HHHHHH
CCCCCCCCC
AAAAAAAAA

November 2010



Acknowledgements

The Mental Health Council of Australia (MHCA) wishes to thank the mental health carers who took the time to
complete the survey and to the many carers who provided additional comments to their responses. The report
would not have been possible without their willingness to comment on how mental illness affects them and the
people they care for.

MHCA is grateful to those carers who reviewed the survey in its development stages, providing valuable feedback
ensuring it was a relevant and appropriate tool.

MHCA wishes to thank Professor Judy Simpson of the University of Sydney for taking the time to identify any
statistical inconsistencies with the survey and Frances Garden who analysed the data received from the many
participants.

Finally, the MHCA would like to thank the Australian Government Department of Families, Housing, Community
Services and Indigenous Affairs (FaHCSIA) for their generous funding support needed to develop and conduct the
survey.

© Mental Health Council of Australia 2010

Copies of this document can be downloaded at www.mhca.org.au
Suggested reference: Mental Health Carers Survey 2010

ISBN: 978-0-9807007-3-2

Design: Levitate Graphic Design

Printing: Blue Star Printing



Acronyms and Abbreviations

ABS

ACT
ASGC
CALD
CEP
FaHCSIA

GP
MHCA
NGO
NSW
NT
PHaMs
QLD
SA
TAS
VIC
WA

Australian Bureau of Statistics

Australian Capital Territory

Australian Standard Geographical Classification
Culturally and Linguistically Diverse

Carer Engagement Project

Australian Government Department of Families, Housing, Community Services and
Indigenous Affairs

General Practitioner

Mental Health Council of Australia
Non-government Organisation
New South Wales

Northern Territory

Personal Helpers and Mentors
Queensland

South Australia

Tasmania

Victoria

Western Australia



Explanatory Terms

unpaid person who cares for a consumer

Carer
Care worker

Clubhouse model

Community-based care

Comorbid

Consumer

Median

Mental health services

Recovery-based care

Respite (for carers)

paid worker who provides services to the consumer

provides a comprehensive program of support and opportunities for people with
severe mental illness in a non-clinical community setting

non clinical services for the consumer which work towards recovery based care,
usually provided by non government organisations or volunteers

more than one illness e.g. a person with schizophrenia and a substance use
disorder

a person who has a mental ilness

a number that separates the highest half of a sample or population, from the lowest
half. This means that if seven numbers were ordered from lowest to highest value
the middle number would be the ‘median’. For example, using the numbers 2, 4,

6, 8, 10, 12, and 14, the number 8 is the median as it is the (phyiscal) middle of this
group of numbers.

clinical services, provided by a hospital or mental health clinicians

coordinated system of care services provided in the community to assist the
consumer to maintain wellness in an atmosphere of hope and to progress to self
identified goals.

time away from the caring role, often using care workers to temporarily act in the
role of carer
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Foreword

| am delighted to commend to you this report of the first national collection of mental health carer data based on the
top 15 issues identified by mental health carers themselves. Quantifiable information about the experiences and lives
of carers is in short supply worldwide. Last year when | wrote the foreword for the Mental Health Council of Australia
(MHCA) report, Adversity to Advocacy: the lives and hopes of mental health carers, the 15 priority issues detailed

in the document highlighted the concerns uppermost in carers’ minds. This report is different from Adversity to
Advocacy. The Mental Health Carers Report 2070 contains results of a 50 question survey using statistical analysis
to enable a clear and accurate record of what is happening to mental health carers throughout Australia. The
concerns outlined in Adversity to Advocacy are key mental health carer issues with the data providing added weight
and legitimacy to the results.

On reading the Mental Health Carers Report 2010 | find another year has passed when one of the major concerns
of carers, ‘who will care for my person when | am no longer able to do so’, is still not addressed. The provision of
comprehensive, coordinated recovery-based services with appropriate long term housing options for consumers
would make significant inroads into this ongoing fear and dread of carers.

With this survey report, and the MHCA promise of further mental health carer survey reports, | join with mental health
carers throughout Australia in hoping and expecting significant change will be brought about by policy makers and
politicians who now have the data to identify and create the changes that are needed.

T;E\kf

Tony Fowke AM
Mental Health Carer
World Federation of Mental Health — President

Mental Health Council of Australia — Board Member



1. Executive Summary and Report Card

The Mental Health Carers Report 2070 provides the first quantifiable measure of the issues and concerns of
Australian mental health carers.

The survey builds on the groundbreaking work of Adversity to Advocacy: the lives and hopes of mental health
carers," where carers attended 116 workshops nationally to identify the key issues which affected their lives and
the lives of the people they care for. Fifteen key issues emerged from the workshops and formed the basis of the
50 question survey completed by 756 mental health carers. This survey is the first of ongoing mental health surveys
intended to monitor changes in mental health carers’ experiences.

What this survey has revealed is that many carers are ageing and have been caring for a long time. They often care
for adult sons and daughters who often live with them, possibly for many years. Carers feel alone and isolated when
dealing with the complex issues of living with a consumer who is likely to have other health conditions in addition to
mental ilness.

The Report Card details the 15 key issues identified in Adversity to Advocacy, alongside findings of the Mental
Health Carer Survey 2010 to highlight changes that may have occurred during the last 12 months. It would appear
some carers feel their lives have improved during this time, however, there are certainly many areas where significant
work still needs to be done.

1 MHCA 2009a, Adversity to Advocacy: The lives and hopes of mental health carers, MHCA, Canberra.
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Report Card

Summary of changes in 15 Key Issues since Adversity to Advocacy

15 Key Issues

Findings from Adversity to Advocacy,
2009

Results of the Mental Health Carers Survey,
2010

Issue 2

Integrated
recovery-based
care for the
consumer

Issue 5

Carer and
consumer
education for

all professional
groups and
agencies

The common view among carers is that
they are neither listened to nor respected.
The rhetoric of including carers as part

of the care ‘team’ for the consumer is

not borne out in reality. Often this leaves
carers trapped, excluded, feeling unable
to provide adequate care, but also unable
to find the services needed for the person
they are caring for.

The intolerable stress faced by carers
reflects the inadequacy of the care
available to consumers. Of particular note
here is the common experience faced
by carers of lack of integration between
different health services, and between
health services and other community
services such as housing or employment
services, and lack of services such as
Personal Helpers and Mentors. Recovery
is very much an individual matter,
assessed in the eye of the beholder. The
system is not currently able to provide
individualised or tailored approaches to
care.

Carers identify inadequate staffing as

a key part of current service failure.
Access to psychiatry remains extremely
limited. Increased access to registered
psychology services was not seen as

a significant benefit when inadequate
workforce numbers impact on availability.
Carers report that access to other forms
of care, in particular sub acute care,
remains a significant issue, particularly in
non-metro areas.

Many carers feel ignored or patronised by
professional groups and agencies. Most
carers feel professionals appear to have
no understanding of the role of carers, in
particular their integral role in the ongoing
care of the consumer. There is a real need
for increased carer / consumer informed
professional development for mental
health and other service providers.

Carers reported they felt listened to by
GPs and psychiatrists; however a high
percentage of GPs and psychiatrists

still do not listen to carers. Other health
professionals also need to listen to carers
more.There is a great need for carers to
be included and involved in the consumer
caring team. This is still a neglected area.

Carers across all jurisdictions reported

a lack of coordinated, collaborative and
consistently reliable recovery-based
services for the person they care for.

The majority of carers stated they were
responsible for the coordination and
provision of any recovery-based services
for the consumer. The system is heavily
reliant on the goodwill and ongoing care
provided by carers to fund and resource
recovery-based care. A serious attempt
to expand nationally available PHaMS and
allied program was called for, including
consistency in delivery and continuity in
quality service provision. Independent
accountability measures are required.

(Issues 3 and 5 were considered together in
the survey.)

All professions working in mental health,
including clinical and non clinical staff,

were found to be in need of education and
training in carer and consumer issues.
Centrelink, police and housing officials were
reported by carers as lacking understanding
of mental health issues. Carers were
concerned about the lack of clinical
professionals, particularly outside the
metropolitan areas, and indicated the lack of
continuity in clinical professional services
as a result of staff changes. A national
approach to training clinical and non clinical
staff in mental health carer and consumer
issues is necessary for initial training and
within ongoing professional development.
Independent accountability measures are
required.



15 Key Issues

Issue 4
Knowledge and
information for
carers

Issue 7

Acute care to be
therapeutic and
accessible

Findings from Adversity to Advocacy,
2009

One of the most debilitating aspects of
being a mental health carer is the sense
of isolation and helplessness. Knowledge
of services such as Commonwealth
Carelink is minimal at best. Carelink’s
understanding of mental health also
varies greatly from office to office.
Knowledge of peer support options also
seems very patchy, with many carers
meeting for the first time at the local
workshops. Carers reported that the
knowledge of how to care for someone
with a mental illness was rarely available
at first onset of illness.

The need for more carer led support
programs for carers was raised in many
workshops. The infrastructure to support
carers is generally very weak, with some
exceptions. Overall, mental health carer
organisations are very poorly resourced.
Health services have also generally failed
fo invest in robust systems to enable
engagement with the carer sector. Carers
often use their own resources and pay
their own way in order to participate in
policy and service development activities.

The 2007 Survey of Mental Health and
Wellbeing confirmed Australia’s inability
to lift access to care over the past
decade. While the reasons for this are
not clear, the impact on carers is very
clear. Carers indicate they are commonly
faced with providing care to consumers
who are acutely unwell, leaving them and
the people they care for more vulnerable
to the effects of ill health. Carers also
considered that acute care (when
accessible), was rarely of a therapeutic
or recovery oriented nature and often
increased the trauma of an acute illness.

Mental Health Carers Report 2010

Results of the Mental Health Carers Survey,
2010

Adversity to Advocacy reported knowledge
and information to carers was lacking.

The current survey found a modest
improvement in this area. Carers most often
sought information from GPs followed

by carer services, psychiatrists and their
own research. The quality and timeliness

of information provision was reported

as patchy. Attitudes towards providing
information and knowledge to carers have
improved in the last 12 months, but remain
poor in areas of low service provision.
Improving and extending this service is
essential for the health and wellbeing of
carers and consumers.

Carers commented on the availability and
quality of a number of identified support
systems and services for themselves.
While carers reported an increase in
quality and availability in some support
services, many carers were unaware of the
services available to them or found them
not available in their area or inappropriate.
Quality staff, flexible and responsive
services were reported to be unavailable or
unknown to carers in some areas. PHaMS
service provision and carer respite need
to be combined or work collaboratively to
provide better outcomes for carers and
consumers.

Carers reported that accessibility of acute
care for consumers has remained relatively
unchanged. Outside metropolitan areas few
services are available. Throughout Australia
carers reported that what is available is both
hard to access and does not respond to
carer need for information and involvement
in discharge planning for the person they
care for. Carers and consumers seek a
significant improvement in availability,
responsiveness and inclusiveness within
acute care services. Independent external
monitoring is needed.

L
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15 Key Issues

Issue 8
Stigma,
discrimination
and isolation
for carers and
consumers

Issue 10

Financial costs to
carers

Findings from Adversity to Advocacy,
2009

Carers and consumers face daily
discrimination and stigma. This manifests
itself in the realms of employment,
housing, health services, schools, in fact
all professional agencies. Sometimes
even extended family members can look
down on people with a mental illness and
their carer. This stigma leads to increased
isolation with many carers feeling silence
is better than reactions from admitting
they care for someone with a mental
illness.

Carers report that access to safe,
supported housing is a critical problem
particularly for consumers with chronic
and complex mental health problems.
Failure to provide access to housing, or
only to unsustainable housing options,
leaves consumers very vulnerable to
dangers, including worsening health and
experiencing violence.

In the absence of consumer access to
regular mental health care, carers often
take on complex and time consuming
caring roles including meeting increased
costs of transportation or private
treatment. The carer role often precludes
participation in paid employment leading
to significant current and future financial
disadvantage for both consumers and
carers. Mental health carers are often
refused entitlements from Centrelink
which, in any case, only partially defray
costs incurred, and rarely allow for the
level of support and monitoring involved
in caring for someone with a mental
illness.

Carers do not feel as though their needs
are addressed by anyone. Financially
they are not in a strong position leaving
them isolated and often facing their own
deteriorating health without adequate
access to the support they need.

Results of the Mental Health Carers Survey,
2010

Ninety five percent of carers responded that
stigma and discrimination were widespread
or existed to some extent. Carers reported

a need for stigma and discrimination to

be addressed by carer and consumer
training for all professionals working with
consumers, including clinicians, teachers,
Centrelink and housing officials, police and
others as well as by wider anti stigma work
with all Australians.

Long term safe, appropriate and often
supported housing for consumers is
paramount. The majority of carers cared
for an adult son or daughter who lived with
them. Step up/ step down or short term
sub acute accommodation was unavailable
to the majority of carers. Some excellent
supported accommodation programs exist
particularly in metropolitan areas but there
is far too little in far too few areas. Existing
models of housing need to be expanded
across Australia.

Little change is reported in this area over
the last 12 months. Mental health carers
remain disadvantaged both in their current
circumstances and also in their future
prospects. Significant improvements in
support for consumers, including housing
and recovery-based care, would impact
greatly on the incidental and ongoing
financial costs to carers. Many carers stated
they were unable to work because of their
caring role. Many carers did not receive
carer benefits. Carer benefit forms need
immediate review to reflect the nature of
mental health caring.

Seventy percent of carers reported their
health was worse as a direct result of being
a mental health carer. Wider knowledge

and use of a range of already funded
services for carers through existing
programs is needed to prevent and address
the continuing health needs of carers.
Subsidised cost of medication and bulk
billing for carers is also needed.



15 Key Issues

Issue 13

Privacy and
confidentiality
issues

Issue 15

Employment
options for carers

Findings from Adversity to Advocacy,
2009

The new respite care program
implemented by FaHCSIA has only
partially met the needs of mental health
carers. Service providers have commonly
not understood mental health carers’
needs and carers have concerns about
respite workers with little or no knowledge
of mental illness. As a result, carers do
not feel as though respite is a realistic or
safe option, and those who try to use the
respite services often report problems in
finding appropriate options. A possible
option suggested by some carers is the
co-location of the Personal Helpers and
Mentors service for consumers and the
respite service for carers within the same
organisation (sharing services).

Carers’ rights to be part of the care
team are frequently trammelled as

they are excluded on the erroneous
grounds of privacy and confidentiality.
Carers who were aware of Advance
Directives for consumers endorsed their
implementation to help navigate the
privacy and confidentiality minefield.

The vast majority of mental health funding
remains targeted at acute mental health
care. There is only one comprehensive
early intervention service for psychosis
operating in Australia. Carers are forced
to watch consumers wait until their
conditions become sufficiently florid

fo demand the attention of the largely
hospital-based acute care system
currently in place. This is often despite
repeated calls from carers for help and
assistance prior to the issues escalating
into more dangerous, unhealthy and long
lasting situations.

The poor rates of employment or
meaningful occupation for consumers
means that many carers are also unable
to work or unable to work as many hours
as they would like. This leaves many
carers vulnerable to the negative effects
on physical and mental health associated
with financial disadvantage.

Mental Health Carers Report 2010

Results of the Mental Health Carers Survey,
2010

FaHCSIA funded respite for carers was
generally welcomed by carers who knew of
the service. Carers have identified barriers
to accessing respite which include a need
for a clearer explanation of respite and the
benefits of taking respite; consistent and
quality trained mental health staff; flexible
services; cooperation of PHaMS with respite
services; and availability of respite services
throughout Australia. An expansion of
existing services, a more flexible approach
to carer needs, information about existing
services and consolidation of carer respite
services in all areas of Australia is called for.

The picture remains one of confusion. A
third of carers indicated an extreme or
large amount of anxiety because of the
lack of necessary information from health
professionals. The majority of carers were
either not included in the care plan or did
not know what a care plan was. Advance
directives, nationally applicable guidelines,
and carer involvement in care planning
would help guide clinicians thorough the
minefield of privacy and confidentiality.

Early intervention at each episode of
illness is a major concern to carers. Some
carers reported an improvement in being
listened to and identified clinicians who
were open for listening and acting. Nearly
a third of carers stated there had been no
improvement in the last 12 months. More
change in this area is needed to prevent
major episodes of iliness.

While some carers reported improvement
within their existing workplace, more

could be done to enable carer employment
through a flexible attitude of employers and
colleagues. Development of a recovery-
based care system for consumers would
reduce the need for carers to coordinate
care for the consumer and to have the
choice to enter the workforce.

11
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2. Background

Carers play a significant role in the health and wellbeing of the mental health consumers they care for, yet to date
limited data has been collected in Australia or internationally to facilitate a better understanding of how the caring role
affects carers’ own lives as well as coordination and quantification of their lived experiences.

The Mental Health Council of Australia (MHCA), with funding from the Australian Government Department of
Families, Housing, Community Services and Indigenous Affairs (FaHCSIA), provided 116 full day workshops
throughout Australia during 2008 and 2009. The workshops were developed specifically for mental health carers
as part of the Carers Engagement Project (CEP) and were designed to hear their concerns. Points promulgated
by carers at those venues were subsequently synthesised into a list of 15 major issues of concern to mental health
carers, providing a foundation for the major MHCA landmark report Adversity to Advocacy: the lives and hopes of
mental health carers.?

The fifteen major carer issues were:
1. Listen to and respect carers
. Integrated recovery-based care for the consumer
. More and better trained staff at all levels
. Knowledge and information for carers

. Carer and consumer education for all professional groups and agencies

2
3
4
5
6. Support systems, services and processes established for carers
7. Acute care to be therapeutic and accessible

8. Stigma, discrimination and isolation for carers and consumers
9. Accommodation options for consumers at all levels of care

10. Financial costs to carers

11. Physical and mental health of carers

12. Flexible respite options for carers

13. Privacy and confidentiality issues

14. Early intervention at each episode of care

15. Employment options for carers

While carers who attended the workshops had been specifically requested to concentrate their remarks on issues
of caring that affected their own lives, they continually highlighted that carers’ most pressing concerns were those of
consumer care and service provision.

Carers were informed that the MHCA would conduct subsequent ongoing surveys of carers to monitor their
changing experiences over time.

Since the initial workshop phase, the MHCA has responded to carers’ feelings of neglect by maintaining contact
with all who attended, by sending either a letter or email to update them on progress of the project, in addition to
providing them with copies of Adversity to Advocacy.

More recently, the MHCA created a moderated online forum specifically for mental health carers to talk with each
other about the issues that concern them and the people they care for.

2 MHCA 2009, ibid.



The MHCA sent the mental health carers survey for 2010 to all carers who attended the workshops and also
distributed it to consumer and carer and MHCA members as well as publicising it on the MHCA website.

This report outlines the results of the initial survey, which is the first measure of carer experiences when navigating
the many issues they face while caring for and supporting mental health consumers.

Various compelling comments by carers who completed the survey have been included throughout the report. Carer
comments provide a richer context for the presentation of summary findings.

3. Aim

Many reports have been written about the experiences of mental health carers, but, to date, no regular systematic
collection of relevant data has been carried out. Adversity to Advocacy provided comprehensive national insight to
the issues of concern to mental health carers. The MHCA will publish an ongoing survey as part of its commitment
to the voice of mental health carers. The ongoing project will provide the opportunity for carers to assess whether
their lives are improving, the extent of that improvement, as well as the quality and availability of services available to
assist them and the person they care for.

The completed survey and report provides comment and direction on carer as well as consumer services and care
to assist policy development, service providers, educational institutions and training managers.

The Mental Health Survey Report 2010 is the benchmark for recording the lives of mental health carers, against
which each successive MHCA report will be measured.

4. Method

The 2010 survey contained 50 questions developed both in response to the 15 major carer concerns identified in
Aadversity to Advocacy and to reflect the direction and content of discussion at the 116 CEP workshops. Forty-three
of the questions were analysed using statistical methods, while the remaining seven asked for comments to provide
respondents an opportunity to express additional information.

The MHCA distributed surveys to mental health carers in either hard copy or by email depending on their preference.
To encourage participation MHCA posted email and website advertisements throughout the relevant sector groups.
The MHCA also created an advertising flyer, which it distributed to all of its own members, consumer and carer
contacts, as well as to all other interested individuals and organisations. The survey was open to participants for six
weeks.

13

Mental Health Carers Report 2010 @



5. Access to specific populations

Over 1,500 mental health carers attended the CEP workshops. 756 carers completed the 2010 survey. Owing to the
survey format, only mental health carers with sufficient written English skills were able to respond to either the paper
or Internet-based survey.

Both Indigenous workers and the local coordinators who assisted in the CEP workshops agreed that the only way to
access the rural Indigenous community experiences was to revisit the communities annually.

(The survey) will be an incomplete picture of Indigenous carers’ experiences.®

A small number of surveys were received from mental health carers who identified as culturally and linguistically
diverse (CALD) or Aboriginal and Torres Strait Islander. This report identifies the need to conduct more targeted work
with marginalised groups to gain a better insight into their specific issues.

The survey specifically targeted adults aged 18 years or older. Young carers were excluded from this survey.

0. Survey results

Mental health carers from each state and territory responded to the survey. When these are compared with
Australian population data from 2006, it becomes apparent there are similarities between the percentage of mental
health carers who responded and the percentage of population in each state and territory, with higher response
rates from Tasmania, Northern Territory and the Australian Capital Territory.

State Survey Sample 2006 Australian Population*

Y% %
ACT 3.0 1.6
NSW 31.0 33.1
NT 35 1.0
QLD 18.8 19.7
SA 7.4 7.5
TAS 50 2.4
VIC 22.7 24.7
WA 8.7 10.0

Table 1 Distribution of survey respondents by state compared to population distribution of Australia

(2006 Census population)*

To determine the location of respondents, the MHCA used the Accessibility-Remoteness Index of Australia Plus
(ARIA+) scores which are a standard Australian Bureau of Statistics (ABS) measure of remoteness® to define

location. The ARIA map reproduced below is useful in clarifying the relevant classifications which are: major city, inner
regional, outer regional, remote or very remote. A ‘rural’ classification does not exist in that index.

3  Ibid., p. 83.
4 Australian Bureau of Statistics, ‘Australian Demographic Statistics’, December Quarter 2007 (cat. no. 3101.0).
5 Australian Government, Accessibility-Remoteness Index of Australia Plus (ARIA+).



Map of Australia illustrating the 2006 remoteness structure
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While the classification system is important in both standardising data and understanding its implications
systematically, some mental health carers living in outer areas or even inner regional areas may consider
themselves to be living in rural locations or within the ABS remote classification.

Utilisation of the ARIA classification system reveals that less than half of the mental health carers who
responded to the survey lived in major cities, with the majority (52.8%) living in inner and outer regional areas.
Australia’s vast remote and very remote locations are home to 2.1% of mental health carers who responded
to the survey.

Of the 756 total nationwide mental health carer respondents, 615 were female and 139 were male. The
youngest respondent was 17 years old (despite the survey being for participants aged at least 18 years) and the
oldest was 90, with the mean age being 58. The majority (66.1%) of respondents were over 55 years of age.

English was the main language spoken at home by the majority of mental health carers (95.5%), although a
small number of CALD representatives whose main language is not English participated.

A small percentage of respondents (2.3%) identified as being Aboriginal or Torres Strait Islander which is
consistent with ABS figures that the national resident Indigenous population in 2006 was 2.5% of the national
total.t

15
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The annual household income of mental health carers varied considerably with 12.6% of carer households
earning less than $20,000 annually and 59.4% of households earning less than $60,000. Only 8.9% of
households had an income in excess of $100,000 per annum. The median income was $35,000 per
household. This compares poorly with the median annual Australian household earnings which reached
$66,890 in 2007/2008.”

Ninety-two of 340 mental health carers indicated that they spend $100-$200 fortnightly to support the person they
care for. It is important to note that 61.4% of mental health carers reported that the consumer had lived with them
during the previous 12 months, while only 21.4% indicated that the consumer was living independently. This does
not include the remaining consumers living in other situations such as with ‘other family’ (7.7%) in supported living
(9.9%), in an acute care facility/hospital (11.8%), or other accommodation types.

The majority of mental health carers responding to the survey cared for one person, but 20.8% of mental health
carers cared for more than one consumer. Sixty percent of consumers were either an adult son or daughter of the
carer and 18.4% were partners.

Thirty-one percent of mental health carers reported having been mental health carers for between 11 and 20 years.
The median length of time reported caring for a consumer was 10 years with the maximum being 54 years.

Mental health carers reported that most consumers they cared for (64.5%) have more than one disorder, condition
or disability and of that group, 40% had a comorbid drug and/or alcohol disorder.

The following table indicates the spread of disorder or ilnesses that are comorbid with mental iiness.

Disorder, condition or disability reg:;?‘zz:‘:’;

Drug and Alcohol issues 187 40.0
Intellectual disability 78 16.7
Acquired brain injury 34 7.3
Physical disability 94 20.1
Eating disorder 63 135
Diabetes 71 15.2
Other 103 221

Table 2 What is the nature of the consumer’s disorder, condition or disability where more

than one exists?

Over 100 mental health carers provided additional comments on this topic, revealing a wide range of
conditions and ilnesses that are comorbid with mental illness.

While attending the CEP workshops in 2008 and 2009, mental health carers said that they felt isolated and
lonely. This was supported by the survey results as 58% of respondents said that they ‘always’ or ‘often’ felt
alone, with only 14% indicating that they had ‘never’ or ‘rarely’ felt alone. When examining this question in
terms of location, one third of mental health carers living in remote and very remote areas indicated that they
‘never’ or ‘rarely’ felt alone. This result may be distorted because of the small sample size of mental health
carer respondents from such locations or could be a reflection of the strong sense of community within those
locations.

7 Australian Bureau of Statistics 2009, Household Income and Income Distribution, Australia 2007-08 (6523.0), ABS, Canberra.



From the data collected, the following picture can be drawn of a typical mental health carer. Many carers
are ageing and have been carers for a long time. They often care for adult sons and daughters who most
often live with them in the family home, possibly for many years. Mental health carers feel alone and isolated
and frequently experience the complex issues of living with a consumer who has other health conditions in
addition to mental ilness.

Many mental health carers indicated a fear of the future, given the long-term nature of mental ilness
compounded by their increasing age and ability to care. Many mental health carers are concerned about
what will happen to the person they care for after the carer has died.

The issues of concern are complex and involve the consumer and mental health carer’s desire that the
consumer have lifelong access to safe and appropriate accommodation, companionship, as well as mental
health and community services. Mental health carers fear these services and provisions do not exist in the
quantity or quality needed at present and when they are no longer able to advocate and facilitate a path on
behalf of the consumer, no service or individual will be there to assist. The possibility that there may be a lack
of support for consumers after the carer has died is a persistent cause of serious anxiety for many mental
health carers.

Carer comments

Well thank you for this questionnaire. | hope something positive comes of it for those in need even
greater than our own. Just filling it all in is very wearing. As parents we are 80 and 76 and are
apprehensive about our son’s future when we aren’t here.

The on-call 24 hour care my husband and | give to our son will be hard to replace. As we get older
and less able to care for our son, what quality services are available to replace what we do? His
brother and sister help to a limited extent, but will not be willing/able to take on what we are doing.

Our middlle aged son lives with his ageing and sometimes frail parents (one with Parkinson’s disease)
as he has no life skills, independence or confidence to live anywhere else. His mental illness prohibits
him from living with others and there are not any other appropriate housing choices. Issue: what
happens when his parents die and he can’t fend for himself? What services are available then, other
than aged care for a non-aged care person or public housing which would not help or support his
condition?

As | am the only person my daughter has, my very deep concern is what is going to happen to her
when | can’t care for her anymore, when | am not around anymore. There is no one close to her, no
one who cares about her. The way things are, she will be totally isolated, especially since her illness
has made her paranoid and not accepting of strangers.

17
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Priority Issue 1 — Listen to and respect carers

At nearly all the 2008 and 2009 CEP workshops, carers identified the following main issues
they faced: the lack of respect others had for their caring role; and the unwillingness of
clinicians, mental health professionals as well as many people generally to listen to and act on
their knowledge of the individuals they care for. Carers indicated that they would like greater
recognition for their role and their expertise; to be included in treatment planning; and to work
in partnership with mental health service providers and the consumer through open and honest
dialogue.?

When asked about how much professionals listen to carer concerns the results of the survey were varied
with 42% of mental health carers reporting that psychiatrists ‘mostly’ or ‘always’ listened to them regarding
the health and welfare of the person they care for. Fifty-six percent of mental health carers reported that GPs
‘mostly’ or ‘always’ listened.

Carers viewed GPs as gatekeegpers to accessing assistance in the first instance of mental iliness. They
also considered GPs to be the first in a line of professionals unwilling or unable to work in partnership
with both consumers and carers for better outcomes and wellbeing of consumers.®

Conversely, 17.5% of mental health carers reported that psychiatrists ‘never’ or ‘rarely’ listened and another
12.1% indicated that GPs ‘never’ or ‘rarely’ listened.

A large number of respondents indicated that psychologists, mental health nurses and community workers
were not applicable in relation to this question. Perhaps this is because mental health carers have had little or
no access to these groups, hence the lack of mental health carers’ involvement. It could also be the case that
consumers similarly have little access to this group. Also of interest was the great variation in the percentage
of carers feeling listened to depending on the jurisdiction they lived in.

Always Mostly | Sometimes | Rarely Never Not
listens listens listens | listens | listens | applicable ber o
% % % % % % SR

Psychiatrist 20.7 21.3 15.9 9.1 8.4 24.7 668

Psychologist 16.1 12.2 85 5.6 5.8 51.9 590

GP 33.0 23.3 14.7 7.1 5.0 16.9 679

Mental Health Nurse 15.7 19.6 12.2 5.6 45 425 624

Community Worker 22.2 21.8 123 4.4 4.0 35.3 643
Table 3 How much do people listen to your concerns about the consumer?

When asked to what degree mental health professionals had made them feel part of the caring team, 39.8%
of mental health carers indicated that they ‘mostly’ or ‘always’ felt included, while a similar number of mental
health carers (34.5%) ‘never’ or ‘rarely’ felt part of the caring team. This highlights the inconsistency with
which mental health carers are included in consumer care.

8 MHCA 20093, op. cit., p. 21.
9 Ibid., p. 23.



Carer comments

We have been very impressed by the inclusion of us as carers by the team in an inpatient rehabilitation
unit our son spent several months in. Prior to that his psychiatrist and community team seemed to
ignore our pleas for help for our son.

For years, this service practised a carer exclusion ethic. There needs to be better trained staff and
more consistency within this service and definitely more accountability. Many of the psychiatrists at
the Unit seem to perform selectively and are answerable to no one.

The fact that they did not take seriously my concerns, especially following a suicide attempt by my
son, resulted in him successfully taking his life soon after being discharged.

I never am involved with the caring team. | just pick up the pieces when things go wrong.

Priority Issue 2 - Integrated recovery-based care
for the consumer

Carers attending the 2008 and 2009 CEP workshops strongly supported recovery-based care in the
community for those they care for. They also considered that such care was currently supported
insufficiently, and thus wanted to see improvements across a range of areas related to recovery. In
this context, recovery does not necessarily refer to the absence of a mental iliness or its symptoms,
but rather to engagement with community and living as well as possible.™

Mental health carers were presented with a number of recovery-based care options and asked to indicate which
had been available to them during the previous 12 months (Table 4).

It was clear that some mental health carers knew about the availability of Personal Helpers and Mentor (PHaMS)
(44.1%); supported employment/training (32%) and day programs (33.6%). Interestingly, just as many; if not more,
indicated that these same sources were unavailable or they did not know about them. Clearly, much more work is
needed to raise awareness about the services available to mental health carers in their own area.

Most respondents thought the following were either unavailable or did not know of their availability: clubhouse
(77.6%), living skills (70.8%), supported employment/training (68.1%), peer support workers (79.2%), and PHaMS
workers (55.9%).

% % %

respondents

[o)

Club House 224 415 36.1 562
Living Skills 29.3 36.8 340 574
Supported Employment / training 32.0 375 30.6 579
Personal helpers and mentors

(PHaMS workers) / support worker 441 9.7 26.2 603
Peer support workers 20.8 40.5 38.7 538
Day program 33.6 329 33.6 575
Other 231 26.0 50.9 411

Table 4 Were any of the following recovery-based care options available to the consumer

during the last 12 months?

10 Ibid., p. 25.

Mental Health Carers Report 2010 @

19



20

Not surprisingly, 77% of mental health carers indicated that they were responsible for organising the majority
of care for the person they care for. The medical worker, social worker or case manager organised 10.6% of
care with community workers arranging slightly more at 13.9%.

Number of
respondents %
Medical worker 80 10.6
Community worker 105 13.9
Me or a close family member 582 77.0
Other 124 16.4
Total 756
Table 5 Who organised the majority of the non-medical care for the consumer in the last 12
months?
Carer comments

Mental health carers provided a significant number of comments on the lack of collaboration within
the mediical system, other health areas, and the community service area. Many felt a distinct lack of
cooperation between different service providers in relating with each other, but also between service
providers and themselves as a coordinator of consumer care. Mental health carers often step into

the breach and organise, coordinate or provide recovery-based services for the consumer. Without
mental health carers, intervention services delivered to the consumer would be ad hoc, uncoordinated
or, at worst, would not exist.

The level of commitment by operators of services is mostly very good to excellent. However, we
have identified a serious issue with communication, continuity of care and record keeping. Lack

of coordination between all levels of mental health workers and associated workers needs to be
improved to maintain a better level of safe care for the consumer. This places an unnecessary burden
and level of stress onto the primary carer and consumer.

We desperately need more mental health professionals in the community, not more beds. We have
enough beds, but resources and staffing levels are very low in community health centres with staff
carrying overwhelming burdens. Why is there no new money for the community? When are we going
to stop building new beds and instead focus on the 80% of people with a mental illness who live in
the community?

All the services are in place for my son and | work hard to keep (them). However whenever | go away
for a week, things break down quickly. This is because | am still the central carer.

I am a Personal Helper and Mentor and therefore am involved in the Care Coordination program.
There is a big improvement in service provision alreadly, but will improve a lot more if time is spent
promoting the program to other services.

Discharge plan was discussed in hospital, but there has been little follow up by the care team i.e.
case manager re moving on within the parameters of goals, work etc. Our son would benefit from
encouragement to do voluntary or paid work, but his case manager is only interested in regular
medication.

We have established a small but reliable informal network of five family members. The treating team
does not include or communicate with any of us. | have met the psychiatrist once. We get to pick up
the pieces when the wheels fall off basically.



Priority Issue 3 - More and better trained staff at all
levels

At almost all of the 2008 and 2009 CEP workshops, carers identified the need for more and better
trained staff across the mental health service system. They saw low levels, high turnover and
reduced quality of staff as significant impediments to obtaining adequate care for those they care
for."

Survey results and discussion of findings are under Priority Issue 5 — Carer and consumer education for all
professional groups and agencies.

Priority Issue 4 — Knowledge and information for
carers

A theme raised by carers at almost every 2008 and 2009 CEP workshop was the difficulty that
they experienced in accessing information and acquiring knowledge required to successfully fulfil
their caring role. This included information about ‘how to’ care as well as information on what
services are available for carers and those they care for.'?

During the last 12 months there appears to have been an improvement in access to information and
knowledge for mental health carers. Eleven percent of mental health carers reported that information and
knowledge has ‘always’ been available, with 33.4% indicating that that has ‘mostly’ been the case. Thirty
percent of mental health carers reported it had ‘sometimes’ been available with the remaining 26.2% saying
information was ‘never’ or ‘rarely’ available. This seems to be an improvement for mental health carers over
what was previously reported at the CEP workshops, and in Adversity to Advocacy'®

Number of
respondents %

Always 78 10.9
Mostly 239 33.4
Sometimes 211 29.5
Rarely 127 17.7
Never 61 8.5
Total 716

Table 6 During the past 12 months has the information you needed to help you care for the

consumer been easily available?

The ACT reported the largest number of mental health carers (57.2%) stating that information was ‘rarely’
or ‘never’ available. This was in contrast to NT mental health carers, with only 27.3% responding in a similar
manner.

21
11 Ibid., p. 29.
12 lbid., p. 32.
13 Ibid.

Mental Health Carers Report 2010 '@



22

% % % % % =Sponde

ACT 4.8 9.5 28.6 38.1 19.1 21
NSW 13.8 40.6 21.7 18.0 6.0 217
NT 18.2 18.2 36.4 4.6 22.7 22
QLD 116 26.8 341 18.8 8.7 138
SA 14.6 25.0 29.2 20.8 10.4 48
TAS 59 324 35.3 11.8 14.7 34
VIC 55 34.8 35.4 15.9 85 164
WA 145 41.9 22.6 19.4 1.6 62

Table 7 During the past 12 months has the information you needed to help you care for the

consumer been readily available, distribution by state

Mental health carers were asked whether the information needed to care for the consumer had been offered

at the right time during the previous 12 months. Thirty four percent of mental health carers stated that

information had ‘mostly’ or ‘always’ been offered at the right time, while 37.8% of mental health carers said it

had ‘never’ or ‘rarely’ been offered at the right time.

% % % % % =sponde

ACT 0.0 19.1 19.1 47.6 14.3 21
NSW 10.5 30.1 30.6 20.6 8.2 219
NT 4.6 27.3 18.2 27.3 22.7 22
QLD 8.8 25.7 33.1 191 13.2 136
SA 104 25.0 31.3 20.8 125 48
TAS 5.6 25.0 30.6 194 194 36
VIC 6.7 30.3 30.3 18.8 13.9 165
WA 11.5 39.3 24.6 18.0 6.6 61

Table 8 During the last 12 months has the information you needed to help you care for the

consumer been offered at the right time, distribution by state

When carers were asked where they sourced information to help care for the consumer, a large proportion of
respondents indicated GPs (45.5%), carer services (44.8%), the Internet (36.6%) and psychiatrists (35.7%).
‘Other’ was an option when answering the question and a frequent response within that category was ‘own’
or ‘family research’.




Number of
respondents %

Psychiatrist 270 35.7
Psychologist 154 20.4
GP 344 455
Mental health nurse 211 27.9
Community worker 211 27.9
Bilingual worker 6 0.8
Aboriginal worker 7 0.9
Drug and alcohol worker 35 4.6
Pharmacist 132 17.5
Internet 277 36.6
Carer services 339 44.8
Centrelink 137 18.1
Housing 37 4.9
Triage/helplines 54 71
Police 58 7.7
Social worker 94 12.4
Counsellor 120 15.9
Other 219 29.0
Total 756
Table 9 During the last 12 months where have you sourced information to help you care for
the consumer
Carer comments

We are not skilled in dealing with mental illness and we are often at a loss about how to behave
effectively, how to help and how to cope when we are worn down by the never- ending nature of the
illness.

At times, | don’t know what questions to ask.

Carers feel helpless and fearful when faced with psychosis with no information from the acute care
staff on how they should be dealing with this and absolutely no information from anyone on how to
look after the consumer after discharge.

23
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Priority Issue 5 - Carer and consumer education
for all professional groups and agencies

Carers attending the CEP workshops recommended consumer and carer education for a broad
range of clinicians and professional groups to address their lack of understanding of mental
iliness and the role of carers.™

When asked how well carer and consumer issues are understood by professionals, the responses were
varied. Twenty-five percent of respondents indicated psychiatrists understood their issues ‘well’ to ‘very
well’, with another 32.2% providing GPs with the same rating. In contrast, 39.4% of respondents indicated
psychiatrists understood their issues ‘not at all’ or ‘a little’, compared to 33.2% of GPs. This indicates that
mental health carers across the board have quite mixed experiences with service providers.

There were a large number of ‘don’t know’ responses for some professional groups. This was expected to
be the case in some categories because not every mental health carer has access to all the professionals on
the list. The ‘don’t know’ section may produce information about the mental health carers’ lack of access to
that group in terms of information or support. For example, many communities have a pharmacist who is in a
good position to help the carer understand the side effects of medication, yet 30.5% answered ‘don’t know’,
possibly because of lack of access to this group. Of the remaining 60% of respondents who did access

a pharmacist, 25.1% reported that the pharmacist understood ‘not at all well’ or ‘only a little’ of carer and
consumer issues.

Aadversity to Advocacy reported that Centrelink staff lack understanding when dealing with mental health
carer and consumer issues. Of the 63% of mental health carers who responded to the relevant survey
question, 44.6% said that Centrelink staff ‘understood a little’ or ‘not at all’ the issues facing consumers and
mental health carers. Carers also held similar views of housing officials.

Other notable replies relate to the response of school staff. Only 31% of mental health carers responded to
this question, with 23.2% of the response group reporting that school staff understand ‘not at all well’ or ‘a
little’ about the issues facing consumers and mental health carers.

Prison staff and court officials also scored poorly on their levels of understanding.

Police are often the only emergency response to an acute and/or urgent situation involving mental illness,
thus one would expect mental health carers would have significant contact with them. Of the 494 mental
health carers who responded to this question, 34.1% said police understood ‘not at all’ or ’a little’ of the
issues of consumers and mental health carers, while 44.9% did not know. Fewer mental health carers in NT
(28.6%) and WA (35.7%) responded ‘don’t know’ to the question of how well consumer and mental health
carers issues were understood by the police. A possible explanation is the NT and WA have extensive remote
and very remote areas and carers in remote areas do not have the option of calling for assistance from
anyone other than the police.

The responses by state and territory were quite varied, both within, and between jurisdictions, however
caution should be exercised when interpreting these figures given the mostly low response rates in the less
populated jurisdictions. The ACT response varied, but of the 52.6% of respondents, 21% reported that the
police understood ‘very well’ or ‘extremely well’ mental health carer and consumer issues. In Queensland the
scores of understanding ‘very well’ and ‘extremely well’ reached 11.2%, higher than most of the other states.
The scores for police understanding carer and consumer issues were low overall, under 10% in NSW, NT,
SA, TAS and WA.

14 Ibid., p. 36.



Extremely Not at all
well Very well well
% % % % % % e

ACT 10.5 10.5 0.0 211 10.5 47.4 19
NSW 2.1 7.6 11.8 16.0 18.1 44.4 144
NT 0.0 71 14.3 14.3 35.7 28.6 14
QLD 6.1 5.1 6.1 21.2 16.2 46.5 99
SA 29 5.9 11.8 26.5 8.8 441 34
TAS 0.0 0.0 15.0 10.0 15.0 60.0 20
VIC 0.8 9.8 9.8 14.8 12.3 52.5 122
WA 0.0 4.8 26.2 14.3 191 35.7 42

Table 10 How well do you think carer and consumer issues are understood by police,
distribution by state

The responses regarding social workers and counsellors was similar, with 20% of mental health carers indicating
that employees in those fields understood carer and consumer issues ‘not at all well’ or ‘only a little’.

Of those respondents who indicated that they had accessed triage/helplines when the consumers they cared
for were acutely unwell, over half rated the understanding of consumer and mental health carer issues by
those providing the emergency response as ‘not at all well’ or only a ‘little’.

Carer services were loosely defined as support groups, information and support and did not refer to any
particular service provider or model. Of the 81% of mental health carers who responded, over 51% stated
that carer services understood consumer and carer issues ‘very well’ or ‘extremely well’ with a further 17%
understanding them ‘quite well’.

Extremely Very Not at all
well well well Oer o
% % % % % %

Psychiatrist 8.7 15.8 24.6 19.4 20.0 115 670
Psychologist 59 155 19.9 17.0 12.8 29.0 594
GP 12.0 20.2 271 21.3 1.9 7.5 682
Mental health nurse 9.0 19.7 22.0 13.8 9.5 26.0 600
Community worker 10.7 18.1 18.4 13.9 8.4 30.5 570
Bilingual worker 1.4 1.7 1.9 1.7 2.6 90.8 423
Aboriginal worker 0.5 2.1 2.6 1.0 2.1 91.7 422
\[A)/;L;Ee?”d alcohol 33 59 115 48 5.2 69.4 461
Pharmacist 9.5 15.2 19.6 17.4 7.7 305 545
Carer services 257 257 16.9 8.5 4.3 19.0 611
School staff 0.7 25 4.5 10.9 12.3 69.2 448
Housing officials 1.1 3.4 6.1 8.5 154 65.5 476
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% % % % % % e
Triage/helplines 45 7.3 11.5 14.9 12.2 49.7 469
Centrelink staff 4.2 6.4 17.4 20.8 23.8 27.4 547
Prison staff 0.0 0.7 21 3.9 7.8 85.6 436
Court officials 1.1 2.0 6.2 8.1 121 70.6 455
Police 28 7.2 11.4 17.0 15.6 46.1 501
Social worker 7.8 12.3 17.6 12.5 7.2 42.5 511
Counsellor 7.4 16.1 16.5 13.0 5.6 42.4 502

Table 11 How well do you think carer and consumer issues are understood by the following
professionals?

Carer comments

The support provided to me in a rural area is poor. Our case manager is spread too thin and wanted
to help more, but couldn’t because of the workload. We have had to use a private psychiatrist.
Fortunately, we can afford it and have private health cover. | feel sorry for those who don'’t...

After many years trying to get treatment the person | care for was put on a fortnightly injection. Was
doing well on it for 2 years, we asked to work with the new doctor, but she ignored our requests and
took him off medication and didn’t follow up. He was off medication, not under anyone’s care and is
psychotic again. All we can do is wait for him to deteriorate to a point where he has to be scheduled
again. What a waste of resources, time and his life and dignity.

| think that the Mental Health Crisis Team in our state should be peopled by staff who are interested
in working with consumers with a mental health problem. | include hospital emergency staff in that
category. Too often, they are dismissive of patients who are in acute need.

| can’t speak too highly of the psychiatric and nursing staff at my local hospital.

Priority Issue 6 - Support systems, services and
processes established for carers

Carers attending the CEP workshops in 2008 and 2009 said that they wanted to see more carer
services and supports as well as improvements in existing services so that they reflect their
requirements. They identified gaps in existing service provision, as well as barriers in accessing
existing services and supports. Carers also wanted to see the implementation of services and
supports that recognised the value of their work and their needs in undertaking the caring role.'®

During the CEP workshops, a number of services and support systems were identified. One purpose of the
survey was to establish whether access to and quality of the identified services changed over time (Table 12
and 13).

Only 8.5% of respondents indicated they ‘did not know’ of carer support groups or felt they were ‘not
required’. Sixty-six percent of respondents indicated carer support groups were ‘mostly’ or ‘always’ available.
This is a much higher figure than those determined for other services. For example, carer counselling (40.6%)

15 Ibid., p. 39.



or carer respite (28.8%) being either ‘mostly’ or ‘always’ available. Twenty-six percent of mental health carers
reported carer counselling was ‘rarely’, ‘never’ or ‘not available’ in their area. They also indicated that carer
respite was ‘rarely’, ‘never’ or ‘not available’ in their area (28.4%).

The availability of services to help consumers followed a similar pattern. Pharmaceutical drug information
was ‘mostly’ or ‘always’ available (50%), Internet-based services ‘mostly’ or ‘always’ available (41.9%) and
information to help the consumer ‘mostly’ or ‘always’ available (35.2%).

Not Don’t
available | know/ not
Always | Mostly Rarely in my area required

% % % pond
Carer support
groups 47.8 18.3 11.5 4.2 6.9 2.9 8.5 696
Carer counselling 26.1 14.5 17.8 8.6 14.0 3.1 15.9 648
Carer respite 17.4 114 15.7 8.2 16.5 3.7 27.0 648
Pharmaceutical
drug information 28.7 21.3 16.4 7.2 7.5 1.1 17.8 628
Information on
how to help the
consumer 15.8 19.4 26.8 15.2 1.6 1.9 9.3 645
Internet based
services 254 16.5 15.3 4.7 6.4 1.2 30.5 594
Table 12 Have the following services been available to you over the last 12 months
When asked about the quality of carer support services, 78.6% of mental health carers indicated they utilised
carer support groups with 61.2% finding them ‘good’ or ‘excellent’. Two thirds of mental health carers used
carer counselling and of that number, 39.1% found the service to have been ‘good’ or ‘excellent’. Forty-eight
percent of mental health carers reported they had not utilised carer respite or that it was unavailable. Of the
52.4% of mental health carers who had used carer respite, 28% reported it was ‘good’ or ‘excellent’.
I haven’t
Very Not used
Average poor | available them
% % % % % % espond
Carer support
groups 36.2 25.0 9.1 35 2.6 2.2 214 683
Carer counselling 18.2 20.9 12.4 53 6.4 52 31.6 637
Carer respite 14.0 14.0 111 5.9 7.3 5.9 1.7 641
Pharmaceutical
drug information 15.6 30.8 17.7 4.7 5.6 1.8 23.9 623
Information on
how to help the
consumer 8.2 254 222 12.9 13.3 3.1 14.9 645
Internet based
services 11.9 23.3 19.1 4.4 24 1.7 37.3 596

Table 13 Please comment on the quality of the services available to you over the last 12 months
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Carer respite services, when compared to carer support groups and carer counselling, did not score highly in
terms of either service availability or quality.

Carer respite was found to be the least used and rated either ‘not known’ or ‘not required’ (42.9%) in the
ACT, while the states and territories which used the services most were NT and WA. Respite care was
‘mostly’ or ‘always’ available in WA (42.6%) and VIC (32.6%). TAS (12.9%) and QLD (18.1%) scored least
well on respite care being ‘mostly’ or ‘always’ available.

% % % % % % % espo .

ACT 14.3 4.8 0.0 14.3 23.8 0.0 42.9 21
NSW 17.9 12.8 16.8 8.2 14.8 51 24.5 196
NT 27.3 18.2 4.6 4.6 18.2 9.1 18.2 22
QLD 7.9 10.2 15.0 11.0 19.7 3.9 323 127
SA 19.6 10.9 10.9 10.9 10.9 2.2 34.8 46
TAS 3.2 9.7 22.6 9.7 22.6 0.0 323 31
VIC 20.8 11.8 18.1 6.3 16.0 2.1 25.0 144
WA 33.3 9.3 14.8 37 14.8 5.6 18.5 54

Table 14 Have respite services been available to you over the last 12 months, distribution by

state

The number of mental health carers who had used respite care and responded to the question varied

considerably from state to state with 32.1% of respondents from NSW and 38.1% from WA reporting respite

services were ‘good’ or ‘excellent’. This compared to only 19.1% of QLD respondents. It is difficult to report

on the other jurisdictions owing to their low response rates to this question.

A more detailed question on carer respite is outlines in Priority Issue 12 - Flexible respite options for carers.

000 A 0 PO0O POO avalla u.- ed
% Y% % % % Y% % espo ‘- .

ACT 0.0 46 46 4.6 18.2 4.6 63.6 22
NSW 15.0 171 134 6.4 7.0 4.8 36.4 187
NT 20.0 20.0 0.0 15.0 0.0 15.0 30.0 20
QLD 10.3 8.7 9.5 7.1 7.1 6.4 50.8 126
SA 13.3 111 8.9 6.7 1.1 111 37.8 45
TAS 6.9 20.7 10.3 0.0 6.9 6.9 48.3 29
VIC 14.1 15.4 1.4 4.7 6.7 5.4 423 149
WA 27.3 10.9 10.9 3.6 7.3 3.6 36.4 55

Table 15 Quality of respite care services available over the last 12 months, distribution by state




Carer comments

Imagine how much more effective our support could have been if we had been provided relevant
information and education through this journey. Imagine how much less stress there would have been
for our family and specifically us as parents. Imagine the benefits to our son in potentially reducing the
length of time this journey is taking.

The Carer Assist program has been of huge support and information that has made my role a whole
lot more effective, enabled me to better understand my son’s plight in a non-judgemental way, and
thus be better equipped to manage what | am able to do to assist him.

I have had no success in accessing carer support services, in particular, carers counselling. After
making enquiries at one service, | was referred to another, who referred me back to the first service. If
it is this difficult for a carer to access support, | can only imagine how difficult it is for the consumer!

I work full-time and am unable to access the excellent carer support organisation in my community.
This leaves me feeling incredibly isolated as I’'m sure other workers face common issues. Rural living
compounds this access Issue.

One problem with carers support is that it is not for very long. Funding or the lack of it is often the
problem.

Priority Issue 7 - Acute care should be therapeutic
and accessible

Ideally, acute or crisis situations can be avoided through early intervention when symptoms
first become apparent. As discussed in Adversity to Advocacy, carers reported great difficulty
in accessing early intervention, increasing the likelihood that acute situations will occur. Carers
attending the CEP workshops said that there should be significant improvements in the quality
and accessibility of acute care during crises for those they care for.®

The survey question relating to acute care asked about the availability of services if the consumer had been
extremely unwell during the previous 12 months. The list of services and items defined at the CEP workshops
as being of significance to mental health carers in the delivery of adequate acute care for consumers
included:

24 hour emergency outreach team.

Quick response from outreach team.

Consumer activity encouraged and available in acute service.
No early discharge.

Discharge plan discussed with carer before discharge, information and assistance offered to carer by
acute medical staff.

24 hour emergency telephone line.
Assistance with language and translation.

Detox services, case worker access when needed and information as to where the consumer has been
taken offered within 12 hours.
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Most respondents reported they ‘did not know’ if the services listed above were available when the person
they cared for was extremely unwell during the previous 12 months. Most respondents (31.8%) reported no
acute services were accessed when the consumer was extremely unwell.

In general terms the highest percentage of responses was scored in the ‘never’ or ‘rarely’ available section
(27.9%).

The highest positive score was achieved for the availability of a 24 hour emergency telephone number with
36.7% or respondents finding it ‘mostly’ or ‘always’ available.

Twenty-eight percent of respondents stated they were unaware of the 24 hour emergency outreach team and a
further 33.3% stated it was ‘never’ or ‘rarely’ available. Thirty-six percent of mental health carers indicated they
did not know whether or not consumer activity was encouraged or available in the acute service with a further
40.4% of mental health carers stating consumer activity in the acute service was ‘never’ or ‘rarely’ available.

Results for both the discharge plan being discussed with carers and information offered by acute medical staff
to assist the carer were similar with 38.7% and 41.9% of respondents choosing ‘rarely’ or ‘never’ for these
categories respectively. A further 29.4% and 25.2% respectively stated that these services were not known to
them.

% % % % % % esponde

24 hour emergency

outreach team 12.6 14.6 114 9.0 24.3 28.2 412

Quick response from 24

outreach team 9.5 145 12.3 10.0 25.6 28.1 399

Consumer activity

encouraged and

available in acute service 5.6 13.5 10.6 14.6 20.4 355 378

No early discharge 7.8 9.8 11.2 8.1 16.5 46.7 358

Discharge plan

discussed with carer

before discharge 10.1 99 12.0 9.1 29.6 29.4 385

Information and

assistance offered to

carer by acute medical

staff 8.5 13.6 10.8 13.9 28.0 25.2 389

24 hour emergency

telephone line 257 11.0 7.9 3.9 17.3 341 381

Assistance with

language and translation 1.6 1.6 0.6 1.0 8.0 87.1 311

Detox services 1.3 2.8 4.1 2.8 135 75.6 319

Case worker accessible

when needed 9.0 15.2 17.5 15.5 18.2 24.7 401

Information as to where

the consumer had been

taken offered within 12

hours 194 115 6.5 4.8 12.6 45.2 356
Table16 When the consumer was extremely unwell during the last 12 months were the

following services available?



When asked about the benefit of acute services to the consumer’s health during the preceding 12 months,
31.8% of mental health carer respondents stated they had not utilised these services, whilst 34% indicated
that such services were ‘mostly’ or ‘always’ beneficial. Sixteen percent of mental health carers said acute
services were ‘never’ or ‘rarely’ beneficial to the consumer’s health.

Number of
respondents %

Always 59 11.1
Mostly 122 22.9
Sometimes 97 18.2
Rarely 49 9.2
Never 36 6.8
No acute services were accessed 169 31.8
Total 532

Table 17 Were the acute services beneficial to the consumer’s health during the last 12
months?

Mental health carers were asked to indicate the distance travelled to access specialised mental health
services for the consumer. Most respondents (62.6%) replied that they travelled less than 20km for that
purpose, although 6.9% of carers travelled in excess of 200km.

Carer comments
In our region there are no mental health crisis response teams. We utilise the police.

| did not use local public acute services due to past experiences and detox and rehab services are not
available locally. Transported my son to Sydney, myself, 400km away.

Being in rural Australia where there are limited services means greater turnover of workers. Hundreds
of miles to travel for specialist services. Why are the rules so hard on us to be able to get help with
travel and accommodation and specialist services? Why can’t we get help, and why does it take over
100kms before you can get it?

Mental health workers are available locally, however when in need of acute care it takes too long to
organise a video link to psychiatrist in order to be suitably placed.

Mental health services were only interested if my son was suicidal. There is a very large range of
dysfunction that exists before suicidality that my family have had to live through.

While acute services were beneficial in treating the psychosis i.e. administering medication, the time
and energy exerted to have the person | care for admitted to the unit was a long and exhausting
process. Discharged early due to shortage of beds and limited follow-up on discharge.
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Priority Issue 8 - Stigma, discrimination and
isolation for carers and consumers

Carers at the CEP workshops in 2008 and 2009 identified the extremely negative effects of stigma
and discrimination that resulted from caring for a person with mental iliness. They spoke of
discrimination not only against those they care for, but also against themselves, owing to their
relationship to a person with mental iliness, which is often highly stigmatised.'”

Most respondents to the survey (56.4%) thought stigma and discrimination ‘exist to some extent’ in their local
communities during the previous 12 months. This was similar for all states and locations. However, a further
39.3% reported stigma and discrimination was ‘widespread’. When the results were defined by location the
results were strikingly similar for the major cities, inner and outer regional locations.

% % % esponde
Major cities 395 56.0 4.6 327
Inner Regional 39.9 56.9 3.2 218
Outer Regional 39.4 56.9 3.8 160
Remote/Very Remote 26.7 60.0 13.3 15

Table 18 Extent of stigma and discrimination around mental illness in your local community, by
location

Respondents most commonly reported stigma and discrimination were ‘widespread’ (49.7%) in the wider
Australian community during the previous 12 months. This was similar for most states and locations. A
further 47.8% of mental health carers stated stigma ‘existed to some extent’.

When comparing figures for the local community and the wider Australian community a 10% difference in the
degree of stigma and discrimination was recorded. In the former, 39.3% of mental health carers said stigma
and discrimination was widespread, but for the latter the figure increased to 49.7%. When mental health
carers responded to the proposal that stigma and discrimination ‘existed to some extent’, the figure reported
about the local community was 56.4%, compared to 47.8% for the wider Australian community.

Carer comments

My partner wants to hide his mental ilness from others. This was extremely hard to me. He was very shamed
about his illness.

Living in a private rental sounds good, but, even if he could afford it, no-one wants to rent to a person on a
pension, let alone someone with a mental ilness.

I have not told anyone about dad at work, for fear of being judged as | am a community worker supporting
people that are disengaged and disadvantaged.

Migrants never talk about mental ilness, so that my family suppress their needs, that is the worst situation too.

Funding is needed in rural community education and support so people can feel less isolated and
break down fear and stigma. My daughter is open and honest with people about her condittion and has
subsequently been discriminated against because of this through fear and lack of opportunities.

17 lbid., p. 45.



Priority Issue 9 - Accommodation options for
consumers at all levels of care

Carers at many of the 2008 and 2009 CEP workshops raised the matter of accommodation for

the person they care for as a major concern. This reflects the significance of housing as an issue
for people with mental iliness. Rates of mental iliness in the homeless population are high, and
people with mental iliness may face a range of additional barriers in maintaining stable housing

as explored in detail in the MHCA Home Truths: mental health housing and homelessness in
Australia® report. Many carers who attended the workshops had those they care for living with
them. In some cases this was not an ideal situation for either carer or consumer, but the lack of
other accommodation options meant that accommodation and support provided by the carer was
the only thing keeping the consumer from homelessness.™

The majority (61.4%) of mental health carers reported the person they cared for lived with them during the
previous 12 months and a further 7.7% that the person they care for resided with other family members.

This was similar for all states and locations. During the last 12 months, 21.4% of respondents indicated the
person they cared for was living independently, while a further 11.1% spent time in an acute care facility or

a hospital. Less than one percent of mental health carers reported that the person they cared for had spent
time in a step up/step down facility; around one percent in prison or hostel accommodation; and two percent
in a group home. In the previous 12 months, one percent of mental health carers were unsure where the
consumer lived and 3.3% of mental health carers reported the consumer lived on the street.

Number of
respondents %

With me 464 61.4
With other family 58 7.7
Independently 162 21.4
Supported independent living 75 9.9
Group home 15 2.0
Hostel 11 1.5
On the street 25 3.3
Public unsupported accommodation 40 53
Private unsupported accommodation 49 6.5
Acute care facility/hospital 84 111
Step up/step down facility 6 0.8
Prison 9 1.2
Residential rehabilitation 21 2.8
Unsure 10 1.3
Other 68 9.0
Total 756

Table 19 Where has the consumer lived during the last 12 months?
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19  MHCA 2009a, op.cit.,p. 49.
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A further question was asked to ascertain if mental health carers were aware of alternative accommodation
for consumers in their local area.

Several mental health carers thought that the question could be misleading because although mental health
carers were aware of a variety of accommaodation options in their area the size of the waiting list to access
them was excessively long. Demand for safe and appropriate accommodation for mental health consumers
far exceeded supply.

The majority (44.4%) of respondents were unsure of the accommaodation options available for consumers in
their area during the previous 12 months.

The question had a poor response rate overall. For example, only 25 mental health carers responded to the
option of a step up/step down facility being available in their area, which could indicate a lack of knowledge
of the terminology and/or a paucity of this type of accommmodation. During the CEP workshops, many mental
health carers had not heard of the term or known of a service that offered short-term accommodation for
consumers when they became unwell or after discharge from an acute service. Mental health carers who
knew of step up/step down facilities as well as those who were introduced to the concept at the CEP
workshops considered the service greatly beneficial.

Number of

% | respondents

Supported independent living 14.2 107
Group home 5.7 43
Hostel 4.1 31
Step up/step down facility 3.3 25
Public unsupported accommodation 9.0 68
Private unsupported accommodation 13.6 103
Residential rehabilitation 57 43
Unsure 44.4 336
Total 756

Table 20 Which of the following accommodation options were available in your area during the
last 12 months?

Carer comments

Housing is a huge issue. If | put my daughter out on the street she would get housing, but because | won’t do that
she will probably never be considered needly.

Appropriate accommodation is one of the major issues in our area (rural), we have limited supported and semi-
supported accommodation. Public housing made available to mental health clients, in the main, is not appropriate
in that it is in blocks or small estates that have other residents that leave mental health clients very vulnerable to
exploitation, with little or no monitoring.

There is no available facility between the acute care facilities and re-entering normal society. Is it too difficult for an
unwell person to manage the pressures of living out in society and navigate the services available on their own.




It's a black hole. Most of our concerns are whether our son can live alone (or part of a group house) as he
has slid backwards before in such a setting. The stigma of Centrelink and difficulty in getting independent
accommodation while not having full-time employment means most options collapse, and he remains at home.

My son has Schitzo-Affective Bjpolar Disorder and cannot live independently. Like so many others, if there is no
family to support them, they are homeless (and it is very tough on families).

I have bought this unit to leave in trust for my son when | die as | along with other carers fear for our children
future. The unit is called an Investment property by Centrelink.

Priority Issue 10 - Financial costs to carers

Carers of people with a mental illness may face a range of associated financial burdens, some of
which may be expenses related directly to provision of care itself, such as those for medication,
medical appointments and transportation. Other costs might pertain to the behaviour of those

in their care when that person is unwell and cover such things as damage to property, fines, and
financial commitments. The financial burden on many carers is considerably greater because they
have to give up or reduce paid employment as a result of their caring responsibilities. Research
indicates that one-third of those providing primary care for elderly or disabled people live in
households with incomes falling into the poorest one fifth of households in Australia. A 2006
survey found that 44 percent of carers of those with mental iliness reported that their financial
situation worsened when those they care for experience a relapse. While carer support payments
and allowances are available from Centrelink, carers often report that these are difficult to access
and insufficient.?

Of the 340 respondents who answered the question referring to the amount of money they spent on the
consumer the following information was received. The median amount spent on the person they cared for
fortnightly was $100. Some mental health carers provided independent living accommodation for the person
they cared for at their own expense, by either purchasing or renting. Other mental health carers reported paying
for medication and other essentials. Considering that the majority of mental health carers responding to this
survey care for an adult son or daughter and 61.4% of mental health carers reported that the person they cared
for lived at home, it appears mental health carers are providing substantial financial and other support.

_ Number of respondents %

$0-$24 41 121
$25-$49 29 8.5
$50-$99 77 22.7
$100-$199 92 271
$200-$499 82 241
$500+ 19 5.6
Total 340
Table 21 Median fortnightly costs for the carer for the consumer
20 Ibid., p. 52. 35
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% % % % esponde

Carer payment 42.4 4.7 20.6 32.3 635
Carer allowance 35.7 6.9 35.2 22.2 681
Travel costs to remote hospital 446 0.7 35 51.2 605

Carer accommodation costs to
access remote hospital 44.7 0.5 20 52.8 599

Table 22 Have you applied for any of the following during the last 12 months?

Carer comments

We have had to travel over 700km each way weekly for appropriate and necessary support. | feel for those
who can’t afford to do this.

Our son required specialist psychologist therapy that was not available in our area and we had to travel
180kms for 2 years to access this therapy on a weekly basis, then monthly, all at a significant personal
financial cost to us.

Consumer has had to move to city to access proper care. Carer had to buy unit in city to care for them.
Father has to stay on farm to work.

After receiving a bequest after my father’s death, my husband and | bought a tiny unit for our son which gave
him security and helped his mental state, but it was at considerable financial cost to ourselves. We are now
debarred from getting the age pension for 5 years as the unit we bought for our consumer comes under
gifting rules.

Priority Issue 11 - Physical and mental health of carers

The experience of caring for a person with mental iliness can have major negative health impacts on
carers, especially as carers frequently end up neglecting their own health requirements. The focus

of carers and clinicians is often entirely centred on consumer health, while carer needs are often not
considered. Carers attending the CEP workshops in 2008 and 2009 discussed various negative impacts on
their health arising from their caring role, and suggested a range of strategies?'

Carers were asked in the survey to comment if their mental or physical health had been affected by being a mental
health carer. Nearly half (45.5%) of mental health carers reported their health was ‘slightly worse’ and a further 25.1%
reported their health was ‘much worse’ as a result of being a mental health carer. Thus over 70.6% of mental health
carers reported a deterioration of their health as being a direct result of caring for someone with a mental ilness.

Number of respondents %
My health is much worse 181 25.1
My health is slightly worse 328 45.5
There has been no change to my health 149 20.7
My health is slightly better 39 54
My health is much better 24 3.3
Total 721

Table 23 As a result of being a mental health carer do you consider your physical or mental health
has changed during the last 12 months?

21 lbid., p. 60.



A number of mental health carers reported taking various medications as part of their coping strategy:
sleeping pills 27.8%, anxiety medication 31.9% and antidepressants 37.1%. Most mental health carers paid,
to some extent, for medication, with roughly half having paid full costs and half making subsidised payments.
Less than one percent of mental health carers received free medication.

The coping strategy most accessed by mental health carers was counselling (56.7%). This strategy had the
highest rate of service provided at no cost to the carer (24.6% free). However, 14.4% of mental health carers
reported paying 100% of the costs themselves, with 17.7% indicating that they received a carer subsidised
service.

Of the 37.8% of mental health carers who used massage as a coping strategy, 28.7% paid the full cost, while
5.3% reported receiving a free carer service.

A quarter (25.5%) of mental health carers used the gym/exercise as a coping mechanism, but less than one
percent received it as a free carer service.

Just under half of mental health carers (47.9%) used a holiday as a coping strategy, and while 4.7% received
it as a free service or subsidised cost, a further 43.3% reported paying the full cost themselves.

Thirty seven percent of mental health carers utilised respite/time out as a coping strategy. After counselling,
this was the most utilised free carer service, with 16% accessing this as a free service extended to mental
health carers.

Further information relating to this section is contained in Priority Issue 12 - Flexible respite options for mental
health carers.

Subsidised Free carer
100% of cost cost service
% % % % s

Sleeping pills 16.3 115 0.6 717 547
Anxiety medication 16.0 15.9 0.4 67.8 555
Anti depressants 18.2 18.9 0.7 62.1 565
Counselling 14.4 17.7 24.6 43.3 589
Massage 28.7 3.8 53 62.2 547
Acupuncture 7.4 1.6 0.0 91.0 487
Gym membership 22.0 2.7 0.8 74.5 522
Respite / time out 12.0 9.6 16.0 62.5 544
Holiday 43.3 3.1 1.6 52.1 580
Other 254 1.1 3.7 69.8 378

Table 24 Please indicate which of the following coping strategies or services you have used
during the last 12 months?
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Carer comments

We care around the clock 100% of the time and this can be VERY stressful and exhausting for
everyone. We are glad when he is having a good day. He only feels safe living with us so we look like
being cohabitants for some time to come

The health system does not understand under what stress a carer lives and what it does to the
carer’s health.

It Is the consumer’s situation that causes me the most anxiety. My life would be made easier if | could
see good rehabilitation, training and employment options for the person | care for.

One son has lived with us since he got sick and wherever we go he comes along, not that we mind
as we got used to it, but at times it gets you down.

Priority Issue 12 - Flexible respite options for carers

Various forms of respite are essential in assisting carers continue their caring role, by giving them
a break from responsibilities and a chance to take some time for themselves. The are several
types ranging from emergency respite if carers are unable to care because they themselves

are unwell or they need to assist another family member, to planned respite from a few hours

to several days in length. Respite can also involve assistance with housework or other tasks.
Some providers are flexible and innovative in their provision of creative respite options, such as
massages and other ‘treats’ for the carer, while others operate under very strict guidelines with
respect to eligibility and available services. In some cases the carer and consumer can take
respite together. Research indicates that carers consider respite care to be very important.

While carers who attended the CEP workshops recognised the possibilities and value of respite,
they raised concerns about access and the quality of services when available. Flexibility was a
significant concern for many carers as representatives from certain groups, such as CALD and
young carers, found accessing appropriate respite particularly difficult.??

FaHCSIA provides mental health carer respite on a national basis. The service providers vary from state to
state and within states. The service is not integrated with the PHaMS service for consumers.

Carers were asked in the survey if they used respite services. Over two thirds (69.2%) of mental health carers
reported they required respite services. The remaining carer respondents reported they did not require respite
services. Thirteen percent of mental health carers who did require respite services indicated that they were
‘unaware’ of the availability of such services, or carer respite service were ‘unavailable’ in their area. Six per
cent of carers did not know what respite services are.

A further 17.2% stated the service they needed from respite care was unavailable. Fourteen percent of
mental health carers could not use respite because they felt they could not leave the consumer with a respite
worker.

Of the 25.8% of mental health carers who used respite, 20.6% used it sometimes and 5.2% used it regularly.

22 lbid., p. 64.



% Number of respondents

| do not know what carer respite services are 6.2 47
| am not aware of any carer respite services being available 9.5 72
Carer respite is not offered in my area 4.0 30
What | need from respite care is not available 17.2 130
| could not leave the consumer with a respite worker 14.3 108
| do sometimes use carer respite services 20.6 156
| use carer respite regularly 5.2 39
| do not need carer respite services 30.8 233
Total 756

Table 25 Do you ever use carer respite services?

Carer comments

I would like information about respite. Carers need to be followed-up post discharge because carers
are often too stressed and burnt out to seek it out. Plus, there are so many different support services
in the community doing similar things it becomes totally confusing. | would love to have paid respite
on a regular basis to have a break and re-energise.

My consumer attended a five-day holiday which | later discovered was my respite, but | had to go to
work every day due to only two weeks notice of the holiday being given, so | didn’t really feel like it
was respite.

I need respite less than | need to see better recovery programs for people with mental illness.

Respite for us would be for our son to be in supported accommodation, so as we could support him,
but not be all consumed.

Respite services have been available, but not for mental health carers. Even if this was made available,
my partner would not accept someone coming in to our home to provide support, such is the nature
of his illness.

Amount of time available to each carer is limited, on the other hand all those years with no help are
like a bad dream, so | am very grateful for the help | have had.
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Priority Issue 13 - Privacy and confidentiality issues

Many carers reported at the 2008 and 2009 CEP workshops that privacy and confidentiality
controls presented significant impediments to them providing care and to the overall quality of
care that was provided. They said that clinical service providers and other mental health workers
often use ‘privacy and confidentiality’ as an excuse to exclude them from the care of the person
they care for. Privacy and confidentiality are also used as excuses to prevent information-sharing
between services.?

Carers were asked if privacy and confidentiality issues were a barrier between themselves and mental health
professionals when seeking the information the carers needed to care for the consumer. Thirty-four percent
of mental health carers stated that they were ‘always’ included and privacy and confidentiality issues did not
exclude them from the information they needed to provide proper consumer care. A further 43.1% indicated
that they were included ‘some of the time’ or included and excluded ‘some of the time’. Another 22.5%
stated they were ‘always’ or ‘mostly’ excluded because of privacy and confidentiality issues.

| was always included 34.4 226
| was included some of the time 18.6 122
| was sometimes included and sometimes excluded 24.5 161
| was mostly excluded 13.7 90
| was always excluded 8.8 58
Total 657

Table 26 During the last 12 months were the privacy and confidentiality of the consumer used
by staff to exclude you from information you needed to be able to provide proper
care?

Sixty two percent of mental health carers ‘mostly’ or ‘always’ received the information they required about
the consumer’s medication and prescribing routine, with 22.6% reporting they ‘rarely’ or ‘never’ received the
information.

On the question of side effects of medication, 46.4% of mental health carers reported they ‘mostly’ or
‘always’ received the information, with 34.6% stating they ‘rarely’ or ‘never’ received it.

Mental health carers responded less well to the question of information being available to them on how to
care better. Forty-nine percent reported they ‘rarely’ or ‘never’ received the information, although 30.7%
indicated that they had ‘mostly’ or ‘always’ received it.

Information about what to expect from the mental illness was ‘rarely’ or ‘never’ received by 40.2% of mental
health carers, while the same amount of carers (41.3%) said that it was ‘mostly’ or ‘always’ available.

23 lbid., p. 66.
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Consumer medication and

prescribing routine 40.6 215 154 8.1 145 657
Medication side effects 24.6 21.8 19.0 13.7 20.9 642
What to expect from the

mental iliness 191 22.2 18.6 19.4 20.8 635
How to care better 11.9 18.8 199 19.9 29.5 628

Table 27 Please comment on the availability of information about the consumer’s medication
and illness during the last 12 months

Carers were asked to comment if anxiety was caused by the lack of disclosure to them of information concerning
the health and welfare of the person they cared for. Lack of disclosure by mental health professionals concerning
consumer health and welfare caused 77.5% of mental health carers some degree of anxiety, ranging from a ‘small
amount’ (19.8%), ‘moderate amount’ (24.1%), ‘large amount’ (20.1%), to an ‘extreme amount’ (13.6%).

None 225 156
Small amount 19.8 137
Moderate amount 241 167
Large amount 20.1 139
Extrere amount 13.6 94
Total 693

Table 28 How much concern and anxiety about the consumer’s health and welfare have
you experienced because of the lack of disclosure by mental health professionals
involved in consumer care?

To establish the amount of engagement with mental health professionals a very practical question was asked,
‘were you included in the planning of the consumer care plan’. In response to this question, 44.2% of carers
reported they had not been included in the consumer care plan and an alarming 16.9% of mental health
carers did not know what a care plan was.

Yes 389 264
No 442 300
| do not know what a care plan is 16.9 115
Total 679

Table 29 Were you included in the planning of the consumer care plan?
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Carer comments

Il am frustrated by not being ‘fully in the loop’ due to the privacy conditions. | am not allowed to be told
of the state of my daughter’s health and feel | cannot report to our GP as anything | say will need to be
passed on to my daughter. This would destroy the essential trust that has been built up between my
daughter and | over the years.

Confidentiality seems to be the biggest issue when caring for a consumer over the age of 18. Even
when presented with a primary carer authorisation form | have met scepticism from the GP and doubt
over whether the consumer is capable of giving informed consent.

This only happened (more openness) since my daughter’s last episode. Before that time,
communication was a nightmare! It has made such a difference! We have moved on to much more
stable health and care for my daughter.

We were included in care plan only because we refused to accept the person we care for be
discharged to us until the discharge plan was discussed with us and we were included in the
planning.

The care plan put together with the community worker was terrific - we were really involved.

Priority Issue 14 - Early intervention at each
episode of care

Carers at many of the CEP workshops called for early intervention when signs and symptoms
of mental iliness first appear. Not a single carer at any of the workshops reported they had been
able to access early intervention services for those they care for at the onset of an episode of ill
health.?

A question was asked in the survey to discover if carers had accessed in the last 12 months any early
intervention services for the person they care for. The highest response (78.3%) was received from mental
health carers where the person they cared for had been unwell during the last 12 months. Of these
respondents 37.3% were ‘quite satisfied’ with the early response from the mental health service, while 28%
were either ‘quite dissatisfied’ or ‘extremely dissatisfied’ with the response, with only 6.9% being ‘extremely

satisfied’.

% Number of respondents
Extremely satisfied 6.9 46
Quite satisfied 27.3 181
Not satisfied or dissatisfied 16.1 107
Quite dissatisfied 10.8 72
Extremely dissatisfied 17.2 114
The consumer has been well during the last 12 months 21.7 144
Total 664

Table 30 If the consumer was unwell during the last 12 months how satisfied were you with the

response from mental health services in order to prevent an acute episode of illness?
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Carers were asked if access to early intervention had improved and if it had, who did they consider was
responsible for that improvement. Over a quarter (27.2%) of mental health carer respondents indicated that
there had been no improvement in early intervention care for the consumer. This was the highest score
achieved for this question.

Where there had been an improvement, mental health carers reported that psychiatrists (16.1%) and GPs
(16.9%) had been responsible for the improvement. Case managers and community workers scored 8.7%
on responsibility for the improvement. Mental health nurses and psychologists scored 9.1% and 7.1%
respectively. Aboriginal workers and bilingual workers were accessed by only a small percentage of mental
health carers. The response to the individual groups of workers varied because carers may not have had
access to those groups.

There has been no improvement 27.2 206
Psychiatrist 16.1 122
Psychologist 71 54
GP 16.9 128
Mental health nurse 9.1 69
Community worker 8.7 66
Aboriginal worker 0.3 2
Bilingual worker 0.3 2
Drug and alcohol worker 0.8 6
School staff 1.1 8
Police 0.9 7
Case manager 8.7 66
Other 235 178
Total 756
Table 32 If there has been an improvement during the last 12 months in access to early

intervention care for the consumer, who was responsible for that improvement

Carer comments

Confidentiality for the consumer becomes an issue when they are not well enough to explain their
symptoms. Carers need to be more involved with medical professionals at the beginning of the illness.

When my son was extremely unwell, | could not get anyone to treat him. | was repeatedly told that
‘unless he is suicidal or about to harm someone there is nothing we can do” and if you took him to
hospital “they would not treat him but would send him home.” Consequently, he got a lot worse and
then went missing. After being a missing person for over eight weeks he was admitted to hospital
“extremely unwell”. He had been living on park benches and under bridges for a lot of that time.

Unfortunately, nobody listened until my son was once more admitted to hospital as an involuntary
patient.

In country areas the police are the only ones available. There is no early intervention care.
43
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Priority Issue 15 - Employment options for carers

The proportion of people aged 15 to 64 with caring responsibilities who are employed is lower
than the proportion in the general population (63% compared to 73%). For primary carers, this
rate is even lower: only 48% of primary carers are involved in the labour force, and they were
more likely to be working part-time. Among women carers aged 30 to 64 years, over half are not
in the paid labour force, compared with less than a third of women non-carers in that age group.
Almost two fifths of all women aged between 30 and 64 are in paid employment, compared with
20% of women primary carers aged 30 to 64.%

Carers were asked in the survey to comment on the attitude of the workplace to them as mental health carers.
A third of respondents reported that they were retired (33.7%) or not in the workforce (21.2%). Similarly in
response to the improvement in workplace flexibility to assist the carer, 33.5% of mental health carers reported
they were retired, with a further 21.4% stating they were not in the workforce.

Of the remaining mental health carers who were in the workforce (54.9%), 22.2% either ‘agreed’ or ‘strongly
agreed’ that the workplace was more understanding of their needs over the last 12 months. ‘No change’ was
reported by 16.5% and 6.5% either ‘disagreed’ or ‘strongly disagreed’ with the statement: in the last 12 months
my workplace was more understanding of my needs as a mental health carer.

Strongly agree 9.0 63
Agree 13.2 92
No change 16.5 115
Disagree 33 23
Strongly disagree 3.2 22
| am not in the workforce 21.2 148
| am retired 33.7 235
Total 698

Table 33 Please comment on the statement “In the last 12 months my workplace was more
understanding of my needs as a mental health carer”

A further question was asked to ascertain if the improved understanding had resulted in greater flexibility in
the workplace for mental health carers. Of the 45.1% of respondents who were in the workforce, 18.5%
reported an improvement in flexibility, 20.4% reported ‘no change’ and 6.2% ‘disagreed’ or ‘strongly
disagreed’ that flexibility within the workplace had improved over the previous 12 months.

25  ABS 2008, A profile of Carers in Australia (ABS Cat. No. 4448.0) ABS, Canberra; and NATSEM 2008, Commonwealth Financial
Planning Women Carers in Financial Stress Report, Carers Australia, Canberra, cited in MHCA 2009a, op. cit.



% Number of respondents

Strongly agree 71 49
Agree 114 79
No change 20.4 141
Disagree 2.9 20
Strongly disagree 3.3 23
| am not in the workforce 21.4 148
| am retired 33.5 232
Total 692

Table 34 Please comment on the statement “In the last 12 months the flexibility within my
workplace to assist me as a mental health carer improved”

Carer comments

I am very fortunate to work in the public sector and ‘family care’ is highly regarded. | have worked in
the same field in the private sector and believe | would not have kept my job if | had as much time off.

My workplace was very flexible in allowing me to change to part-time work.

| had to take leave from my work place to care for my son and my work place will (not) have me
return. | am currently on a carer pension and looking for work now my son is recovering. It is difficult at
my age.

I have not advised my workplace of my carer situation due to stigma.

At the time | became a carer for my daughter | was working. Because of the commitment and
difficulty of the iliness | found it impossible to work and cope with carer responsibilities. | took all my
leave and then retired to focus on caring.

I am unemployed. | worked in a corporate environment but when my son became ill and the stress
associated with that and work changed how | viewed my life forever. | now only want mundane jobs
where there is little stress associated with the role. So my life had changed dramatically as well.
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Conclusion

The survey results demonstrate the lives of mental health carers generally remain focussed on the person
they care for, particularly their lack of access to timely and appropriate services. Mental health carers’ own
concerns are generally poorly addressed and while there were some small improvements in experiences

since Adversity to Advocacy was published, there is still a long way to go to improve the lives of mental health
carers.

Unfortunately, neither Adversity to Advocacy nor this Mental Health Carers Report 2010 actually answer
the question that is so pressing for mental health carers: who will care for the person | care for when | am
no longer able? However, this report does shine a spotlight on the areas of most urgent attention for mental
health carers. The MHCA will continue ongoing surveys of mental health carers to monitor the changes, for

better or worse, that mental health carers experience. The results will be used to advocate, where possible,
for better lives for mental health carers.
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ALSTMEALIA

If wou care for somegne with @ mental illness then vou are & mental health carer.

Thank you for agreeing ta be part of the Mental Health Carers' Survey 2010, The survey forms part of an
onging project o fing aut about the lives of mental health carers during the previoos 13 mionths, ¥ our
remponye will form part of the first anmeal Mental Health Carers’ repoct which will be presented o the
government in Sctober 2010,

Thee survey is based on the top 15 issues identified by over 1,500 mental health carers detailed in Adversity fo
Advecacy, the lives and hopes of menta! health covers. If vou care tor more than ang persan with a mental
illness please complete ane survey tor each paeson you care for. Fleass include as many cantact details as yon
teel able to, We need to be able to contact you apain to complete the annoal surveys, Your responses will bo
treated in confidence, meaning that no individual will be identified in any reported findings. Flease feal
canfident ta complete the survey as fully 2s passitle and be part of the annual Mental Health Carers Survey.
{"an aslerisks means this guestion is very important so pleass ansser L)

Thank you for participating!

1, Please complete the following detalls about you, the carer,

Fimst hame | |L:.t Hamz |
Shnest Arldress | | Tewn ATy |
Stae’ Fost Code

Ernall arkiress

Phore number {includieg arce code) : |M:\h‘il|: sumizer

2, “Gender [ wate [] Fermale

3. "Year of birth

4, “What s the main Ianguage youl speak at hiome? [please lirk)
[] Engtish [] other iwhick languapst

5, "D you fdentify as an Aborlginal or a Terres Strait lslander persan” | |ves  [] Mo

&, What was your appravimates gross (hetars tad) hodsehold incames tar the 20092010 financial vear [Pleass earee ot a
whang nwmber 2,4, 30,000

7. "How many pecple with a mantal illnass do you care for?

Ir1 Bhe Following guestiovs we will fefer Lo o person with a mental ilness o8 o cormsuimer.
If you care for more than ane persan with a mental flness jconsumer) piense complete one survey for agch consumer or
arEwer Dl survey 1n relalion fo only Ome person.

&, Which consumes are you completing this survey fon (Tcl one)y?

[ Daughter & son under 18 1 earent
[] oeuahtes s san aeer 18 [ wrandpz-ent
[] siblirg [ Grandchid
[] Partner [] Friend ¢ otier serson fplease specify)
[ orker family membar {please spacify) 47
1
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9, “How long have yvou been caring for the consumer® ‘pleass ser appreaimabe years es 1,5 years|

10, Desas the consumer have mara than ane diserdar, conditian or disabifity?

O es [0 Hoiplesse aot to ouestion 12]

11. I yes what is the nature of that disorder, condition or disability (tick all that apply)?

| | Prue ael leohol issies [ ] Eatirg Disseder
D Frieller sl disabilivy I:‘ Criaberes
| | acquired brain injury |1 o, slease give detatls

] Fligs il elisabitivy

12, Please indicais (With ane Gek in eech row) how much each of theae people lastened T your concema abaut the

cansumer during the last 12 manths,

AowEes listens fAgERly Uisters  somerimes stens

Farely listers Hewer lstens

Mot apphizaie

Fagemabrist

Pagcanloglst
GF

rienzal health nuree

Cornanity ke

14, Lurng the last 12 monkhs how much have you been made to feel part of the ‘caning team: by the mental health

prafessionals involved in the care of the cansumer?

L sever
[ &arety
L] sometimes
[ sty
O Alwaws

14, If you have fu-ther comments on this issue please add them hare

15, Wera any af the fallowing recovery based care options available to the consumsas during tha last 12 manths?

Available

Hnt available | Don't know

b hvise

Living skills

tupparted erployrrent O trainirg

Personal helpers and mentors (PFHak s workers) ¢ sJpoort worker

Pear sUpoait wordgens

Ly praararims

Otler

16. Who organized the majority of the non-medical care for the consumer during the last 12 menths (tick all that apply)?

I:I Mardical worass
O community werser
[ % ar 3 rlasa family member

[ azer, piease give details
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17. During the past 12 months has the information you needed to help you care for the consumer been easily available?
(Consider the information provided by Centrelink. housing as well as medical professionals. )

[ atways avaitable
[ mostly avarlable
[] somesimes available
[] Rercy sailabls
[] Mever availaiie

18. During the last 12 months has the informatien you needed to help you care far the cansumer been offered at the rght time?

D Alvays
[T moszly
[ semetimes
[ rarely

[ newer

19, During the last 12 months where have your sourced information Lo help you care for the consummer (Lick all that epply)?

Ll

Puychialrist
[ Payriologist

[] Gp

[ #eazal health rurse

[ Commmunicy warker

O elirzual worker

[ aherginal worker

| Drug and aloonal warker
|:| FhanmasisT

[ other please giva datails)

oOoooooon

Il el

Carer serviies
Centralink
basing

Tringe ¢ belplines
Pulice

sarial workes
Laurssilar

20, How well da yo think carer and consumer issues are understood by Ehe 'l'nllnwing_ FrnFﬁs'inmI: (kick all that apply}':‘

Estremely wall

vary well Cuite well i ittle taat ar Ll wel. Con‘t «nre

Fryehiarrst

Psychaologist

GF

tental health purse

Cammunity wiker

Erlingral comrmunily worker

Abaer isgirnal wean ke

Drrum and nloooa] warkar

Fharmasist

Carer Services

Schiool staff

Houmsing atticials

Inage ¢ helplines

Centreling stall

Brison skaff

Court attictals

Police

Social warkers

Counselurs
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21. If you hawve further comments on this issue pleass add here.

12, Have the following services been available to you owver the last 17 months?

Aoways Miostly | Sormetimes | Rarely Hiwer

Mot B
available | know/nat

inmy area | requined

Caren supput Sroups

Fharmaceutical drag infarmation

Irfrmatyan on how To AElp the consumsr

Carer conselling

Carer respits

Inbernet basss services

23, Please comment on the quality of the services avatlable to you aver the last 12 months.

Excellent G Awerags | Poor | Wery poar

Carer sopark groups

Moz | haven't
available | used ther

Phiznmaceutical divs infurmation

Infanmaltion on e Lo bela the consumer

Carer counse.ing

Carer respife

Intermet based services

I, When Che consumer weas extremely unwell during the Last 12 months were Lhe Mollowing services available? (If the con-

urner has pat been axtremely urwell 1 the lazt 12 manths plaase go te quettion 26}

Alveays Ly SurTELin s Ranely e

Hul ke Ly e

14 hour emergancy outreach team

Quick respawse Trom 24 b
outresch tean:

Consumer ackivity encouragss and
avarlable r acube senice

b erly dischorge

Discharae plan discussed with carer
berere discharge

Infarmatien zrd assistance affored
t carer by acute medical staff

4 hour emergency telephose e

Aunislance with Languaae and
translarion

Dt services

Came wrker aceesailble when
needad

Infanmaltion zx Ly where Lhe
consumar had beon taken offored
wilhin 12 hours
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15. Were the acute services bencficial to the consumer's health during the last 12 months?

I:I Aways
[ westy
[ sometimes
I:I Raredy
[] wewer

[ Mo acuts services were accessed

26, “Haw far do you travel to access specialist mental health services (eg acute care) for the consume*

D Less than ¥ Kilametres

|:| 20 23 kilometres
([l
1

SO0 kilome e
10]—199 kil aimetres

[ 2o0-4% kilamezres

[] so0-599 kimretres

[ 10002000 kitgrmetnes

I7.IF you have furthar comments about services please add here,

1E. Whar has been the extent of stigma and discrimination around mental illness in vour local community during the last 12

manths?

O Stigma and discrimiration are widespraad
D Stigrna and discrinination e te sme sxient
[] stigma and discrimmination o nok s

29, What was been the extent of stlgma and diserimination around mental Iliness in the wider Australlan community durlng

the last 12 months?
[ stigeri and diserininatio are widespesd

l:l Stigma and discrimination sxist Lo some exenl

[] stigma and discrmination do net sxist

30. Have you felt alone in your role as & mental health carer in the last 12 months?

D Always
[ aiten
D Somelines
] karety
D Mevar

31. How helpful have the following people been in making you feel less alone in the last 12 months?

Canor organisations

Extresnely ey Quite Allttle i el ar et
Felpatul helpplul e il fielzful all relevant
Fanily
Clase Trierady
Caner SARpart aroups

Intesrrwest Fararns

Spiritual ar religions helie's
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32. Where has the consumer lived during the last 12 months (tick all that apply)?

[ withme [ prvats unsazportsd accom rodatian
[0 with ather tamily [ scute care tacility hospital
[T indepandantiy [ szepuzistep down factlicy
[ susparted irdependant Fving [ Frisan
[0 Grous hame [ Residential rehabilitatiar
D Hrsel I:l Unsune
[ or the sereat [ orner
[J muatic ursupported accammodation

33, Which of the following accommoedation options were available in your arca during the Last 12 months ftick all that apply)?
D Suppartod indepondent Fving D Fuslic unsupoorted acoommedation
D Group hama I:l Private unsupparted accommadation
[ Hosket [0 Residential rehabiiiation
[ step apiskep down taclity [ unsure

34, Il you have Turther comments on issues of accommodation please add here.

35. Have you applied for any of the following during the last 12 months?

MoL applied (o tay apolicalion has A an exisling ral Lsed
bewn rojoctod recipicnt

Larer payment

Carer allivwance

Trawe, cusls Lo reredle Bospsilal

Carer accamimodation costs to
ACCESS rEmnte hisaital

36, We kniw that many carers support the consumer Tinancially, Please estimale the average amount {in dollasp yoo
pravide ar spend on the cansumer each fortnight {28 costs af transporting consumers to activities and appointments etc, )

5

37, Please indicate which of the following coping strategies or services you have used during the last 12 maenths {include
ditails af any associatod costaisubaidios)?

1O ol Losl Subsidised sl Frae carg servive Ml g

Sleeging pills

Awiety medicatinn
Anti depressants

Loursalling

Massnps

ACHRLNCTLNE

Tynemibership
Fspibe £ bime aut
Holiday

Tlhe




38. A5 a result of being @ mental health carer do you consider your physical or mental health has changed during the last 12
miths?

[0 sy neaith is much worse

[T sy neatn s siahity wiorse

[] There bas been ae changs s my health
[] sty mealth is slightly better

[ sy health is much batter

39, Do you ever use carer respite services (tick all that apply)?

[ 1ol mat leres what earer resplte wensdees ane [ 1.se carer raspite ragularly

[ 1 could rat leave the corsumer with 2 respite warker ] Carer rospite fs not offerad in my area

I:l Wiat | aeed fromn respibe care is rat aviiiable D | 2m ot vwars af any cares reéspite sernces being avarlasle
|:| | di sometimes use carer respite services D | o il resd Carer resprle servioes

4, IF yau have further comments on carer respite please add here,

41, During the last 12 months were the peivacy and confidentiality of the consumer used by stalT to excluck you Trom
information you needed to be able to provide proper care?

[T 1 wes always incluced

[ twasinclhudec come of the te

[] 1was wometimes included zrd sometimes exciudad
[ 1w sty e luded

[ v was atlweiys cocludid

42, Please comment an the availability of information about the consurmer’s medication and illness during the last 12 months.

Alway kanstly Somretimes Rasaly Meier

Consumer rmedication and prescriling routine

todication side cffocts

What toexpect from T mental ilness

How Lo care better

43, How much concern and anxiety about the consumer 's health and welfare have you experienced because of the lack of
disciosure from the meatal health professionals involyed with the care of the consumer?

D Mone
[] smzl. zmount
[] eaderate armount

[ Large amaurt
[ Extreme ament

44, Were yeu included in the planning of the consumer care plan?

[] wes
] Ho

] vdo nat krow whal 2 cane plan is

A5, If you have further comrments on this lsswe please add here.
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44 If the consumer was unwell during the last 12 months how satisfied were you with the response from mental health
services In order to prevent an acute eplsode of iliness?

[ Exzremely sakisfed

[ e satistied

[ ot satisficd or dissazisficd

] ouite dissatistied

L] Extremety dissatisie:

D Thex consunne s bas boc wel, during the st 13 manths

47, If there has baen an Improvement during the last 12 months in access ta early intervention care for the consumer, who
ves resporsible for that improvement (tick all that apply)?

[ There bes been no Smprovement [] aneriginal worker

[] paychiatrist [] ritingual worker

[ psychologist [ Drug end alcohol workzr
1 op [ sehoal start

[ wertal health nerse O retice

[] corrnunity works [ case Iranger

|:| Olher (please give delzils)

48, Please comment on the statement “In the last 12 months my warkplace was mece understanding of my necds as a
mental health cares ™.

Strongly oaroe
Agres

Ho chianye
[saproe

OOoOoOn

SErormly disanree
I 1amratin the workforce
O 1am retired

49, Flease camment an the statement “In the last 12 months the Tlexibility within my workplace to assist me as a mental
health carer improsed”.

Atrongly =arse
Agres
Hochange
Disaprod

Looono

SLorply Uiauiee
] 1 amnot o the workfnmos
] 1 am reticed

50. If you have any final comment pleasa write here

Please return the survey to: CEP, MHCA, PO Box 174, Deakin West, ACT 2600 by August 6th 2010,
dn pespms Wil bederne part ol Dhe 2010 S lakfan Menlal Healh Carens” Reparl, Toe repUwl ) De availasle oo e MHC2
website 11 Neawenther 2000 a1 weaw, rebea, arg. ail

Thank you for being part of the Mental Health Carer Survey 2010
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