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Foreword

The National Mental Health Commission (NMHC)
isresponsible for monitoringand reportingon
implementation of the Fifth National Mental Health and
Suicide Prevention Plan (Fifth Plan). In 2018, the NMHC
delivereditsfirstindependent progressreport, titled
Fifth National Mental Health and Suicide Prevention Plan,
2018: Progress reportto the COAG Health Council.

Mental health consumersand carersareatthe
forefront of our workatthe NMHC. In my many
interactions with consumersand carers throughout the
NMHC'’s Connections Tour, itis becomingincreasingly
clearthatongoing consultation throughout the
implementation of any mental health reformis critical
to ensure accountability and to measure success.

To comprehensively monitor progress of the Fifth

Plan, we needto understand if consumers’ and carers’
experiences of care are improving. This year, the NMHC
undertookaconsumerand carersurvey for the first
time to help us understand whetherimplementation
ofthe Fifth Planis affecting experiences of care. The
results of the survey form the basis of thisreport, and |
am pleasedto presentthe Fifth National Mental Health
and Suicide Prevention Plan, 2019: The consumer and
carer perspective (2019 Consumerand Carer Report).

The 2019 Consumer and Carer Report presents baseline
dataforongoing monitoringand reporting. The NMHC
willuse this baselinetotrack progressand measure
change fromthe perspective of consumersand carers
overthe comingyears. Stakeholders responsible for
implementing the Fifth Plan should also use these reports
to consider how their effortsareimpacting consumers

and carersastheyinteract with the mental health system.

The Fifth Planisinthe early stages ofimplementation and
improvementsto the mental health system will take time.
Asimplementation progresses, the NMHC expectsto see
improvementsin the aspects of the mental health system
thatthe Fifth Planidentifies as priorities. To be effective,
the benefitfrom these improvements must be passed on
toconsumersand carersand their experiences of care.

The NMHCwill continue toindependently survey
consumersand carersthroughout the life of the
Fifth Plan. Itis essential for the NMHC to continue
toengage directly with consumersand carersin
ordertoknow ifactionsaretranslatinginto genuine
improvementsin experience and outcomes of care.

Thankyoutoallwho have contributedtothisreport,
bothinsurveydesignand participation. The NMHCis
grateful for the engagement of consumersand carers
who relayed their personal stories of accessing services.
These contributions are critical for all of us as we continue
toworktowards sustainable reform of the system.

(PPorae—

Christine Morgan
CEO
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Executive summary

The ultimate aim of the Fifth National Mental
Health and Suicide Prevention Plan (Fifth Plan)
istoimprove the lives of people living with
amentalillness, as well as the lives of their
families, carersand communities. The Fifth
Plan seeks to accomplish this by committing
toanationally agreed set of Priority Areas
and actionsthat are designed to build a
stronger, more transparent, accountable,
efficient and effective mental health system.

There are eight Priority Areasidentified in the Fifth Plan.
These priorities represent what governmentsand more
broadly, the mental health sector, believe are achievable
and measurableimprovementstothe current functioning
of the mental health system. These improvementsare
ambitious, and aim to address the inadequaciesand
inefficiencies experienced by consumersand carers
currently accessing the mental health systemin Australia.

The National Mental Health Commission (NMHC)

has been givenresponsibility for deliveringanannual
report, for presentation to Health Ministers, onthe
implementation progress of the Fifth Plan actions and
performance againsttheidentified indicators. Thefirst of
these reportswasdelivered tothe COAG Health Council
(CHC)inOctober 2018 and described the progress made
towardstheimplementation of the Fifth Planactions
inthefirstyear of the plan. Measuring the progress of
governments, Primary Health Networks (PHNs), mental
health commissions and committees as they work
towardsimplementing actions over the life of the Fifth
Planisakeyindicatorfordetermining the success of Fifth
Planreform. It doesn’thowever, tellthe whole story.

Underthe Fifth Plan consumersand carersare central tohow
servicesare planned, delivered and evaluated. The Fifth Plan
specifically outlines “what will be different for consumersand
carers” based onthe successfulimplementation of actions
within each of the eightidentified Priority Areas. With thisin
mind, toaccurately monitorand evaluate the success of the
reform, itis critical that we also understand how consumers
and carersexperience the mental health systemthatthe
Fifth Plan seekstoimprove. Monitoringimplementation
progress, in conjunction with monitoringhow consumers
and carers experience the mental health system, will allow for
abroaderassessment of whetherthe reformis successful.

Inorder to understand whether the Fifth Planis making
adifferencetoconsumersand carers, the NMHC
developedapublicsurveyto capture consumerand
carerexperiences of mental health servicesin Australia.
Ofthe 546 survey responses received, 64% were from
consumersand 36% were from carers. The majority of
responses were from people whoidentified asfemale
(79%) and people between the ages of 35and 64 (71%).
The majority of consumerand carer respondents
reportedaccessing multiple mental health services
with general practitioner, psychologist and psychiatrist
services the most common. The NMHC acknowledges
thatthe sample size of the surveyis small and that the
results therefore might not be representative of the
broader consumerand carer populationin Australia.

The core aim of the Consumer and Carer Survey was
todetermine whetherthe actions currently being
implemented under the Fifth Plan are translating

into tangible improvementsin how consumersand
carersexperience mental health care. By seeking to
understand the experiences of consumersand carers
throughoutthe life of the Fifth Plan reform, the NMHC
canmeasure progress and, ultimately, determine
whether the Fifth Plan has been successfulin achieving
itsobjectives. Itisimportant to note the Fifth Plan

was endorsed by Health Ministers, and therefore the
actionsunderthe planare largely for governments
and associated stakeholderstoimplement. For this
reason, the Fifth Planislimitedinitsability toinfluence
non-governmentand private organisations.

Across the Priority Areas of the survey, several key
issues were identified by consumersand carers. The
availability and adequacy of services were consistently
raised asbarriersimpacting consumer experiences
across multiple Priority Areas (Priority Area 1: Achieving
integrated regional planningand service delivery, Priority
Area 2: Effective suicide prevention, and Priority Area 3:
Coordinating treatmentand supports for people with
severe and complex mentalillness). Feedback described
issues with accesstoappropriate support services and
the lack of available services during times of need.

Issues of availability and cultural appropriateness of
services were also reportedas barriers by Aboriginal
and Torres StraitIslander respondents (Priority Area
4:Improving Aboriginaland Torres Strait Islander
mental health and suicide prevention). Additionally,
the majority of Aboriginal and Torres Strait Islander
respondentsindicated that service providers ‘rarely’
or ‘never’ consider all of their needs (clinical, social and
emotional), provide culturally appropriate care, or
provide appropriate supportto navigate the system.

Fifth National Mental Health and Suicide Prevention Plan, 2019: The consumer and carer perspective




Respondents raised the need for consideration of
broader consumer needsin conjunction with their mental
health needs. Forexample, for people with severe and
complexmentalillness (Priority Area 3: Coordinating
treatmentand supports for people with severe and
complexmentalillness), income support, employment
services and adequate housing were identified as
relevant challengestoaccessing services. Survey
responsesalsoindicated that consideration of physical
health needs (Priority Area 5: Improving the physical
health of peopleliving with mentalillness and reducing
early mortality) by providers could be strengthened.

Theimportance of considering consumers’ needs
holistically in the context of their community is echoed
by thereported rates of discrimination experienced

by respondents (Priority Area 6: Reducing stigma and
discrimination). Reported rates of discrimination
experienced by respondents were highinthe broader
community (such as at work, school, social gatherings
orevents), with 43% of respondents reporting they were
‘usually” or ‘always’ treated differently in this setting.
Similar results were seen with regards to experiences

of discrimination when accessing mental health services,
with 38% of respondents reporting that they were
‘usually’ or ‘always’ treated differently in this setting.

The negativeimpact of mental health stigmaand
discrimination on consumer and carer experiences

of health careis clear. Respondents reported across
multiple Priority Areas that the quality of care they,
orthe personthey carefor, received overthelast 12
months wasimpacted by encountering negative,
unhelpful oruncaring attitudesamong health providers
(Priority Area 1: Achievingintegrated regional planning
and service delivery, Priority Area 2: Effective suicide
prevention, Priority Area 3: Coordinating treatment
and supportsfor people with severe and complex
mentalillness, Priority Area 7: Making safety and quality
centralto mental health service delivery, and Priority
Area 8: Ensuring that the enablers of effective system
performance and systemimprovementarein place).

More thantwothirds of respondentsindicated they
had not noticed anyimprovementsin the services
thatthey, orthe personthey care for, had accessed
inthe past 12 months. However, as this report covers
the firstyear of Fifth Planimplementation, service
improvements cannot be expected immediately.
The NMHC expectsto seeimprovementsin
experiences of consumersand carersin futureyears
asimplementation of the Fifth Plan progresses.

Finally, whilst the survey did not directly ask respondents
toratethe quality of services, service quality issues

were raised by respondentsinthe free text comments
across half of all Priority Areas (Priority Area 1: Achieving
integrated regional planningandservice delivery,

Priority Area 2: Effective suicide prevention, Priority
Area3: Coordinatingtreatmentand supports for

people with severe and complex mentalilinessand Priority
Area 8: Ensuringthat the enablers of effective system
performance and systemimprovementarein place).

Overall, the findings of thisreport reinforce the
importance of the direction, Priority Areas and
subsequentactions of the Fifth Plan. Itis clear that
improvements still need to be made across all Priority
Areas. However, given the relative infancy of the Fifth
Plan,improvementsare likelyto been seenincrementally
asimplementation of the plan progresses.

Asthissurvey was the first of its kind, the NMHC
soughtto establish abaseline from which to measure
progressover the life of the Fifth Plan. The NMHC

will use this baseline report to monitorand report
onthe progressive impact of the Fifth Plan for
consumersand carersoverthe comingyears.

The NMHCis thankful to all of the consumerand carer
respondents who participated inthe survey. Many
respondents clearly put considerable time and effort
into their survey responses, providing detailed and
compelling datatoinformthe NMHC’s monitoring
work. We thankthese individuals for the valuable
contributionthey have madeto supportthe reporting
processonimplementation progress of the Fifth Plan.
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Introduction

The Fifth National Mental Health and
Suicide Prevention Plan (Fifth Plan) was
endorsed by the Council of Australian
Governments (COAG) on4 August 2017,
andisthe latestin a series of National
Mental Health Plans which set out national
actionsto achieve the intent of the National
Mental Health Policy. The Fifth Plan builds
onthe foundation established by previous
reform efforts and sets out a national
approach for collaborative government
effort overthe period 2017 to 2022.

The Fifth Planis underpinned by eight targeted
Priority Areas, which align with the aims and policy
directions of the National Mental Health Policy that
are currently well-positioned for change interms of
need and opportunity. The eight Priority Areas are:

¢ Priority Area 1: Achievingintegrated
regional planningand service delivery
¢ Priority Area 2: Effective suicide prevention

¢ Priority Area 3: Coordinating treatmentand supports
for people with severe and complex mentalillness

¢ Priority Area4: Improving Aboriginaland Torres
Strait Islander mental health and suicide prevention

¢ Priority Area5: Improving the physical health of people

living with mentalillness and reducing early mortality
¢ Priority Area 6: Reducing stigmaand discrimination

¢ Priority Area 7: Making safety and quality
centralto mental health service delivery

¢ Priority Area8: Ensuringthatthe enablers
of effective system performance and
systemimprovementarein place.

Like its predecessors, the Fifth Plan acknowledges
thatitis not possible tofix everythingatonce, or for
allpopulation groups, andthatitisimportanttofocus
onsignificantissuesthat needtobe addressed as part
ofanationalapproach. The supportingactions of the
Fifth Plan set the direction for change and provide
afoundationforlonger-term system reform.

Significantly, thisisthe first planto commitall
governmentstoworktogethertoachieve integration
inplanningandservice deliveryataregional level.

Of criticalimportance, inthe Fifth Plan consumers
and carersare central tothe way in which services
areplanned, delivered and evaluated.

Reporting onthe progress of mental health reform
isfundamentalto understanding whether the
commitments madeinthe Fifth Planare being
honoured and are making a difference. To thisend, the
National Mental Health Commission (NMHC) has been
given responsibility forindependently deliveringan
annualreport, for presentation to health ministers,
ontheimplementation progress of the Fifth Plan and
performance againsttheidentified indicators.

The Fifth National Mental Health and Suicide Prevention
Plan, 2018 Progress Report was delivered to COAG
Health Councilin October2018. The reportto Health
Ministers outlined the progress achieved against the
Fifth Plan Implementation Plan actionsasof 30June
2018.Thereportalso presented abaseline forthe
available performanceindicator data. Importantly,

the progressdescribedinthereportisfromthe
perspective of stakeholders named in the Fifth Plan
Implementation Plan astheyimplement their actions.

With such an emphasis on the experience of
consumersand carersthroughout the Fifth Plan,

the NMHC additionally sought to understand whether
implementation progress hashad anyimpactonhow
consumersand carers experience mental health care.

Thisreport presentsthe findings froma survey of
consumersand carers conducted by the NMHCin April
2019.The survey gathered information and feedback
from consumersand carers on their experiences of
accessingmental health servicesin relation tothe
Fifth Plan Priority Areas. The NMHCacknowledges
thatthe survey samplesize is small, and therefore
results might not be representative of the broader
consumerand carer populationin Australia.

Thisreportsupplementsthe progressreported
by stakeholdersinthe Fifth National Mental
Health and Suicide Prevention Plan, 2018 Progress
Report,and presents the experiences reported
by consumersand carersastheyinteract with

the mental health care systemin Australia.

The Fifth Planaimstoimprove the lives of peopleliving
withamentalillnessand the lives of their families,
carersand communities. By seeking to understand the
experiences of consumersand carersthroughout the
life of the Fifth Plan reforms, the NMHC can measure
progressand, ultimately, determine whether the Fifth
Plan has been successfulinachievingits objectives.

Thisreport constitutes the first of the NMHC’s annual
reportsonthe consumerand carer experience and
will serve asabaselinetounderstand the progressive
impact of the Fifth Plan over the comingyears.
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Methodology

Background

Tosupportthe NMHC’s rolein monitoringand reporting
onthe progress of the Fifth Plan, a Fifth Plan Technical
Advisory Group (FPTAG) was established by the NMHC
toinform and guide the planning of reports from

2019 onward. The remit of the FPTAG also included

the provision of guidance and advice onthe planning
and design process of the Fifth National Mental

Health and Suicide Prevention Plan Consumer and
Carer Survey, which formsthe basis of this report.

The FPTAGiscomprised of representatives from each
stateandterritory government health department,
the Australian Government Department of Health, the
Australian Institute of Health and Welfare (AIHW), the
Safety and Quality Partnership Standing Committee
(SQPSC), the Suicide Prevention Project Reference
Group (SPPRG), the Mental Health Information Strategy
Standing Committee (MHISSC) and the Aboriginal

and Torres StraitIslander Mental Health and Suicide
Prevention Project Reference Group (ATSIMHSPPRG).
Crucially, the groupalsoincludes consumerand
carerrepresentatives, whose contributions were
particularly significant given the focus of the survey.

Survey design and delivery

The survey (see Appendix) was administered via Citizen
Space, anonline consultationtool, and accessed
viathe NMHC’s website. The survey was open for
completionfrom 1 Aprilto 30 April 2019 and promoted
viathe NMHC’s social media accounts, FPTAG and

the NMHC'’s stakeholder networks—with a particular
focusonconsumerand carer-led organisations.

Survey questions were designed to capture the
experiences of consumersand carers within each
Priority Area of the Fifth Plan. The intention of the
survey was to establish a baseline so that the NMHC
cantestwhethertheactions of the Fifth Planare
translatingintoreal change for consumersand carers.

Atotal of 41 questions wereincludedinthe survey.

These included a mix of yes/no questions as well
asquestionsthat asked respondentstoratethe
frequency of their experiences on ascale of never/
rarely/sometimes/usually/always. Respondents were
alsoinvited to share additional information on their
experiences through free text comments. In order to
understand respondent experiences across Australia, key
demographicinformation wasalso collected. However,
noidentifying or personal information was collected and
allresponses were anonymous. With the exception of the
demographics, all questions were optional to answer.

Priority Area 3 of the Fifth Planis focused on coordinating
the treatmentand supportsfor peoplelivingwitha
severe and complex mentalillness. For thisreason,
respondents were asked a screening question before
progressingto Section 3 of the survey. Only those
respondents whoindicated that they live with a severe
and complexmentalillness, or care for someone

living with a severe and complex mentalillness, were
directed toanswer questionsin this section. All other
respondents were redirected to Section 4 of the survey.

Similarly, as Priority Area 4 is focused on mental health
and suicide preventionin Aboriginal and Torres Strait
Islander communities, respondents were asked a
screening question before progressingto Section 4
ofthe survey. Only those respondents who identified
as Aboriginal, Torres Strait Islander, or Aboriginal

and Torres Strait Islander were directed to answer

the questionsinthissection. Allother respondents
wereredirectedto Section 5 of the survey.

Intotal, 546 consumersand carers completed
thesurveyin full. Anadditional 240 responses
were partially completed, howeveronlythe 546
complete responses were used for dataanalysis.

The survey aimed to provide consumersand carers with
aneasy, accessible forumin whichto provide feedback
ontheirexperiences. The online formatallowed
respondentstocomplete the surveyatatimeand place
that was convenienttothem. Respondentsalso had

the option of saving theiranswers part-way through,
andreturningtothe surveyatalatertime. The use of
anonlinesurveyallowedthe NMHCtoreach alarger
number of consumersand carers, inawider range of
locations, than would have been possible with other data
collection methods (such asone-on-oneinterviews).
Limitations

The NMHCacknowledgesthe limitations of the
methodology used in this process, particularlyinthe use
ofthevolunteer sampling (self-select) method. Relying
onvolunteersampling, rather thanrandom sampling,
may have resultedin a bias towards respondents who
are highly motivated and engaged in consumerand carer
advocacy, orwho had strongerincentivesto share their
experiences (forexample, because their experiences
were either particularly positive or negative).

The survey also lacked the capability for respondents
to provide asingle response as bothaconsumeranda
carer. Respondents whoidentified as both aconsumer
andacarerwereinvitedtocomplete the survey twice
—once from each of these perspectives. Whilst the
survey itself consisted of only 41 questions, the time
and effortrequired to complete the survey twice may
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have been considered onerous for some respondents.
Asaresult,the NMHC may have missed the opportunity
to adequately capture the experiences of people
whoidentify asboth consumersand carers.

Itisalso worth noting that the Fifth Planitselfis primarily
focused onactions for governments andassociated
stakeholderstoimprove mental health and suicide
prevention. The Fifth Plan does notinclude private,
non-governmentorcommunity organisationsin its
scope. Thismeans thatthe actionsimplemented under
the Fifth Plan arelargely focussed on tertiary level
services, soresponsestothe survey should not be used
asareflection onthe mental health sectorasawhole.

Other considerations

Oneofthe keyactionsunder Priority Area 7 of the Fifth
PlanImplementation Planis the developmentofa
National Mental Health Safety and Quality Framework
(NMHSQF) to guide delivery of the full range of health
and supportservicesrequired by peopleliving with
mentalillness. Thisincludes a revised National Mental
Health Performance Framework to supportreportingon
performance and quality across all mental health service
sectors. Given that thisworkis currently in progress,

the NMHC decided not to measure quality until the
frameworkisimplemented. For this reason, questionsin
Section 7 of the survey focused on service safety only.

The NMHC will seek to measure consumerand carer
understandings of service quality in future years
once the NMHSQF has beenimplemented.

Future planning

Asthefirstsurvey ofitskind designed and administered
bythe NMHC, the NMHCis conscious thatimprovements
can be madetothe methodologyin the future that will
strengthenthe data collectionandreporting process.

Improvementsinclude adapting the survey so that

itis more accessible to culturallyand linguistically
diverse populations, and promoting the survey to
populationsunderrepresentedin thisyear’s data (such
aspeoplewhoidentify as male, and people withinthe
age categories of 16—24 yearsand 75 yearsor older).

Itisimperative to the NMHCthat any data collected from
consumersand carersrepresents the full breadth of

the population, sothatall experiences are considered
when measuring the progress of the Fifth Plan reform.

The NMHCwill continue to consult widely and
extensively through the FPTAG, as well as with consumers
and carersdirectly through the National Mental

Health Consumerand Carer Forum (NMHCCF).
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Respondent demographics

Atotal of 546 consumersand carers completed Ofthe 546 survey respondents, 71% were people
the surveyin full. Around two-thirds (64%) of these aged between 35and 64. Inthe total population,
respondentsanswered the survey as consumers, while thisage bracket comprises 47% of the population.
the remaining one-third (36%) answered as carers. Otherage groups were under-represented relative

tothe Australian population, particularly those inthe
oldestage bracket (people aged 75 and over), who
comprise 8% of the Australian population but made
up lessthan 1% of survey respondents (Figure 1).

Almost fourinfive respondents (79%) identified as
female. Only 17% of respondentsidentified as male,
with the remaining 3.5% identifying as transgender,
genderdiverse ornon-binary, orindicating that
they preferred not toidentify their gender.

Considering the demographics of survey respondents
isuseful forassessing whether the findings of the
survey apply, or can be generalised, to the wider
Australian population. Ofthe responses collected,
certain age groups were over-represented

relative to the Australian population.

Figure 1: Age of survey respondents, compared to total population

35

[l Totalpopulation

I NMHCsurvey

Note: Percentagesfor

Censusdataarebasedon

Percentage

peopleaged15andover,
notthe whole Australian
population. The 16—-24

8 age bracketisnotdirectly
comparabletoCensus
data, astheage bracket
usedinthe Censusis 15-24.

16-24 25-34 35-44 45-54 55-64 65-74 75+

Age

Fifth National Mental Health and Suicide Prevention Plan, 2019: The consumer and carer perspective 10




Aboriginaland Torres Strait Islander people were
well-represented among survey respondents relative
tothe Australian population. Atotal of 24 respondents
(4.4%) reported that either they, or the personthey care
for, identify as Aboriginal and/or Torres Strait Islander,
comparedto 2.8% of the Australian population.

People who speakalanguage otherthan English
astheirmain language were significantly under-
represented amongrespondents relative tothe
Australian population. Almostall respondents (99%)
reportedthatthey spoke English as their main language,
comparedto 73% of the Australian population.

There wasgood representation of people from all states
andterritoriesamongsurvey respondents. The only
states that were under-represented were the two largest
by population—New South Wales and Victoria—and
onlythe latter was significantly under-represented.

The majority of survey respondents (70%) indicated
thatthey, orthe personthey carefor, live with asevere
orcomplexmentalillness. This high proportion could be
duetoarangeoffactors. Forexample, people wholive
with, or care fora person with severe and complex mental
illness may have been more motivated to respond to the
survey, due tothe fact thatthey have had ahigherlevel

of contact with the mental health system or have faced
particular challengesin accessing the support they need.

Inaddition, the definition of severe and complex
mentalillness presentedinthe survey (which was
based on the definitions used in the Fifth Plan) may
have captured some respondents who may not
meetclinical definitions for severe and complex
mentalillness. Forexample, the definitionincludes
people whose needs can only be met by multiple care
providers. People living with mildto moderate mental
illness who receive support from multiple providers
(suchasageneral practitionerand a psychologist)
may have identified asfalling within this category.

Forfuture surveys, the NMHC will consider
strategies for wider dissemination of the survey
and engagement of groups that were under-
represented among respondents to this survey.

Figure 2: State/territory of residence for survey respondents compared to total population
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Findings against

Fifth Plan Priority Areas

Priority Area 1:
Achieving integrated regional planning
and service delivery

Lack ofintegration and agreement between mental
health services can create frustration for consumers

and carers, and lead to poor treatment continuity,
difficultyin maintaining treatment and poorer treatment
outcomes. Itcanalsoleadtoalossof trustinthe system.

Priority Area 1 aimsto establish a person-centred,
holistic model of mental health care through improved
planning, coordination and integration of services. In

the context of the Fifth Plan, integration is concerned
with building relationships between health-based
organisationsthatare seeking similaraimstoimprove the
outcomesand experiences of consumersand carers.

Integrated regional planning seeksto enhance
consumerand carer experiences of mental health care
through creating a service delivery system that:

e includesconsumersand carersinshapingthe
way servicesare planned and delivered

worksinacoordinated way to holistically
meet the needs of consumers

provides personalised treatment, care and
support, delivered by theright service, at
therightplaceandattherighttime

e iseasierforconsumersand carerstonavigate.

Toassesstheimpact of integrated regional planning
andservice delivery onthe experiences of consumers
and carers, the survey asked respondents a range of
guestionsabouttheir experiences of accessing mental
health services overthe past 12 months. Almost all
respondents (97%) reported that they, orthe person
they care for, had accessed mental health servicesin
the past 12 months. The most commonly-accessed
service type was general practitioners (accessed by
86% of respondents), followed by psychologists (66%)
and psychiatrists (61%). When respondents were asked
how often services worked togetherto address their
needs, orthe needs of the person they cared for, only a
smallnumber of respondents reported that this ‘always’

occurred (8%). Over athird of respondents (37%) reported

thattheyfeltthishad ‘rarely’ or ‘never’ happened. The
majority of respondents reported that they felt this
had occurred ‘sometimes’ (33%) or ‘usually’ (22%).

Figure 3:

Proportion of survey respondents accessing different service types
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Comparedtotheintegration of services, responses were
more encouragingin relationto whether consumers

had asayinthe way their treatment was planned and
delivered, with 15% of respondents reporting they
‘always” had a say. Nonetheless, overa quarter of
respondents (27%) reported that they, orthe person
they carefor, ‘rarely’ or ‘never’ hadasayintheircare.

When asked whether care providers understood
theirneeds, orthe needs of the person they caredfor,
respondents most often reported that this ‘sometimes
occurred (34%). Again, over a quarter of respondents
(29%) reported that this ‘rarely’ or ‘never” happened.

’

The majority of respondents (60%) provided additional
commentsontheirexperiences of care over the

past 12 months. The comments revealed arange of
concernsaboutbarrierstoaccessing sufficient care
andsupport. These barriersincluded the following:

¢ Availability and adequacy of services: Of the
respondents who provided additional comments,
morethan 25% mentioned concerns about the
availability and adequacy of services. Factors such as
lack of servicesintheirarea, lengthy waiting times or
insufficient hospital beds (leading to non-admission
or premature discharge as a consequence) may result
inservices being unavailable to consumersat the time
they were needed. It was also noted that, even when
serviceswere available, the level of support offered
may not be sufficientto meet consumers’ needs. This
latter concern was typically raised in relation to people
who experienced complexor chronic mentalillness and
required supportoveran extended period of time.

Affordability of services: The cost of services was
noted by 15% of respondents who provided additional
comments. Factors highlighted by respondents
includedthe limited number of mental health
sessions covered by Medicare under the Better
Access scheme, and the often high costs of mental
health services that are not covered by Medicare.
Affordability barriers were reported to be particularly
significant for people who were onlowincomesor
unemployed (including people who were unable to
workdue to the severity of their mentalillness).

Challengesin navigating the service system:
Comments regarding difficulty navigating the system
were noted by 15% of respondents who provided
additionalcomments. The examples provided by
respondents of their experiencesinaccessing care
suggestthatthe process of navigatingthe service
system can be difficult, laborious or confusing
attimes. Respondentsalso provided examples

of cases where mental health services had not
communicated with each other well, or had not worked
together effectively to meet consumers’ needs.

Concerns were also raised about the degree to which
serviceshadincluded consumersandcarersinthe
planningand delivery of care. Where these concerns
wereraised by consumers, key issuesincluded: being
treated inadismissive manner, not having opportunities
to participate in decision-making about theirown care,
andfeelingasthoughthey had notbeen ‘heard’ by
service providers. Where these concerns were raised by
carers, akeyissue was that services had notadequately
communicated with orinvolved themin care planning.

In contrast withthese concerns, some respondents
reported positive experiences of accessing mental
health services, providing examples of services that
had offered high quality, inclusive care and support.
Positive comments were smallerin numberthan
comments reporting deficienciesin services, with
onlyaround 10% of comments providing explicitly
positive feedback on services. However, where positive
feedback was provided, ittendedto be highly positive
(forexample, some described services as ‘excellent’
or ‘fantastic’) and these comments clearly indicated
that quality care had made a significant difference
torespondents’ mental health and wellbeing.

Overall, the survey resultsindicate that services have
hadvaryinglevels of successinachieving integrated
regional planningand service delivery. The positive
experiences reported by somerespondents suggest
that someservices are meeting the needs of consumers
andcarers. However, itis evident that further workis
stillrequired to ensure thatall consumersand carersare
abletoaccesstimelyand adequate supportservices, can
navigate the service systemwith ease and are involved
inshaping the planningand delivery of their care.

Fifth National Mental Health and Suicide Prevention Plan, 2019: The consumer and carer perspective
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Priority Area 2:
Effective suicide prevention

Suicide prevention efforts must consider how services
respondto people who have attempted suicide orare
atrisk of suicide. By providing intensive follow-up care
during the days and weeks after a suicide attempt, or
following discharge from inpatient psychiatric care, it
ispossible to reduce the risk of future suicide attempts.
Priority Area 2 aimstoreduce theincidence of suicide
andimprove supportfor people at risk of suicide.

Suicide prevention supportalsoincludes assistance
forcarers, familiesand communities affected by
suicide orasuicide attempt. The Fifth Planrefersto
thistype of supportas ‘postvention support’.

Underthe Fifth Plan, effective suicide prevention aims
toembedimprovementsinto mental health services so
people atrisk of suicide are accessing a system that:

e ensurestimelyaccesstosupportandclearly
articulates which servicesintheirareaare
responsible for providing care and support

¢ activelyfollows up with people ata higherrisk
of suicide, including afterasuicide attempt

¢ providesimproved postvention supportstocarers,
families and communities affected by suicide, and
supportthe carersofthose at risk of suicide.

Toassessconsumers’ and carers’ experiences of accessing
suicide prevention services, the survey asked respondents
whetherthey were aware of these servicesin theirlocal
area. Mostrespondents (73%) reported that they were
aware of services that provide care and supportfor people
who are at risk of suicide. In comparison however, when
askedif they were aware of active follow-up services
forpeopleatrisk of suicide, half of respondents (51%)
indicated that they were notaware of these servicesin
their communities. Awareness of postvention supports for
carers, familiesand communities affected by suicide was
similar, with 62% of respondentsindicating that they were
notaware of these servicesin their local communities.

Additional comments on suicide prevention services were
provided by 42% of respondents. Feedback relating to
awareness of suicide prevention services was mixed. Some
commentsindicated that the respondent was aware of
these services, often through their professional networks
orthrough personal experience of accessing services.
Othercommentssuggested that the respondent had
limited or no awareness of suicide prevention services,
orthatthere wasaneed forincreased promotion of

these services. The availability and sufficiency of suicide
prevention services was consistently raised asanissue
acrossthefreetext responses. Examples were provided
of consumers attempting to access supportthrough
hospital emergency departments, but not beingadmitted
orbeingdischarged early due to the limited availability

of beds. Particular concerns were raised about the lack of
follow-up and postvention supports for people who had
attempted suicide or experienced suicidalideation (such
ascaseswhere people had been discharged fromaservice
without adequate information or supported referrals).

Thesurvey results suggest that thereis still a significant
needtoenhance support for people at risk of suicide,
their carers, familiesand communities, and to promote
awareness of available services. Awareness of, and access
tofollow-up and postvention supportsin particular
appearstobeanareainneedofimprovement.

Figure 4: Consumer and carer awareness
of local suicide prevention services

Areyouaware of services
that provide care and
supportforpeople who
areatriskof suicide?

6%

21%

B Yes
No

Unsure

73%

Areyouaware of services
thatprovide active
follow-up for people
who are ata highrisk

of suicide, including after
asuicide attempt?

12%

36%
B Yes

No

Unsure

51%

Areyouaware of 13%
postvention supports

available forcarers,

familiesand communities

o
affected by suicide? 25%

B vYes

No

Unsure

62%
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Priority Area 3:

Coordinating treatment and supports
for people with severe and complex
mental iliness

The needs of people with severe and complex mental
ilinessare nothomogeneous. There are differences
intheclinicaland community-based supportsthata
person living with severe and complex mentalillness
may need over time. Despite the ongoing efforts of
governmentsand service providers, many of these
people stilldo notreceive the supports that they need.

Priority Area 3 aimsto ensure that people with severe
and complexmentalillness have accesstothe clinical and
community servicesthey needto live amore contributing
life—alife where they can expectthe samerights,
opportunitiesand health asthe wider community. It
seekstoachieve thisthroughimprovingtheintegration,
quality and personalisation of care and support provided
to people with severe and complex mentalillness.

Accordingtothe Fifth Plan, a severe and complex
mentalillnessis not confined to a specificdiagnosis.
People with severe and complex mentalillness may

be people with persistent mentalillness who have
complexneedsthat canonly be met by multiple care
providers, or people who have complexities thatare not
directly related to their mentalillness. Thisincludes:

¢ peoplewhohaveasevere mentalillness as
wellasachronicphysicalillness, orissues
with/dependence ondrugs andalcohol

¢ peoplewhose mentalillnessisadverselyimpacted
by complexsocial factors such ashomelessness
orisolation from social or family supports, or
who require assistance from multiple health and
community services for day-to-day activities

e peoplewithreoccurringacute mental health
episodesthatrequire frequent hospital care

¢ peoplewhoareathighrisk of suicide.

Overall, a high proportion of survey respondents
reporting thatthey live with or care foraperson

who lives severe and complex mentalillness. The
proportion of consumer respondents who reported
they live with severe and complex mentalillness was
66%. Among carerrespondents, 79% reported that
they care for someone living with a severe or complex
mentalillness. These respondents were then asked
abouttheirexperiencesinaccessingclinicaland
non-clinical services overthe past 12 months.

Clinical services were defined as those that provide
assessment, diagnosticand treatment services for people
with mentalillness. Most respondents (70%) indicated
thatthey, orthe personthey care for,had accesstothe
clinical servicesthey required overthe past 12 months.

Non-clinical services were defined asthose that focus
on providing wellbeing supportand assistance with
afocusonrecovery, to people wholive with a mental
iliness. In contrast to clinical services, over half (56%)
ofrespondentsindicated thatthey, orthe person
they caredfor, did not have access to the non-clinical
services they required over the past 12 months.

Ofthose respondents whoindicated that they, or the
personthey carefor, live with asevere and complex
mentalillness, more than half (54%) provided additional
commentsabouttheirexperiences. Much of this feedback
echoedthethemesdiscussedin Priority Areas 1and 2
regardingthe adequacy andavailability of services, with
respondents noting concerns that they did not have
accesstotheservicestheyneededand/orrequireda
higherlevel of support than wasavailable tothem.

Some of the barriersto accessing services identified by
respondentsincluded: the unavailability of servicesin
particular geographicareas; service eligibility criteria
that may exclude certainindividuals, the cost of services,
lengthy waiting times, challenges in navigating the service
system, and difficulties in accessing supportunderthe
National Disability Insurance Scheme (NDIS). Challenges
inaccessing services that fall outside the health sector,
but nonetheless playacritical rolein supporting health
and wellbeing (such asincome support, employment
servicesand adequate housing), were also highlighted.

The survey resultsindicate that many people living with
severe and complex mentalillness still face considerable
challengesinaccessing the supportstheyneedtolead
acontributinglife. Access to non-clinical servicesin
particularappearstobeanareain need ofimprovement.
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Priority Area 4:

Improving Aboriginal and Torres Strait Islander

mental health and suicide prevention

Aboriginaland Torres Strait Islander communities
experience consistently higher rates of
psychological distress, mentalillness, substance
use disordersand suicidality than non-Indigenous
Australians, and face multiple barriers when
accessingappropriate servicesand supports.

Most Aboriginal and Torres Strait Islander people want to
be abletoaccess services where the best possible mental
health and socialand emotional wellbeing strategies are
integratedintoaculturally capable model of health care.
Thisapproach needs an appropriate balance of clinical
and culturally-informed mental health system responses,
includingaccesstotraditionaland cultural healing.

Priority Area4 aimstoimprove responsestothe
mental health needs of Aboriginal and Torres Strait
Islander people. It envisages that Aboriginal and
Torres Strait Islander consumers and carers will:

¢ have boththeirclinicaland their socialand emotional
wellbeing needs, and the needs of their community,
addressed when careis planned and delivered

¢ besupportedtonavigate the health system
e receiveculturally appropriate care

e receivetimelyaccesstosupport (including active
follow-up support)ifthey are at risk of suicide.

Atotal of 24 respondents (4.4% of total respondents)
reportedthateitherthey, orthe personthey care for,
identify as Aboriginal and/or Torres Strait Islander. The
survey asked these respondents a number of specific
questions about their experiences of accessing mental
health servicesoverthe past 12 months. Itisworth
notingthe percentages discussed are based on small
numbers, however the story they tellisimportant.

Figure 5: Aboriginal and Torres Strait Islander mental health

How often did care providers consider all of
consumer needs (including clinical, social and
emotional wellbeing) when planning and delivering
mental health careinthe past 12 months?

8%
21% Always
8%
Usually

17%

46%

When asked how often providers considered all of
their needs (including clinical, social and emotional
wellbeing) and the needs of their community when
planningand delivering mental health careinthelast
12 months, the majority of respondentsindicated
thatthis ‘rarely’ (46%) or ‘never’ (21%) occurred. Only
asmallnumberof respondents reported that these
needs were considered ‘usually’ (8%) or ‘always’ (8%).

Comparedto how often the needs of individuals and
the community were considered, responses were more
positive in relation to how often Aboriginal and Torres
Strait Islander people were provided with supportto
navigatethe mental health system. Almosta quarter

of respondentsindicated thatthey, orthe personthey
carefor, ‘usually’ or ‘always’ received this support.

Whilst 25% of respondentsindicated that they, or the person
they carefor, ‘usually’ received culturally appropriate care,
another 25%indicated that they, orthe person they carefor,
‘never’ received culturally-appropriate care.

Eight of the 24 Aboriginal and Torres Strait Islander
respondents (33%) provided additional comments
abouttheirexperiences. These commentsreferredto
various challengesinaccessing culturally appropriate
care, as well as difficultiesin findinginformation
abouttheservices specificallyavailabletothem.

Without generalising the experiences of Aboriginaland
Torres StraitIslander people onthe basis of these 24
responses, itis worth noting that the majority of Aboriginal
andTorres Strait Islander respondents reported that they
‘rarely’ or ‘never’ hadall of their needs met, received
supportto navigate the system, orreceived culturally
appropriate care. These findings suggest that there is
stillaneedtoimprovetargetedservicesandsupportsfor
Aboriginaland Torres Strait Islander consumersand carers.

How often did the consumer receive
help orsupportto navigate the mental
health systeminthe past 12 months?

8%
17% Always
17%
Usually
17%
42%
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Priority Area 5:

Improving the physical health of people
living with mental illness and reducing
early mortality

People living with mentaliliness have poorer physical
health than other Australians, but their physical health
needs are often overshadowed by their mental health
condition. Physical health treatment rates for people
living with mentalillnessare reportedto be about

50% lower than for people with only a physicalillness.
Thislower treatment rate reduces the diagnosis and
treatment of physical conditions, which can prove fatal.

Priority Area 5 aimsto ensure that peopleliving
with mentalillness receive better screening
for physicalillness, and thatinterventionsare
provided early as part of a person-centred
treatmentand care plan. It envisages that
peopleliving withamentalillness will have:

e appropriateaccessto,and quality of, physicalhealth care

¢ their physical health needsdiscussed and addressed

¢ bettercoordination of servicesatalocal level that
supportconsumersto address physical health
careneedsandimprove their quality of life

accesstoservicesattheregionallevel thatare
integrated, person-centred and easier to navigate.

The survey asked respondentsabout the extentto
whichtheir physical health needs, or the physical health
needs of the person they care for, are being addressed.
Respondents most commonly reported that, when
seeking care for mentalillness, physical health was
discussed by their care provider ‘sometimes’ (32%).

However, overathird of respondentsindicated that

this ‘rarely’ (25%) or ‘never’ (13%) occurred. In addition,
respondentsindicated that they were mostly unaware
(46%) or unsure (16%) of any coordination across services
toaddress both physical and mental health needs.

Additional comments on physical healthissues were
provided by 41% of respondents. Akey observation made
withinthese comments was a divide between physical and
mental health care services—with services tending to work
separately from one another oroperatingin ‘silos’. This
was reportedto resultin poor coordination between, and
integration of, mental health and physical health services.

Respondentsalso commented onthe lack of consideration
of physical health needs by some health care providers.
Examples were provided of casesin which physical

health needs had not been adequately considered

when receiving mental health treatment, or had been
overlooked by care providersduetothefactthat the
person receiving care had a history of mentaliliness.

32%

Sometimes

25% 18%

Rarely Usually
(+)
o, 13 /0
11 /o Never
Always

Figure 6: Physical Health

How often did the care provider
discuss physical health (when
seeking care for mentalillness)?

4g°/o

38%

Yes

LR

16%

Unsure

Areyouaware of coordination
acrossservicestoaddressyour
physicaland mental health needs
orthat ofthe personyou care for?

Specific physical health challenges highlighted
by respondents, that wererelated to or could be
compounded by mentalillness, included: access
toaffordable dental care, managingtheside
effects of certain medications (such as weight
gain), and maintaining a healthy lifestyle (such
asahealthy dietand adequate exercise).

The survey results suggest that, while the physical
health needs of mental health consumersare
considered by some care providers ‘sometimes’,
thereisaneedto build towards more systematic
consideration of these needs by all providers. In
addition, there appearsto be significantroom for
improvementin enhancing coordination between
different health care servicesto ensure that physical
and mental health needsare addressed holistically.
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Priority Area 6:
Reducing stigma and discrimination

Stigma against people living with mentalillnessis
prevalentin Australia, with almost three out of four
people with mentalillness experiencing stigma.
Discriminatory behaviours may include avoidance,
withholding opportunities or withholding support.

Theimpacts of mental health stigma on health care were
also highlighted. Respondents reported encountering
negative, unhelpful or uncaringattitudesamong

health care providers, andindicated that such attitudes
had affected the quality of the care they received.

Similarcomments were providedin responseto free

Stigmaand discrimination may discourage people text questions n Priority Areas 1,2, 3, 7and 8.

from disclosing information regarding their mental
health, decrease the likelihood of seeking support
and create additional distress. Thiscanresultin
exclusionandisolation, adversely affect personal
relationshipsand affect opportunities for social
interactionand community involvement.

The survey resultsindicate that stigmaand discrimination
remainsignificant problems both within the health
caresectorandinthe community more broadly.

- . . . Figure 7: Experiences of stigma and discrimination
People living with mental illness may experience

stigma anddiscrimination by the health workforce
aswellasthe broader community. Thiscan have a
significantimpact onthe wellbeingandrecovery

of people living with mentalillnessand people

who experience suicidal behaviour, resultingin
pooreroutcomes. Stigma and discrimination by the
health workforce may decrease the likelihood of
seeking help, exacerbate psychological distressand
decrease thelikelihood of adheringto treatment.

How often were you treated differently,
when accessing mental health
servicesinthe past 12 months?

24% Usually

Priority Area 6 aimsto reduce the prevalence of
stigma and discrimination experienced by people
living with a mentalillness, both when accessing
services and within the community more broadly. It
envisages a health system, and broader community,
thatsupports consumersand carersin their recovery,
better understands mentalillness, and hasimproved
attitudes towards people living with mentalillness.

27% Sometimes

17% Rarely

Toassessconsumers’ and carers’ experiences of
discrimination, the survey asked respondents how
oftenthey, orthe personthey care for, had been
treated differently due to their mentalillnesswhen
accessingmental health services. Respondents
mostcommonly reported they had beentreated
differently ‘sometimes’ (27%). Overathird of
respondentsindicated thatthey were ‘usually’ (24%)
or ‘always’ (13%) treated differently in this context.

18% Never

How often were you treated differently by the community
(atwork, school, social gatherings or events etc) asaresult
of mentalillnessin the past 12 months?

These findings were higher when respondents

were asked how often they experienced stigmaand
discrimination inthe broader community—such
asatwork, school, social gatherings or events.
Respondents most commonly reported they were
treated differently in the community due to their
mentalillness ‘sometimes’(34%), and more than a third of
respondents reported that they were ‘usually’ (27%)

or ‘always’ (16%) treated differently in this context.

34%

Sometimes

15%

Asignificant number of respondents (46%) provided Rarcly

additional comments on their experiences of stigma
anddiscrimination. These comments drew attention
totheimpacts of mental health stigma, suchas
discrimination inemployment, social isolation,
judgemental attitudes and areluctance to disclose mental
iliness due tothe fear of being treated less favourably.
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Priority Area 7:
Making safety and quality central to
mental health service delivery

Safetyand quality initiatives have been integral to mental
health reform overthe pastthree decades and the subject
of significant collaboration between governments.

Priority Area 7 aimstoensure that the treatment, careand
support providedto mental health consumersandcarers
is safe and of a high quality. A safe health system minimises
oravoids potential oractualharmtoconsumers,anda
quality health system provides the right care to consumers,
improving health outcomesand optimising value.

Inadditiontoimproving safety and quality of services,
Priority Area 7 also focuses on supporting informed

decision-making by ensuringinformation about safety
and quality is made available to consumersand carers.

Toassessconsumers’ and carers’ experiences of safety
inmental health service delivery, the survey asked
respondents about both their personal feelings of

safety when accessing servicesandtheir level of access to
information about safetyin service delivery. Overathird
(38%) of respondents reported that they, orthe person
they care for, ‘usually’ felt safe when accessing services.
Encouragingly, consumersand carers responded they
‘always’ (23%) felt safe when accessing services more often
thanthose whoindicated that they ‘never’ felt safe (6%).

However, when asked how often information about
safety had been made available tothem, or the person
they care for, over half of respondents reported that
this ‘rarely’ (23%) or ‘never’ (31%) occurred. Only

10% of respondentsindicated that they ‘always’

had information about safety available to them.

Ofthose whowere provided with informationabout safety,
over halfreportedthat theinformation helpedthem,
orthe personthey carefor, to make informed decisions
aboutmental health treatment’sometimes’ (25%),
‘usually’ (18%), or ‘always’ (13%). However, a higher
proportion of respondentsindicated that thisinformation
was ‘rarely’ or ‘never’ helpful (43%) thanthose who
indicated it was ‘usually’ or ‘always” helpful (31%).

Just overaquarter of respondents (27%) provided
additional commentson safetyin service delivery.
These comments drew attentiontoavariety of safety
issues, ranging from service provider expertise
tothe use of restrictive practices andinvoluntary
treatment. Negative attitudesamongservice
providerswerealso highlighted as a factor that had
made people feel unsafe when accessing services.

The survey results suggest that some mental
health services have been successfulin ensuring
safetyinservice delivery. However, there is still
more workto be donetoachieve safetyacross
theboard, and ensure that consumersand carers
have accesstoadequate information about
safety tosupportinformed decision making.

Whilst the survey did not specifically ask respondents to
rate the quality of the mental health services they access,
issuesrelatingto quality were raised by respondentsinthe
free text comments relating to Priority Areas 1, 2,3and 8.
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Priority Area 8:

Ensuring that the enablers of effective
system performance and system
improvement are in place

The mental health systemin Australiais complexand
currently undergoing a period of reform. As the system
transitions, itiscritical that services are effective and
continuetoimprove over time inresponse to changing
needs andactual outcomes of service delivery.

Priority Area 8 aimstoachieve targeted and collective
actionthatsupportsenablersofaresponsive and
effective mental health system, nowandintothe
future. Thisincludesenhanced effortsinresearch,
workforce development, adaptationto new
information technology andimproved data systems.
Itenvisages a mental health system where services:

e continuetoimprove overtime
¢ aremore effective and accessible

¢ provideimproved opportunitiestotranslate
the experiences of consumersand carers
into helping otherstowork through their
own experiences of recovery.

The survey asked respondents whether they had noticed
improvementsintheservices thatthey, orthe personthey
carefor,hadaccessedinthe past 12 months. More than
two-thirds of respondents (69%) indicated that they had
not noticed any improvements. Only 17% of respondents
reportedthattheyhad noticed improvements, with the
remaining respondentsindicating that they were unsure.

The surveythen asked respondents whetherthey, orthe
personthey care for, had beeninvited orencouraged

by care providers to share their experiencesin order
toimprove service planning and delivery for others.
Around two-thirds of respondents (65%) reported
thatthis had notoccurred, while 30% confirmed
thattheyhadbeeninvited orencouragedto provide
feedback (with the remaining respondents unsure).

Additional comments onserviceimprovement were
provided by 43% of respondents, highlighting areas

of service delivery theyregarded as beingin need of
improvement. Forexample, concerns were raised
aboutthe availability and adequacy of mental health
services, withcomments drawing attention toissues
suchas: currentgapsin service provision, the need for
additional Medicare subsidised mental health sessions,
theimportance of ensuring that services can be accessed
inatimely manner, and the need for specialised services
to addressspecificillnesses (such as eating disorders).

Otherareasnominated as beingin need
ofimprovementincluded:

¢ buildingtheskillsand capacity of the mental
health workforce, including through addressing
staff shortages, enhancing expertise, recruiting
peerworkers, addressing negative attitudes and
encouraging a person-centred approachtocare

e engagingconsumersand carersin mental health
service delivery, both in making decisions about their
own care and shaping the way services are delivered

e the quality of service delivery, with some
respondents sharingtheir experiences of
receiving unsatisfactory care or support

¢ the processof navigating the mental health
system, such asthe need forimproved
coordination between services.

The survey resultssuggest thatthereis a need forfurther
worktoensure thatthe enablers of effective system
performance andimprovement (including engagement
with consumersand carers, and the development

of the mental health workforce) arein place.
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Conclusion

The experiences of consumersand carers accessing
the mental health system are critical for measuring
the Fifth Plan’s success. Implementation of the Fifth
Planreform will not be truly successful until it leads
to meaningful changeinhow consumersand carers
experience mental health carein Australia.

Understanding how implementation of the Fifth Planis
affectingthe experiences of consumersandcarersisa
priority forthe NMHC. Thisreport provides baseline data
forunderstanding consumer and carer experiences of
accessingmental health care servicesin Australia. The
consumerand carer experiences reported by survey
respondents reinforce theimportance of the Fifth Plan
Priority Areas, and the need for continued action.

Mental health reformisacomplextaskand it will take
timeforconsumersand carersto see the benefits

of reformactivities. The NMHC will conduct annual
surveys of consumersand carerstounderstand the
progressive impact of the Fifth Plan for consumersand
carersovertime. Asitisthe first year of the Fifth Plan
implementation, responsestothe 2019 survey provide
astarting point from which to measure improvements.

[tisimportantto note that the Fifth Plan was agreed to
by all Health Ministers and therefore includesactions for
governments and associated stakeholders to contribute
to mental health and suicide prevention reform. For
thisreason, the Fifth Planis limitedinitsability to
influence non-government, private, and community
based organisations. The experiences reported by
consumersand carersinthisreport covered awide
range of services across the mental health sector.

Consumersand carers frequently highlighted anumber
of commonissuesintheirresponses. Theseissues
included the availability and adequacy of mental health
services, the availability and cultural appropriateness
of servicesfor Aboriginal and Torres Strait Islander
communities, the consideration of broader consumer
needsin conjunction with their mental health needs,
and experiences of stigma and discrimination.
Theseissues mirrorthe direction, Priority Areasand
actions of the Fifth Plan, and are expected toimprove
incrementally asimplementation progresses.

Of particular concerntothe NMHC however, were
responses detailing Aboriginaland Torres Strait Islander
consumerand carer experiences of care that were

not culturally appropriate, and consumerand carer
experiences of stigma and discrimination. The lack

of awareness of suicide postvention supportisalsoa
significantconcern, given its potentialimpact on ongoing
suicide prevention effortsand community mental
health. The NMHC will continue to monitorand report
onthesignificantissues raised by consumersand carers,
and encourages Fifth Plan stakeholdersto keep them
atthe forefront of ongoingimplementation efforts.

Future surveys willaddress current methodological
limitationsto ensure responses better represent the
full breadth of the consumerand carer population.
Infutureyears, the NMHC will adapt the survey to be
more accessible to culturally and linguistically diverse
populations. Additionally, thereis a need to ensure that
the survey will be circulated more widely to populations
underrepresentedinthisyear’srespondents (people
whoidentify as male, and people aged 16-24 and 75
yearsorolder). Annualindependent monitoring and
reporting on outcomes for consumersand carers,
inaddition to stakeholders namedin the Fifth Plan
Implementation Plan, allows the NMHCto more broadly
assesswhetherthe reformis successfully achieving
itsobjectives. Theresults of the consumerand carer
surveys canalsosupportand guide the ongoing
implementation of the Fifth Plan by its stakeholders.

The NMHCwishestoacknowledge and thankthe
consumersand carers who shared their experiences
through the survey. Without these contributions,
the NMHCwould not be able to effectively monitor
andreportonthe progress of the Fifth Plan—and

we hopeto capture the experiences of even more
consumersandcarersin futurereports.
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Acronyms

AIHW
ATSIMHSPPRG

COAG
FPTAG
MHISSC
NDIS
NMHC
NMHCCF
NMHSQF
PHN
SQPSC
SPPRG

Australian Institute of Health and Welfare

Aboriginal and Torres Strait Islander Mental Health
and Suicide Prevention Project Reference Group

Council of Australian Governments

Fifth Plan Technical Advisory Group

Mental Health Information Strategy Standing Committee
National Disability Insurance Scheme

National Mental Health Commission

National Mental Health Consumerand Carer Forum
National Mental Health Safety and Quality Framework
Primary Health Network

Safety and Quality Partnership Standing Committee

Suicide Prevention Project Reference Group
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Appendix




Fifth National Mental Health and Suicide
Prevention Plan Consumer and Carer Survey

Overview

Inordertotruly understand the progress towardsimproving mental
health and suicide preventionin Australia, the National Mental

Health Commission (NMHC) is seeking feedback from mental health
consumersand carers on how mental health services may or may not
haveimprovedinthe past 12 months since implementation of the Fifth
National Mental Health and Suicide Prevention Plan commenced.

This survey should take between 10to 30 minutes to complete,
depending on how muchinformationyou’d like to provide.
Youdo notneedtogive your nameto complete the survey, and
youranswers will be kept confidentialand anonymous.

You cansaveyour responses and returntothe survey atany
time up untilthe closing date, using the save and return link
provided. You will need to provide your email addressifyou
choosetosaveandreturn. If youdo not wish to provide your
email address, you will not be able to save and return to your
answers, and you will need to start the survey again.

How we will use your responses

We appreciate yourtime and honesty. Youranswersare valuable to
the NMHCand will help us to monitorand report on effortstoimprove
mental health and suicide preventionin Australia. The NMHC will use
responses to this survey toinform our reports to governmentand

the community onthe performance of the mental health sector.

Privacy

The NMHCtakes your privacy seriously. All responses will be
treated as confidential, and, except where required by law, no
personallyidentifyinginformation from your response will be
released or usedfora purpose otherthan asset outabove.

Forfurtherinformation on privacy, please see the NMHC's privacy policy
http://www.mentalhealthcommission.gov.au/privacy-policy.aspx

Furtherinformation

You can read more about the Fifth National Mental

Health and Suicide Prevention Plan here http://www.
mentalhealthcommission.gov.au/ourreports/fifth-national-
mental-health-and-suicide-prevention-plan.aspx
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Introduction

The NMHCwelcomes responses from consumers who have
accessed mental health servicesin the past 12 months,
aswellas carers of consumers who have accessed mental
health servicesinthe past 12 months. To get started, we’'d
like to know if you identify as a consumer or carer.

Inthe context of the Fifth National Mental Health and Suicide
Prevention Plan, aconsumeris described asaperson living

with a mentalillness who uses, has used or may use a mental
health service. Acarerisapersonwho cares for, or otherwise
supports, a person living with a mentalillnessand may bea

family member, friend, neighbour, or member of the broader
community. Forthe purposes of this survey, a carer does not refer
tocommunity care services provided on a fee-for-service basis.

Some mental health care consumersalso care forsomeone who has a
mentalillness. This means thatthey are both aconsumeranda carer.
Thissurvey requires the respondenttoidentify as eitheraconsumeror
carer. Ifyouidentify asbothaconsumerand carer, then we welcome
youtorespondtothe surveyfromthe perspective of aconsumer
andthenrespond forasecondtime fromthe perspective ofacarer.

Are you answering this survey as a consumer of mental health
care services or as a carer of someone who has a mental iliness?
(Required)

(Please select only one item)

O lamansweringasaconsumer

O lamansweringasacarer
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Section 1: Mental Health services

Thissectionisaboutyour experience using mental health
servicesinthelast 12 months, and whetherthese services were
appropriate foryour needs. Thissectionisalsointerestedin
whetheryour care providerinvolved youinthe planning process.

Mental health servicesinclude clinical and non-clinical
supports. Clinical or medical services are those that provide
assessment, diagnosticand treatment services for people
with mentalillness. Clinical servicesinclude appointments
with a GP, psychologist, counsellor, or psychiatrist, as well as
care while admittedin hospital and residential settings.

Non-clinical or community psychosocial services focus on
providing well-being, supportand assistance with a focus
onrecovery, to people who live with a mentalillness. These
servicesinclude assistance to access community, socialand
recreational activities; group based community, socialand
recreational activities, assistance with household tasks and
dailyliving; and individual skills training and development.

Have you, or the person you care for, accessed mental health
services in the last 12 months?
(Please select only one item)

O Unsure

Ovw O

What types of mental health service have you, or the person you
care for, accessed in the last 12 months? You can select as many
services as you like:

(Please select all that apply)

OGP

Mental health nurse

Overnight hospital stay

Inpatient or residential
mental health care
Psychiatrist
Community, socialand
Psychologist recreational activities
Counsellor Group based
community, social and
Telephone supportline recreational activities
Online based services
—suchaswebsites,
appsand programs,
forums, web-based chat
and email support

Daily living support

OO O O 00

Other

If other, please specify

Hospital emergency

O 000000

department
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If you accessed more than one of these services, how often did
you feel as though these services worked together to address
your needs, or the needs of the person you care for?

(Please select only one item)
O Sometimes

Qw  Qr
O Usually O Always

How often did you feel as though you, or the person you care
for, had a say in the way your/their treatment was planned and
delivered in the past 12 months?

(Please select only one item)

O Sometimes

In the past 12 months, how often have you felt as though care
providers understood your needs, or the needs of the person you
care for, and worked with you/them to meet these needs?

(Please select one item only)
O Sometimes

Ow Qw
O Usually O Always

Is there anything else you’d like us to know about your
experiences with mental health services in the last 12 months?

Section 2: Suicide prevention services

The next section will ask questions about suicide prevention
services and postvention supportfor carers, familiesand
communities followingadeath by suicide. If youwould
prefernottoanswerthese questions, please skip to section
3byselecting ‘continue’ at the bottom of the page.

Ifthese questions raise any uncomfortable feelings
foryou, please reach outtoyoursupport network or
contactone of the following services for support:

Lifeline 13 11 14
Men’s Line 1300 789 978
Kids Help Line 1800 55 1800

There are many services across Australia that provide suicide
prevention support. This mightinclude crisis supportand
intervention, free counselling support overthe phone or prevention
programs for people identified as being at risk of suicide. Suicide
prevention supportalsoincludes supports for carers, familiesand
communities affected by suicide or a suicide attempt. The Fifth
Planreferstothistype of supportas ‘postvention supports’.
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Before today, were you aware of any services available in your
local area that provide care and support for people who are at
risk of suicide?

(Please select only one item)

O Yes O No O Unsure

Are you aware of any services that provide active follow-up for
people who are at a high risk of suicide, including after a suicide
attempt, in the area you live in?

(Please select only one item)

O Yes O No O Unsure

Are you aware of postvention supports available for carers,
families and communities affected by suicide in the area that
you live in?

(Please select only one item)

O Yes O No O Unsure

Is there anything else you’d like us to know about suicide
prevention, follow-up, or postvention supports?

Section 3: Severe and
complex mental illness

Asevere and complex mentalillnessis not confined to a specific
diagnosis. People with severe and complex mental illness may be
people with persistent mentalillness with complex needs that can only
be met by multiple care providers, or people who have complexities
thatare notdirectly related to their mentalillness. Thisincludes:

e Peoplewhohave asevere mentalillnessaswellasachronic
physicalillness, orissues with/dependence on drugs and alcohol.

e Peoplewhose mentalillnessisadverselyimpacted by complex
socialfactors such ashomelessness, isolation from social
orfamily supports, or who require assistance from multiple
health and community services for day-to-day activities.

¢ Peoplewithreoccurringacute mental health
episodes that require frequent hospital care.

e Peoplewhoareathighrisk of suicide.

This section seeks to understand the experiences of peopleliving
with asevere and complexmentalillness as theyaccess mental
health services. We invite consumers living with a severe and
complexmentalillness, as well as carers of people living with a
severeand complex mentalillnessto complete this section.

Ifyou, orthe personyou carefor, do not live with asevere and complex
mentalillness please select nobelow to be directed to the next section.
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Do you, or the person you care for, live with a severe and complex
mental illness?
(Please select only one item)

Ow O

People who live with severe and complex mentalillness may access
clinicaland non-clinical services. Taken together, clinicaland non-
clinical services should supportthe personto livea more contributing
life—alife thatis enriched with close connections to family and
friends, supported by good health, wellbeing and healthcare.

Clinical or medical services are those that provide assessment,
diagnosticand treatment services for people with mental
iliness. Clinical servicesinclude appointments with a GP,
psychologist, counsellor, or psychiatrist, care while admitted
inhospitaland residential care, as well as medications
prescribedtotreator supportyour mental health.

In the past 12 months did you, or the person you care for, have
access to the clinical services you/they required?
(Please select only one item)

Ow  Owe

Non-clinical orcommunity psychosocial services focus on
providing wellbeing support and assistance with afocus on
recovery, to people who live with a mentalillness. These
servicesinclude assistance to access community, socialand
recreational activities; group based community, socialand
recreational activities; assistance with household tasks and
dailyliving; and individual skills training and development.

In the last 12 months did you, or the person you care for, have
access to the non-clinical services you/they required?
(Please select only one item)

Ow O

Is there anything else you’d like us to know about your experience
accessing the services you, or the person you care for, require to
live a more contributing life?
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Section 4: Aboriginal and Torres Strait
Islander mental health

Thissection seeksto understand the experiences of people who
are Aboriginal and/or Torres Strait Islander as they access mental
health services. We invite consumers who are Aboriginal and/
orTorres StraitIslander, as well as carers of consumerswho are
Aboriginaland/or Torres Strait Islander to complete this section.

Ifyou do notidentify asan Aboriginaland/or Torres
StraitIslander person, please select none of the above
andyou will beredirected tothe nextsection.

Do you, or the person you care for, identify as:
(Please select only one item)

O Aboriginaland Torres Strait Islander

O None ofthe above

The next set of questions seeks to understand whether the treatment,
care orsupportyou, orthe personyou care for, received inthe

last 12 monthswas culturally appropriate and considered your/
theirsocialand emotional wellbeing needs alongside your/their
clinical needs. This section also asks whetheryou orthe person

you careforreceived supportto navigate the health system.

In the past 12 months, how often have you felt as though care
providers considered all of your needs, or the needs of the person
you care for (including clinical, social and emotional wellbeing),
and the needs of your community, when planning and delivering
your/their mental health care?

(Please select one item only)

In the past 12 months how often did you, or the person you

care for, receive help or support to navigate the mental health
system? This could include assistance with making appointments
or referrals to other services; being provided with information
on what services are available and how to contact them; or help
accessing services and appointments.

(Please select only one item)
O Sometimes
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In the past 12 months, how often was the treatment, care or
support delivered to you, or the person you care for, culturally
appropriate?

(Please select only one item)

Qw  Qr
O Usually O Always

O Sometimes

Is there anything else you’d like us to know about your mental
health care experience?

Section 5: Physical health

Thissection seeksto understandif relevant physical health needs
arealso being considered whenyou, orthe person you care for,
receive mental health treatment, care or support. This might
involve the care provider discussing the potential side effects of
prescribed medication and how to manage these. The care provider
may also enquire about your/their physical healthand schedule
you/them for regular physical health examinationsincluding

blood pressure checks, blood tests or pap smears, forexample.

Dependingonyour/their health needs, the
care provider may referyou/themto:

e asmokingcessation program orotherdrugoralcohol program;
e adentist;
¢ analliedhealthservice such asdietetics,

physiotherapy, podiatry, speech therapy;

e maternalandchild health services.

When seeking care for your mental illness, or that of the person
you care for, how often does your care provider discuss your/their

physical health?
O Sometimes

(Please select only one item)

Ow Qw
O Usually O Always

Are you aware of any coordination across services to address your
physical and mental health needs, or that of the person you care
for? For example, your/their psychiatrist or community-based/
allied health practitioner might share your/their treatment plans
with your/their GP so that your/their GP can better manage your/
their physical health.

(Please select one item only)

O Yes O No O Unsure

Is there anything else you would like us to know about your
experiences, or that of the person you care for, receiving care for
your/their physical health?
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Section 6: Stigma and discrimination

This section seeks to understand whetheryou, or the person
you care for, have experienced stigma or discriminationasa
result of living with a mentalillness. People living with a mental
illness may experience stigma and discrimination by the health
workforce as well as by the broader community. For this reason,
the questions below will ask about your/their experience in

the community as well as within the healthcare system.

In the past 12 months, when accessing mental health services,

how often have you felt as though you, or the person you care for,

were treated differently as a result of your/their mental illness?

(Please select one item only)
O Sometimes

O Never
O Usually

In the past 12 months how often have you felt as though you, or
the person you care for, were treated differently by your/their
community (at work, school, social gatherings or events etc) as a
result of your/their mental illness?

(Please select one item only)

O Rarely
O Always

O Sometimes

Is there anything else you’d like us to know about your
experiences of stigma and discrimination or the experiences of
the person you care for?

Section 7: Safety in mental health care

Thissectionisabout the safety of the mental health
treatment, care or supportyou, orthe person you
carefor,accessedinthe past 12 months.

In the past 12 months how often have you, or the person you
care for, felt safe when accessing mental health treatment,
care or support?

(Please select one item only)

O Rarely
O Always

O Sometimes
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In the past 12 months how often was information about the
safety of mental health services been available to you, or the
person you care for?

(Please select one item only)

O Never O Rarely
O Usually O Always

O Sometimes

When you have been provided with information on the safety of
services, how often did this information help you, or the person
you care for, to make informed decisions regarding your/their
mental health treatment, care or support?

(Please select one item only)

O Never O Rarely
O Usually O Always

Is there anything else you’d like us to know about your
experiences of stigma and discrimination or the experiences of
the person you care for?

Section 8: Improvements in the mental
health care system

Thissection seeks tounderstand whetheryou thinkimprovements
have been made to mental health treatment, care or support
inthe past 12 months. You might have noticed that more

services have become available, orthatithasbecome easier
toaccessexisting services. Alternatively, your experience
accessing mental health services, foryourself orthe person

you care for, may have stayed the same, or gotten worse.

Have you noticed improvements in the services you, or the person
you care for, accessed in the past 12 months?

(Please select only one item)
O Unsure

Ow O

Have you, or the person you care for, been invited or encouraged
by mental health care providers to share your experiences in
order to improve service planning and delivery for others?

(Please select only one item)
O Unsure

Ow O

Is there anything else you would like us to know about mental
health service improvement?
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Demographics

Tofinish up, we’d like to know a little bitabout you. This set

of questions captures key demographicinformation to help
us understand how consumers and carers are experiencing
mental health treatment, care and supportacross Australia.

What is your age? (Required)
(Please select only one item)

Q 16—24yearsold O 25-34yearsold
Q 35—-44yearsold O 45-54yearsold
Q 55—64 yearsold O 65—74 yearsold

What is the postcode where you live? (Required)
(Please select only one item)

Which state or territory do you live in? (Required)
(Please select only one item)

Q ACT O Northern Territory
Q New South Wales O Queensland

Q South Australia O Tasmania

Q Victoria O Western Australia

Do you identify as male, female or other? (Required)
(Please select only one item)

O Female O Male

Q Other—trans/transgender male
Q Other—trans/transgenderfemale

Q Other—gender diverse/non-binary

Q Prefer nottosay

Fifth National Mental Health and Suicide Prevention Plan, 2019: The consumer and carer perspective

What is the main language you speak at home? (Required)
(Please select only one item)

O English Q Other

If other, please specify

Did someone help you complete this survey? (Required)
(Please select only one item)

Ow
O Yes—family or friend

O Yes—language or culturalinterpreter

O Yes—consumer worker or peer worker

Q Yes—someoneelse
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