.3 268
(636) (202) (137) (371) (200) (119)
459 46.4 475 452 45.0 452
(636) (202) (137) (371) (200) (119)
320 486 376 485 344 497 411 536
0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
68.0 514 624 515 65.6 50.3 58.9 464

1000 1000 1000  1000| 1000 1000 1000 1000
(569) (364) (194) (130) (279) (193) (151) (112)

30.9 481 335 46.2 315 456 391 491
0.0 0.0 0.0 0.0 0.0 0.0 0.0 0.0
69.1 519 66.5 538 68.5 544 60.9 50.9

1000 1000 1000  1000| 1000 1000 1000 1000
(569) (364) (194) (130) (279) (193) (151) (112)

< P<.L s P<.05 e p<.0L”

S0 Al significance tests in this Appendix relate to a comparison between the Intervention and Control group

participants.
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Notes:  Percentages may not add to 100 due to rounding.
a) Effective sample: participants who responded to both the baseline and end of trial questionnaires.
b) Physical and Mental Component Summary scale
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Table A5.2: Sdected Characteristics of Participant Questionnaire Sample by

Participant Group
Participant group
All baseline Effective Sample®
responses
Intervention  Control Intervention (143) Control (122)
(213) (208) baseline end tria baseline end tria
Who completed questionnaire % % % % % %
Participant 53.8 62.1 619 614 67.1 716
Family/Friend 432 337 A4 364 252 198
Service Staff 10 18 0.7 0.7 19 7.8
Other 20 35 31 14 58 09
100.0 100.0 100.0 100.0 100.0 100.0
(199) (171 (134) (140) (103) (116)
Living arrangements
Live Alone 371 54.0 35.8 359 555 55.1
Live with Spouse/Partner 436 282 46.7 444 294 29.7
Livewith Children 74 108 58 9.2 84 9.3
Livewith Other Relatives 84 4.6 102 7.7 42 42
Other 35 26 15 28 25 17
100.0 100.0 100.0 100.0 100.0 100
(202) (195) (137) (142 (119) (118)
Note:  Percentages may not add to 100 due to rounding.
(a)Effective sample: participants who responded to both the baseline and end trial
questionnaires.
Table A5.3: Sdf-reported Basdline Characteristics of Interviewed Participants
I ntervention (n) Contral (n)
Carer gatus
Mutud care Stuation 1 1
Carer for another 1 1
Cared for by another 5 5
No carer/ no live-in carer 3 3
Interviewee
Participant 6 8
Carer 4 2
Note: From first round tel ephone interviewees only, September 1998.
Table A5.4: Reasonsfor Exit by Participant Typefor Respondentsto the
Participant Questionnaire
Participant Group
I ntervention Control
% %
(212) (208)
Reasonsfor Exit
Remainedin Tria 70.3 63.5
Participant decision 28 178
Entered residential care 132 58
Death 123 96
Administrative 14 34
100.0 100.0
114
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Note: Percentages may not add to 100 due to rounding.
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Table A5.5: Comparison of Exit Status and Selected Characteristics of All

Linked Care Participants and the Participant Questionnaire Sample

Participant Group

Intervention Control
Participant All Linked Care Client survey All Linked Care Client survey
Characteristics Not Exited Not Exited Not Exited Not Exited
Exited Exited Exited Exited
%MN=) %M=) %M %N=s) %Mh=) %M=) %M=) %)
Gender
Femde 333 36.5 34.9 381 229 29.6 265 26.3
Mae 66.7 63.5 65.1 61.9 771 704 735 737
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (308) (149) (63) (210 (213 (132 (76)
Marital status . .
Single® 54.8 57.8 530 59.7 724 66.2 712 64.5
Couple ® 452 422 47.0 403 276 338 2838 355
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (326) (149) (62) (210 (213 (132 (76)
Age . .
<50 6.3 46 6.7 32 19 23 30 13
50-59 48 25 47 16 29 23 30 26
60-69 91 6.4 8.1 95 9.0 94 106 79
70-79 29.8 25.8 24.8 238 36.7 244 31.8 237
80-89 27 46.9 483 413 452 46.9 47.0 487
90 and over 73 138 74 20.6 43 141 45 158
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (326) (149) (63) (210 (212 (132 (76)
L anguage spoken . .
English 97.2 934 95.3 984 86.2 93.0 85.6 90.8
Other 28 16 47 16 138 70 144 9.2
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (317) (149) (62) (210 (213 (132 (76)
Country of birth
Australia 773 782 772 76.2 776 75.1 78.8 737
Other 27 218 228 238 24 24.9 21.2 26.3
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (321 (149) (63) (210) (213 (132 (76)
DVA datus
Not DV A cardholder 19.9 144 20.2 14.3 190 188 20 15.8
DVA cardholder © 80.1 85.6 799 85.7 810 812 780 84.2
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (326) (149) (54) (210) (213 (132 (76)
Health insurance
No private health insurance 487 55.6 53.0 58.7 36.2 30.0 364 34.2
Private health insurance @ 513 44.4 470 413 64.8 700 63.6 65.8
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (324) (149) (63) (210) (213 (132 (76)
Client’saccommodation . .
House, unit, apartment, flat 90.1 915 90.6 885 93.8 95.3 93.9 96.1
Independent Living unit, 9.9 85 94 115 6.2 47 6.1 39
hostel
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(395) (316) (149) (61) (210) (212 (132 (76)
Tenancy - o
Owner 81.3 85.3 81.2 68.2 724 72.0 68.2 773
Renter 187 147 188 31.8 276 28.0 31.8 27
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
116
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Table A5.5 (continued): Comparison of Exit Status and Selected Characteristics of
All Linked Care Participants and the Participant Questionnaire Sample

Participant Group

I ntervention Control
All Linked Care Client survey All Linked Care Client survey
Not Exited Not Exited Not Exited Not Exited
Exited Exited Exited Exited
%MNn=) %Mn=) %MN=) %M=) %M %N %N %)
Employment satus . x - .
Retired 88.6 92.7 89.9 935 .8 925 955 21
Not retired 114 7.3 10.0 6.4 52 75 47 79
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(395) (326) (149 (62) (210 (212 (132 (76)
Health card status
Has Cards 88.6 825 839 794 95.7 A8 a7 94.7
No Cards 114 175 16.1 206 43 52 53 53
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (325) (149 (63) (210 (213 (132 (76)
Education level
Primary 131 132 148 6.5 214 202 220 158
Secondary 533 56.8 510 54.8 714 709 712 76.3
Tertiary 336 300 342 387 71 89 6.8 79
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (317) (149 (62) (210 (213 (132 (76)
Occupation . - . .
Professional 326 320 295 30.6 219 211 182 289
Trade 485 39.2 490 452 58.6 60.1 63.6 50.0
Home Duties 189 288 215 242 195 188 182 211
100.0 100.0 100.0 100.0 100.0 100.0 100.0 100.0
(396) (316) (149) (62) (210 (213 (132 (76)
SF-36 means
PCS (Basdline) 28.33 27.18 290 264 2755 26.97 275 279
(374) (262) (143 (59) (204) (167) (129) (71
MCS (Baseline) 47.36 43.78 474 4411 4548 44.95 451 44.8
(374) (262) (143 (59) (204) (167) (129) (71
PCSchange 1-3
Better 48.6 24 49.6 73 49.7 0.0 512 0.0
Same 0.0 0.0 0.0 0.0 0.0 0.0 00 0.0
Worse 514 976 504 2.7 50.3 100.0 488 100.0
(364) (205) (139) (55 (193 (86) (121) (30)
MCSchange 1-3
Better 481 05 46.8 0.0 45.6 0.0 488 0.0
Same 0.0 0.0 0.0 0.0 0.0 0.0 00 0.0
Worse 51.9 995 532 100.0 544 85.7 512 100.0
(364) (205 (139) (55 (193 (86) (121) (30

» P<.L+x P<.05 s p<.01
Notes:  Percentages may not add to 100 due to rounding.

TCP Baseline excludes two cases included in CSS baseline due to removal from trial.

a) Includes widowed, divorced, separated and never married.
b) Includes married and de facto.
¢) Includes gold and white DV A cardholder

d) Includes hospital insurance only, hospital insurance plus supplementary and extras, supplementary

and extras only (no hospital insurance).
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Table A5.6: Changesin Satisfaction of Participantswith Aspects of Care
Coordination CSS Basdline/Mid Trial by Participant Type and Selected

Characteristics
I ntervention Control
Better Same Worse n Better Same Worse
% % % % % %
Received type of services needed
Gender
Male 20.9 67.4 116 43 125 70.8 16.7 24
Female 8.1 81.1 10.8 74 5.9 83.8 10.3 68
Age
<60 7.7 69.2 231 13 0.0 83.3 16.7 6
60-79 16.2 70.3 135 37 75 775 15.0 40
80-99 11.9 80.6 75 67 8.7 82.6 8.7 46
Living arrangements
Live Alone 105 76.3 13.2 38 85 83.0 85 47
Live with Spouse 17.0 71.7 11.3 53 9.7 67.7 226 31
Other 8.0 84.0 8.0 25 0.0 100.0 0.0 14
Housing arrangements
Home Owner 14.3 61.9 238 21 7.4 74.1 185 27
Not Home Owner 125 79.2 8.3 96 7.7 83.1 9.2 65
Private insurance
Some private insurance 11.3 774 11.3 62 145 745 10.9 55
No private insurance 59 824 118 34 8.6 79.3 121 58
DVA client
Yes 111 88.9 0.0 27 105 73.7 15.8 19
No 13.3 72.2 14.4 20 6.8 82.2 11.0 73
Pension/benefit recipient
Yes 12.6 71.7 9.7 103 8.2 81.2 10.6 85
No 14.3 64.3 214 14 0.0 71.4 28.6 7
Language
English 13.3 76.1 10.6 113 6.4 80.8 12.8 78
NESB 0.0 75.0 25.0 4 14.3 78.6 7.1 14
Carewell planned and organised
Gender
Male 111 80.6 8.3 36 4.2 875 8.3 24
Female 8.3 79.2 125 72 2.8 91.7 5.6 72
Age
<60 7.7 61.5 30.8 13 0.0 100.0 0.0 6
60-79 13.2 73.7 13.2 38 24 854 12.2 411
80-99 4.1 87.7 5.3 57 4.1 93.9 2.0 49
Living arrangements
Live Alone 29 91.4 5.6 35 59 88.2 5.9 51
Live with Spouse 125 75.0 125 48 0.0 89.7 10.3 29
Other 12.0 72.0 16.0 25 0.0 100.0 0.0 15
Housing arrangements
Home Owner 7.9 82.0 10.1 89 44 89.7 5.9 68
Not Home Owner 15.8 68.4 15.8 19 0.0 929 7.1 28
Private insurance
Some private insurance 5.3 84.2 105 57 5.6 91.7 2.8 36
No private insurance 13.7 745 11.8 51 17 90.0 8.3 60
DVA client
Yes 8.7 91.3 0.0 23 0.0 95.0 5.0 20
No 9.4 76.5 14.1 85 39 89.5 6.6 76
Pension/benefit recipient
Yes 10.9 78.3 10.9 92 3.4 91.0 5.6 89
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No 0.0 875 12.5 16 0.0 85.7 14.3 7

Language
English 9.6 80.8 9.6 104 3.7 91.5 2.2 82
NESB 0.0 50.0 50.0 4 0.0 85.7 14.3 14
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Table A5.6 (continued): Changesin Satisfaction of Participants with Aspects of
Care Coordination by Participant Typeand Selected Characterigtics

I ntervention Control
Better Same Worse n Better Same Worse
% % % % % %
Difficult to get services needed
Gender
Male 20.0 75.0 5.0 40 13.6 68.2 18.2 22
Female 145 69.6 15.9 69 12.1 74.2 13.6 66
Age
<60 38.5 30.8 30.8 13 16.7 66.7 16.7 6
60-79 111 77.8 111 36 13.2 65.8 211 38
80-99 15.0 76.7 8.3 60 114 79.5 9.1 14
Living arrangements
Live Alone 17.1 74.3 8.6 35 10.9 739 15.2 46
Live with Spouse 14.3 755 10.2 49 115 65.4 231 26
Other 20.0 60.0 20.0 25 13.3 86.7 0.0 15
Housing arrangements
Home Owner 135 75.3 11.2 89 4.8 79.0 16.1 62
Not Home Owner 30.0 55.0 15.0 20 30.8 57.7 115 26
Private insurance
Some private insurance 19.3 63.2 175 57 32 774 194 31
No private insurance 135 80.8 5.8 52 175 70.2 12.3 57
DVA client
Yes 125 83.3 4.2 24 5.6 72.2 222 18
No 17.6 68.2 14.1 85 14.3 72.9 12.9 70
Pension/benefit recipient
Yes 17.0 71.3 11.7 90 12.3 75.3 12.3 81
No 13.3 73.3 13.3 15 14.3 429 42.9 7
Language
English 17.1 714 114 105 10.8 74.3 14.9 74
NESB 0.0 75.0 25.0 4 214 64.3 14.3 14
Self or family pay costs of care
Gender
Male 70.6 57.1 14.3 42 25.0 55.0 20.0 20
Female 411 429 15.7 70 20.3 53.1 26.6 64
Age
<60 53.8 385 7.7 13 0.0 40.0 60.0 5
60-79 4.7 444 13.9 36 237 60.5 15.8 38
80-99 30.2 52.4 175 63 220 48.8 29.3 41
Living arrangements
Live Alone 40.0 48.6 114 35 26.2 52.4 214 42
Live with Spouse 36.5 46.2 17.3 52 231 50.0 26.9 26
Other 320 52.0 16.0 25 6.7 60.0 33.3 15
Housing arrangements
Home Owner 333 53.3 13.3 20 21.3 57.4 21.3 61
Not Home Owner 50.0 27.3 22.7 22 21.7 435 34.8 23
Private insurance
Some private insurance 36.7 48.3 15.0 60 111 55.6 33.6 27
No private insurance 36.5 481 154 52 26.3 52.6 211 57
DVA client
Yes 25.0 62.5 125 24 15.8 73.7 10.5 19
No 39.8 44.3 15.9 88 231 47.7 29.2 65
Pension/benefit recipient
Yes 36.5 49.0 14.6 96 231 55.1 21.8 78
No 375 43.8 18.8 16 36.5 49.0 14.6 96
121
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Language
English 374 46.7 15.9 107 20.0 55.7 24.3 70
NESB 20.0 80.0 0.0 5 28.6 42.9 28.6 14
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Table A5.6 (continued): Changesin Satisfaction of Participants with Aspectsof Care
Coordination by Participant Typeand Selected Characteristics

I ntervention Control
Better Same Worse n Better Same Worse n
% % % % % %
Have a say in type of servicesreceived
Gender
Male 12.8 74.4 12.8 39 45 77.3 18.2 22
Femae 9.1 69.7 21.2 66 18.8 51.6 29.7 64
Age
<60 0.0 76.9 23.1 13 0.0 66.7 33.3 6
60-79 138 63.9 22.2 36 14.3 62.9 22.9 35
80-99 10.7 75.0 14.3 56 17.8 53.3 17.8 45
Living arrangements
Live Alone 15.6 65.6 18.8 32 174 50.0 32.6 46
Live with Spouse 83 75.0 16.7 48 12.0 68.0 20.0 25
Other 8.0 72.0 20.0 25 14.3 714 14.3 14
Housing arrangements
Home Owner 12.6 70.1 17.2 87 15.0 58.3 26.7 60
Not Home Owner 0.0 77.8 22.2 18 154 57.7 26.9 26
Private insurance
Some private insurance 12.7 70.9 16.4 55 34 69.0 27.6 29
No private insurance 8.0 720 20.0 50 211 52.6 26.3 57
DVA client
Yes 13.6 72.7 13.6 22 11.8 41.2 471 17
No 9.6 711 19.3 83 15.9 62.3 21.7 69
Pension/benefit recipient
Yes 9.0 69.7 21.3 89 16.3 56.3 275 80
No 18.8 81.3 0.0 16 0.0 83.3 16.7 6
Language
English 10.9 72.3 16.8 101 12.3 60.3 27.4 73
NESB 0.0 50.0 50.0 4 30.8 46.2 23.1 13

Source: Participant questionnaires, November 1998 and 1999.
Table A5.7. Basdine Satisfaction and L evel of Service Use of I nterviewed Participants

Control (n) I ntervention (n)
Satisfaction levels
Satisfied 6 6
Unsatisfied 4 4
Number of servicesused per client Average Average
Self-reported 6.7 11.5@
Careplan - 71@

(a)excluding two Intervention participants without care plans, September 1998.

Table A5.8: Client Satisfaction by Care Coordinator Type

Satisfaction Change GPCC Non-GP CC Full-time CC

Type of services needed

Better 40 32 213

Same 80.0 839 705

Worse 16.0 129 82
100.0 100.0 100.0

* (29 (31) (61)

Respond to changing needs

Better 19.2 91 220

Same 385 60.6 61.0

Worse 423 303 16.9
100.0 100.0 100.0
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(26)

(33

(9

» p<0.10
Source: Participant questionnaires, November 1998 and 1999.
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