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1 Introduction

Lived Experience Australia (LEA) welcomes the opportunity to provide input to the Parliamentary
Inquiry: Mental Health and Suicide Prevention.

LEA is the representative organisation for Australian mental health consumers and carers, formed in
2002 and is the only advocacy organisation with a primary focus on services provided within private
sector settings. This is a mental health care environment which has often been overlooked and
under supported including the Productivity Commission inquiry, however through submissions,
advocacy, representation etc we also support consumers and carers more broadly, i.e., those in the
public and community mental health environments.

Our core business is to advocate for systemic change, empowerment of consumers in their own
care, promoting engagement and inclusion of consumers and carers within system design, planning
and evaluation and most importantly, advocating for consumer choice and family and carer
inclusion.

LEA became a public company (company limited by guarantee) in June 2016, making LEA an
independent and autonomous entity, while also being recognised as a charity by ACNC and a Health
Promotion Charity by the ABR. All board members and staff of LEA have a lived experience of mental
ill-health as either a consumer, carer, or both.

In this Submission, we have focussed particularly on the aspects of the Terms of Reference. We
have added our responses to the Productivity Commission in Appendix one as LEA has provided a
Submission and this is within the public domain. However, we wrote to Ms Christine Morgan 2)
below and have included this within this Submission as well as responding to the Suicide Prevention
Taskforce which is in the public domain.

We have not been involved in 3) or 4) below.

1) Productivity Commission Inquiry into Mental Health
2) Report of the National Suicide Prevention Officer

3) the Victorian Royal Commission

4) National Workforce Strategy

2 Terms of Reference

LEA would like to address the following:
e 2019 Bushfires
e COVID-19 pandemic
o Telehealth
e Digital and online mental health services

2.1 2019 Bushfires

It is LEA’s view that everyone was affected by the bushfires across Australia in some form or another.
The loss of life, the sight of destroyed houses, livelihoods, dead or suffering wildlife, film clips from
the fire fighters etc. It was as if Australia was burning.

We know that disasters trigger people’s experiences of past trauma. This does not necessarily need
to be their experiences of bushfires, but the suffering of people and animals in particular, takes them
back to the time they were particularly vulnerable and it’s the vulnerability they relate to.
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Hypervigilance can also be prevalent which is an enhanced state of sensory sensitivity accompanied
by an intensity of behaviours; an internal mechanism reacting to danger of some sort. Hypervigilance
may bring about a state of increased anxiety which can cause exhaustion. Other symptoms include:
abnormally increased arousal, a high responsiveness to stimuli, and a constant scanning of the
environment. !

LEA strongly supports the major Government initiative and the allocation of $76 million to ensure
the mental health and wellbeing of people and communities affected by these bushfires is a
government priority. It is the support of locals and their communities in the hours following a
disaster which is critical, but it is the days, weeks, months and for some years, that trauma impacts
on people's mental health.

A number of much needed measures which LEA strongly support has been initiated through this
funding to meet the needs of people in the short to medium term including additional MBS
psychological services, supporting youth through more Headspace sites, and trauma services for
emergency workers and their families.

It is just as important that communities, fire fighters and emergency personnel affected by bush fires
across Australia is acknowledged and that supports are focused on trauma. The services will be
critical in supporting rural areas where mental health services are limited. The focus on
implementing immediate trauma support, trauma response coordinators, and expansion of
telehealth is acknowledgement of the extent of this disaster on peoples' lives.

Further supports LEA strongly support include a national cross-services framework for responding to
national disasters, a pilot program for a mental health literacy network for emergency services
workers and their families, support to communities tailored to their needs and community
connectedness and recovery grants through the PHNs.

2.2 COVID-19 Pandemic

As if the bushfires were not enough, the COVID-19 pandemic has affected Australia since March 2020
when the country was ‘locked down’ for 5 weeks and since.

LEA has issued a number of media releases supporting the Government in the funding of key services
relating to bushfires, natural disasters and COVID-19 pandemic. LEA notes the announcements of
funding over $500 million since January 2020 for targeted emergency response measures and
welcomes the Government's funding for many initiatives to identify, reach and connect Australians to
timely support for their mental health and wellbeing as well as detailing much of the needs of
Australians as part of the National Mental Health and Wellbeing Pandemic Response Plan.

The main issues with the effects of COVID were:
1) Deterioration in mental health and wellbeing
2) Reactivation and reliving past trauma
3) Isolation
4) Disconnection
5) Fear and anxiety
6) Greater burden on families and carers
7) Cessation of services of those requiring face to face meetings/consultations
8) Greater reliance on GPs to fill the gaps
9) Inpatient admissions and associated restrictions
10) Loss of income

! Definition from the Free Dictionary
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11) Stop to training and education

The good things and government initiatives are:
1) Telehealth
2) Expansion of headspace sites
3) COVID specific access to psychologists under the Better Access initiatives
4) Increase in number of consultations from 10 to 20 under the Better Access initiative
5) 10 VIC mental health clinics

LEA also undertook some initiatives directly related to COVID-19 and the need to provide a much
needed connection for the lived experience mental health community.

LEA was aware of the effects of isolation and disconnection for people affected by mental ill-health,
families and carers. For this reason, LEA conducted a series of 6 informal fortnightly webinars, with
guest speakers, designed specifically to promote and facilitate connectedness for the mental health
lived experience community especially during the uncertain times of COVID. LEA understands how
important and essential a sense of connection with others is to people’s wellbeing.

Mental illness can bring loneliness, family disconnection, and difficulties getting through, but when
things are particularly difficult such as requirements to isolate from and change the way people go
about many of their usual activities and contact with others.

LEA wanted to bring our mental health community together in a sense of belonging, to learn and
share ideas and offer support to each other during this time. The webinars were a way in which we
were able to achieve this. It was heartening to hear people connect from across Australia, through
these webinars.

2.3 Telehealth

One of the most useful initiatives to address the isolation and absence of face-to-face consultations
was the government funding for telehealth.

Whilst it has been used by many doctors of many specialties, people with mental ill-health certainly
appreciated continuing contact with their psychiatrists. LEA is concerned about the proposed limit
of 12 telehealth consultations and the removal of the loading for consultations undertaken in rural
and remote areas (MBS item 288) which incentivised psychiatrists to provide this service. Without
this, many consumers will fall through the gaps, leaving families, carers, support persons to carry
additional responsibilities.

LEA has recently undertaken a national survey of peoples’ experiences as consumers, families and
carers around their experiences of telehealth psychiatry consultations. This is the first data available
from the ‘users’ perspective in the mental health sector across Australia and LEA is proud to be the
vehicle through which people were able to provide their input.

The survey was open for 3 weeks from 19 January — 9" February 2021, with 187 consumers, families
and carers who commenced the survey and approximately 87% completing all questions. The survey
focused on how consumers and the people that support them felt about using telehealth psychiatry
services and how well they felt their psychiatrist supported them or the person they care for in using
telehealth options since COVID-19 has been in our community.
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Key Findings

Telehealth Psychiatrist services have been accessed by consumers in a number of ways including over
the phone (with no video) or via video sessions using Facetime, Zoom, Skype or similar technology.
Some consumers were offered a range of options to access telehealth psychiatrist services, while
others were only given the option of telephone consultations. Feedback regarding access to and use
of telehealth psychiatry services was largely positive and when asked to rate their overall experience
79.87% rated the service as satisfactory to very satisfactory.

Many identified that without access to this technology during COVID-19, they would have had no
other support available. Many identified the additional benefits of this technology which included
convenience, significantly cutting down travel and waiting time and that it is particularly helpful for
those who might have difficulties travelling to a Psychiatrist’s office either due to mobility/transport
barriers or anxiety triggers when leaving the house.

The main challenges for consumers related to issues with the technology itself (i.e. glitches, lack of
knowledge/skills to access, data usage or devices being too old or not suitable), the impersonal
nature of telehealth versus face to face support making it harder to ‘connect’ with the psychiatrist,
and concerns about the psychiatrist not being able to see body language and visual cues which could
inhibit or impact on effectiveness of therapy and assessment. Some identified privacy concerns, not
knowing who else in their house may become privy to the consultation, or who might visit the house
during the session.

Consumers and carers supporting someone using psychiatry telehealth identified that many
psychiatrists were supportive in both providing access to and in using the technology, while others
identified the need for psychiatrists to be trained in how to use the technology to help reduce or
overcome technical barriers during sessions. Consumers also highlighted that with ongoing use, they
are becoming more familiar with and confident in using this technology.

LEA and many respondents advocate for the need to continue telehealth psychiatry services long-
term to make it a permanently available option in addition to face to face consultations.

Given the importance of telehealth we have attached the full research report as Appendix Two.

2.4 Digital and online mental health service providers

LEA supports the use of digital and online mental health services but holds concerns about the
quality and safety in their use. LEA is of the view that as long as every App and online service is
accredited via the Australian Commission on Safety and Quality in Health Care’s National Digital
Health Standards, LEA supports their use.

Anonymity is crucial to any online mental health service and Australians are concerned about their
privacy and the use of the data which is collected in relation to their use.

LEA supports the promotion of online treatment options, provided:

e They do not replace face to face consultations entirely especially in rural/regional areas
where FIFO mental health support is provided;

e They are sourced from the federal Government’s Head to Health website, this allows a
certain amount of confidence that evidence-based sites meet certain criteria;

e All online treatment options must align with the Australian Commission on Safety and
Quality in Health Care Guidelines for digital treatments;

e Any online treatment options have evidence of evaluation; and
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e All online treatment options are evidence based and have evidence of robust peer review.

LEA has again led the mental health lived experience community across Australia with another
landmark survey of the ‘Missing Middle’ that is why people disengage with mental health services.
LEA plans to officially launch this research on 29" March 2021 by Ms Christine Morgan, National
Suicide Advisor to the Prime Minister and CEO National Mental Health Commission. The Reports can
be accessed here: https://www.livedexperienceaustralia.com.au/research-missingmiddle

The survey was conducted 12 October — 2 November 2020 with 535 people entering the survey. One
of the questions related to peoples’ experience of using digital and online services for their mental
health.

Key findings in relation to digital resources

Of the 67 consumers who use digital resources or apps, the main reason for using these included the
comparative cost of face-to-face services (21%), convenience 19%, wanting to try something new
14%, it was recommended by my mental health professional 13%, and dissatisfaction with other
services 12%. Furthermore, consumers who accessed online resources, also accessed medication
35%. And were also accessing support from a mental health professional 34%. Consumers who
commenced an online course for support but disengaged, identified the main reasons being not
ready to commit 7%, and that it as no longer relevant 7%. Main comments included lack of
motivation not knowing online courses were available and concerns about privacy.

3 Report to the National Suicide Prevention Officer

LEA has provided two Submissions to Ms Christine Morgan (8™ November 2019 and 3™ December
2020) and made the following recommendations. This was not placed within the public domain as
far as LEA understands. | would be very happy to further discuss or clarify any of the
recommendations below.

3.1 Single person fatal vehicle accidents
Recommendations:
i Introduce targeted prevention strategies for men.

ii. Introduce targeted prevention strategies for the rural and remote areas.

iii. Provide funding to local governments to offer community based prevention, early
intervention and support services to build the capacity of communities as well as when faced
with tragedies or natural disasters

iv. Fund the training and education to country staff including ambulance, police and
administrative staff of suicide awareness.

3.2 Suicide whilst an inpatient of a public and private menta health service.
All suicides whilst in the care of inpatient health services are mandatory reporting
requirements classified as a sentinel event. These are the subject of coronial inquiries.
However, any coroner’s recommendations are not required to be mandated, rectified or
implemented.

3.3  Discharge from a mental health service and suicide
Recommendations
vi. Implement reporting protocols of deaths within 28 days of discharge from a mental health

facility be linked to coronial reporting requirements.
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vii. Implement the reporting of any death within 28 days from consultation with a health
professional for a mental health issue, be linked to coronial reporting requirements.

viii. Introduce suicide prevention training to health and community workers who provide services
to individuals and to those with a mental illness.
ix. Implement the mandatory introduction and routine use in public and private mental health
sectors of a clinician rated, validated suicide risk assessment tool at discharge from inpatient
settings and 3 monthly review in community settings.

X. Introduce and routine use of a clinician rated, validated suicide risk assessment tool for all
people in contact with community mental health support organisations.
Xi. Provide community-based assertive outreach to people who have attempted suicide.
Xii. Provide community-based supports for families and or significant others affected by suicide

or suicide attempt.

Xiii. Fund a range of targeted community mental health supports to reduce the risk of
subsequent suicide following discharge from hospital or other care. Follow up should occur
through multiple channels (in person, by phone), and should not be dependent on the
nature of any other service the person is receiving or has received, or how that service is
funded (Commonwealth or State). 2

3.4  High-risk group — Borderline Personality Disorder
Recommendations.

Xiv. Fully implement Recommendation 25 of the Senate Community Affairs, Toward recovery:
mental health services in Australia.

XV. Increase the number of consultations under the Better Access initiative for people with BPD
to the same as eating disorders, i.e. 40 per year.

3.5 LEA’s ‘Missing Middle’ landmark research report

As mentioned on Page 7 above, LEA has undertaken landmark research survey of the ‘Missing
Middle’ that is why people disengage with mental health services and we are about to launch the
Reports.

One of the concerning factors when people either disengage voluntarily or they are discharged from
mental health services, many attempt suicide, self-harm or risky behaviour or die by suicide. 48% of
people in crisis who accessed an emergency department and were not admitted, received no follow
up or referrals to other service. 41% of consumers and 47% of carers responded to say they could not
access mental health services when they were needed, and GPs became their primary source of
mental health support.

| would welcome the opportunity to discuss our ‘Missing Middle’ reports in more detail or any other
aspects of this Submission.

4 Contact

Janne McMahon OAM

Founder and Executive Director

Phone: 1300 620042 | mobile 0417 893 741

Email: jmcmahon@livedexperienceaustralia.com.au

2 Mental Health Australia 2019 Election Platform
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Appendix One:

1 Productivity Commission Inquiry Report into Mental Health

Please note that LEA has provided a response to the Productivity Commission’s Final Report into the
Mental Health System to the Department of Health, which we are assuming is/will be in the public
domain. However we have just noted hereunder those Actions within the relevant
recommendations that we do not support (red) strongly support (green) those we support ( )
and general comments ( ). Those actions we have not responded to LEA neither agrees nor
disagrees with them.

| would be very happy to clarify any of the perspectives noted herein.
Recommendation 22 — Best practice governance to guide a whole of government approach

LEA does not support Action 22.4 — Engaging consumer and carer collaboration which recommends
the government fund two separate national peak bodies, one for consumers and one for carers.

As an alternative view, as an existing national peak consumer and carer organisation formed in
2002, LEA has demonstrated that the strength of consumer and/or carer systemic advocacy comes
from the provision of a ‘one combined voice’ focus. What is critical is a uniform approach at the
policy level.

LEA is in the unique position to offer the Government a cost-effective solution that streamlines and
embeds both consumer and carer lived experience engagement, representation, research, advice,
and perspectives at national level which can be implemented immediately with required
resourcing. This will support efficiencies in operations through reducing duplication of overheads
and administrative expenses and LEA is already positioned to undertake this role with limited risk or
lead in time.

Strengths and benefits of Lived Experience Australia Ltd

LEA offers:
1. Independence — LEA is a public company limited by guarantee since June 2016.

Autonomy — LEA can speak unfettered.

Timeliness — An expanded capacity could be implemented immediately.

Cost efficiency - Our Secretariat is virtual, keeping costs quite low.

Consolidation - As a ‘one combined voice’ organisation of both consumers AND carers gives

strength to our representation, advice, and systemic advocacy. Government engages with

the one organisation for input into reform processes etc reassured there is agreement of

both experiences and perspectives.

6. Financial responsibility — LEA has strict protocols in place and ensures an independent
annual financial audit

7. Sustainability — LEA has been operating for 19 years.

8. Responsive — LEA can provide high-level, experienced, effective, representation at short
notice.

9. Demonstrated ability — LEA has a long history of speaking to governments and at policy
levels.

10. Impact — LEA has undertaken national projects, national research projects, and has multiple
published papers translating this research into our systemic advocacy. LEA has brought

vk wnN
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strong evidence from the voice of both consumers and carers which has led directly to
system change.

11. Professionalism — LEA operates in a professional manner and has earned a reputation as
reliable and responsive.

12. Connection — we have processes to hear at the grass roots level, the issues and needs for
consumers and carers.

13. Accountability — LEA takes accountability very seriously, to consumers AND carers ensuring
we speak the truth of their experiences, to funders and the reporting agencies (ASIC, ACNC,
ATO). We have strict reporting requirements to Government, including KPls.

LEA has made a separate response in this regard, noting a Proposal has been provided to Mr Mark
Roddam, First Assistant Secretary, Mental Health Division.

Recommendation 16: Increase the efficacy of Australia’s mental health workforce

Recommendation 5: Focus on children’s wellbeing across the education and health systems

LEA strongly supports:
1) Action 5.5 — Accrediting social and emotional programs in schools

LEA supports:
1) Action 5.2 — Social and emotional development in preschool children
2) Action 5.3 — Wellbeing in the education system
3) Action 5.6 — Wellbeing strategies in schools

Recommendation 9: Take action to prevent suicide

LEA fully supports all actions 9.0 — 9.3 of this recommendation.

Recommendation 12: Address the healthcare gaps: Community mental health care

1) LEA strongly supports action 12.1 — Encourage more group psychological therapy.

2) LEA strongly supports Action 12.2 — Psychological therapy and psychiatry by telehealth.
3) LEA strongly supports Action 12.3 — Psychological therapy trials and evaluation.

4) LEA strongly supports Action 12.4 — Delivering community ambulatory services.

Recommendation 16: Increase the efficacy of Australia’s mental health workforce

LEA strongly supports Action: 16.5 — Strengthen the peer workforce with the caveat that once

1) LEA supports Action 16.3 — Improve mental health training for medical practitioners
2) LEA supports Action 16.6 — Targeting stigma among health professionals
3) LEA supports Action 16.7 — Mental Health Specialisation as a career option

Recommendation 18: Support for families and carers

1) LEA strongly supports Action 18.1 — Family and carer inclusive practices

2) LEA strongly supports Action 18.2 — Family and carer support services

3) LEA strongly supports Action 18.3 — Reduce barriers to accessing income support for
mental health carers

Recommendation 6: Support the mental health of tertiary students

LEA strongly supports:
1) Action 6.1 — Online mental health services for tertiary students
2) Action 6.3 — student mental health and wellbeing strategy by tertiary education
institutions
3) Action 6.4 — Guidance for tertiary education providers




LEA supports:
1) Action 6.2 — Improving access to mental health services for international students

Recommendation 11: Expand supported online treatment

LEA supports Actions 11.1 within this recommendation with the above caveats

Recommendation 14: Improve outcomes for people with comorbidities

LEA strongly supports:

1) Action 14.1 — Improving care for people with concurrent mental iliness and physical
health conditions

2) Action 14.2 - Integrating mental health and substance use planning, commissioning, and

service provision

Recommendation 20 — Supportive housing and homelessness services

LEA strongly supports Action 20.2 — No discharge into homelessness

Recommendation 7: Equip workplaces to be mentally healthy

Given that we provided a full Submission on this issue to the NMHC in August 2020
we fully support the Actions 7.1 — 7.6 within this recommendation.

Recommendation 8: Support the social inclusion of people living with mental iliness

1) A whole new focus on any national stigma campaign is required, let’s not do the same
as always, as this has not worked in the past.

2) LEA supports Action 8.2 — Awareness of mental illness in the insurance sector with the
following additional points
> LEA must be the consumer and carer national organisation involved with the

Financial Services Council deliberations

3) LEA should be engaged at the start of the planning for any stigma reduction strategy

along with clinical colleges.

LEA strongly supports Action 10.3 — Psychiatric advice for GPs and Paediatricians

LEA does not see the need for Actions 10.1 — 10.2 nor how they would be implementable in a
practical sense.

LEA has reservations and concerns about Action 10.4 Mental Health Assessment and referral
tool

Recommendation 13: Improve the experience of mental healthcare for people in crisis.

1) LEA supports Action 13.2 — Mental Health beds for people with acute care needs. The
need to separate children and adolescents from adult mental health treatment, care
and hospitalisation is strongly supported where these do not currently exist within the
system

2) LEA support Action 13.3 — Delivering bed-based mental health services via additional
beds, along with greater capacity building and funding of community mental health
teams.

Recommendation 15: Link consumers with the services they need

1) LEA supports Action 15.1 — Linking people to the services they need
2) LEA supports Action 15.3 — Single care plans for people with moderate to severe mental
iliness

4 ~T T 1=}



Recommendation 17: Improve the availability of psychosocial supports

1) LEA supports Action 17.2 — Guarantee continuity of psychosocial supports
2) LEA supports Action 17.3 — Meet unmet demand for psychosocial supports — LEA refers
to comments above re the defunding of state/territory psychosocial supports.

1) LEA supports Action 19.2 - Tailor online employment support

2) LEA supports Action 19.4 - Staged rollout of the individual placement and support
program

3) LEA supports Action 19.5 — Work incentives for DSP recipients

Recommendation 21 — Improve mental health outcomes for people in the justice system

1) LEA strongly supports Action 21.1 — Early intervention in the criminal justice system

2) LEA strongly supports Action 21.3 — Improving access to court diversion programs

3) LEA strongly supports Action 21.6 — Aboriginal and Torres Strait Islander people who are
incarcerated

4) LEA strongly supports Action 21.8 — Legal representation at mental health tribunals

1) LEA supports Action 21.2 — Support for police — but adds that peer workers have a
crucial role to play in this area also.
2) LEA supports Action 21.4 — Mental healthcare in correctional facilities and on release

Recommendation 22 — Best practice governance to guide a whole of government approach

LEA supports Action 22.3 — Facilitating a Cross-portfolio approach — on the caveat that both
consumers and carers are also represented. LEA would be the ideal national organisation to
facilitate this representation through LEA’s skilled representative panel.

Recommendation 23 — Funding arrangements to support efficient and equitable service provision

LEA supports Action 23.2- National mental health and suicide prevention agreement

Recommendation 24 — Drive continuous improvements and promote accountability

1) LEA supports Action 24.4 — Establish targets for key mental health outcomes — with the
caveat that consumers and carers are intimately involved in the processes

2) LEA supports Action 24.6 — Reporting service performance data by region

3) LEA supports Action 24.9 — Increasing the transparency of the national mental health
service planning framework provided that:

4) LEA supports Action 24.12 - A clinical trials network should be established — LEA is in a
good position to provide expert consumer and carer representatives

2 Victorian Royal Commission

Despite having a State Advisory Forum in Victoria, LEA did not provide a written Submission.
However, having reviewed the Recommendations, LEA strongly supports many. We are encouraged
that Premier Daniel Andrews has advised his Government will adopt ALL recommendations within
the Report.

LEA believes that with this implementation, the mental health system in Victoria has the opportunity
to lead the way in mental health service delivery across Australia.
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3 National Mental Health Workforce Strategy

Despite a specific request to the Department of Health, LEA was unable to be part of the
deliberations around the mental health workforce even though we have particular expertise with the
private sector i.e., office-based practice.

As such, we are not in a position to be able to comment rather, raise the issue of the need for more
peer workers at the coal face of all mental health services. LEA has approached the SA Minister’s
Office for Mental Health and Wellbeing in relation to peer workers in Emergency Departments, but
unfortunately has been unable to bring about this initiative at this point.

However, LEA was the organisation which undertook an 18-month national scoping project for the
establishment of a member-based organisation for the peer workforce. The full research report,
‘Toward Professionalisation’, an abridged version and the literature review report can be viewed on
this link https://www.livedexperienceaustralia.com.au/research-peer-project dated January 2019.
Action 16.5 of the Productivity Commission’s Report recommends that once-off seed funding should
be provided to create the professional association however, LEA does not believe this approach will
be sustainable.

LEA has developed 5 online educational models comprising the views of consumers, a carer, a GP,
and a psychiatrist. LEA has acquired CPD points from the Royal Australian and New Zealand College
of Psychiatrists and the Australian College of Mental Health Nurses. To cement these learnings into
clinical practice LEA has targeted psychiatry trainees and now provides an annual award titled: ‘Best
practice in consumer and carer inclusion’ for those who undertake the training and submit a
reflective piece about how their learnings have changed their clinical practice.
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Executive Summary

Lived Experience Australia Ltd (LEA) is the representative
organisation for Australian mental health consumers, families
and carers, formed in 2002. LEA is the only consumer and
carer advocacy organisation with a focus on services provided
within private sector settings as well as having over 2,000
individual consumer and carer members and a social media
following of over 800. Our core business is to advocate for
systemic change, empowerment of consumers and carers

in their own care, promoting engagement and inclusion of
consumers and carers within system reform processes, design,
planning, implementation, and evaluation. Most importantly,
our core business is advocating for consumer choice and family
and carer inclusion. Our advocacy covers both the public and
private mental health sectors.

This is an initial overview report providing a national collective
voice of consumers’ experiences accessing telehealth
psychiatry services and the experiences of carers in supporting
someone accessing telehealth psychiatry services. Further
research will be undertaken, including focus groups and
interviews to further analyse consumer and carer experiences
of telehealth psychiatry services. Following this, further
analysis of the survey data could be undertaken, if requested,
to interrogate the data in line with findings from the focus
groups and interviews identifying key themes and differences in
experiences of consumers and families/carers.

A survey was offered by LEA to consumers, families, and carers
across Australia to provide feedback on their experiences
of accessing telehealth psychiatry services. The survey was

Key Findings

Telehealth Psychiatrist services have been accessed by
consumers in a number of ways including over the phone (with
no video) or via video sessions using Facetime, Zoom, Skype or
similar technology. Some consumers were offered a range of
options to access telehealth psychiatrist services, while others
were only given the option of telephone consultations.

Feedback regarding access to and use of telehealth psychiatry
services was largely positive. Many identified that without
access to this technology during COVID-19, they would have
had no other support available. Many identified the additional
benefits of this technology which included convenience,
significantly cutting down travel and waiting time and that

it is particularly helpful for those who might have difficulties
travelling to a Psychiatrist’s office either due to mobility/
transport barriers or anxiety triggers when leaving the house.

The main challenges for consumers related to issues with
the technology itself (i.e. glitches, lack of knowledge/skills to
access, data usage or devices being too old or not suitable),
the impersonal nature of telehealth versus face to face
support making it harder to ‘connect’ with the psychiatrist,
and concerns about the psychiatrist not being able to see
body language and visual cues which could inhibit or impact

distributed by LEA to our members (1,113 with current
email addresses) and through LEA’s Facebook and LinkedIn
pages (over 900 followers combined). The survey was open
for 3 weeks from 19 January — 9th February 2021, with 187
consumers, families and carers who commenced the survey
and approximately 87% (n=163) completing all questions.

The survey consisted of 16 questions (see Appendix 1). The
survey took 15-20 minutes to complete, dependent on people’s
willingness to provide further comments across the survey
questions.

The survey focused on how consumers and the people that
support them felt about using telehealth psychiatry services
and how well they felt their psychiatrist supported them or the
person they care for in using telehealth options since COVID-19
has been in our community.

Respondents were asked if they would be interested in
participating in focus groups to discuss the future of telehealth
services, with 84 consumers and carers who agreed and
provided their contact details. In addition, 78 respondents
provided their contact details stating they would be willing to
participate in an interview by phone or zoom to discuss the
future of telehealth services. This extremely positive response
suggests their strong interest in discussing telehealth. Lived
Experience Australia will be undertaking further research
regarding telehealth psychiatry services.

on effectiveness of therapy and assessment. Some identified
privacy concerns, not knowing who else in their house may
become privy to the consultation, or who might visit the house
during the session.

Consumers and carers supporting someone using psychiatry
telehealth identified that many psychiatrists were supportive

in both providing access to and in using the technology, while
others identified the need for psychiatrists to be trained in how
to use the technology to help reduce or overcome technical
barriers during sessions. Consumers also highlighted that

with ongoing use, they are becoming more familiar with and
confident in using this technology.

Many respondents advocated for the need to continue
telehealth psychiatry services long-term to make it a
permanently available option in addition to face to face
consultations. Key suggestions to improve these services
included provision of training (for both psychiatrists and
consumers) on how to use the technology, and/or providing
shorter initial sessions that focus on becoming familiar with the
technology for those that may require the additional support.




Overview of Respondents

In total, 187 consumers and carers commenced the survey with
163 completing all questions.

There were 122 consumer respondents 34 carers/family
member respondents and 31 who identified as being both a
consumer and a carer/family member (see Figure 1).

Are you completing this survey as a
70.00%

60.00% -

50.00% -

40.00%

30.00% -

20.00% -

0.00% - T T "
Consumer (someone who Carer/Family member Both

uses telehealth psychiatry)  (someone who supports a
consumer)

Figure 1: Respondents by type
Demographics: Geographic Location

Respondents were from a range of locations across Australia
with a majority from Victoria, New South Wales, and
Queensland, as expected given larger populations in these
states (see Figure 2 and Table 1).

In which state/territory do you live?
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Figure 2: All responses — Demographics: Location by State

Table 1: All responses — Demographics: Location by State

Are you located in a:
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Figure 3: All responses — Demographics: Location
Demographics: Gender

Respondents were predominantly female (83.78%, n=28) with
a smaller percentage of male respondents (15.14%, n=28) or
those identifying as other (1.08%, n=2).

Demographics: Age Range

Respondents were represented across a broad age range, with
most being between 26 — 65 years of age (see Figure 4 and
Table 2)

What is your age range?
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Figure 4: All responses — Demographics: Age

Table 3: All responses — Demographics: Age

Answer Choices Responses
WA 11.23% 21
SA 13.37% 25
NT 0.53% 1
VIC 25.67% 48
TAS 3.74% 7
NSW 19.25% 36
ACT 1.60% 3
QLD 24.60% 46

A majority of respondents were located in a Capital City
(57.53%, n=107), with the remainder located in either a
Regional Centre (33.87%, n=63) or a Rural/Remote location
(8.6%, n=16) (see Figure 3). Of note, regional and rural
respondents were disproportionately represented in the
sample, which is not surprising given issues of access, travel
restrictions, and so forth during the pandemic.

Answer Choices Responses
Under 18 0.00% 0
18-25 3.74% 7
26-35 15.51% 29
36-45 19.25% 36
46-55 32.09% 60
56-65 18.18% 34
66 + 11.23% 21

Demographics: Cultural Background

Most respondents did not identify as being Aboriginal or
Torres Strait Islander decent with 93.58% (n=175) stating no,
4.81% (n=9) stating yes and 1.6% (n=3) stating they would
prefer not to say. Most respondents speak English mostly at
home (97.85%, n=182) with 4 respondents identifying their
main language at home was Farsi/Persian, Burmese, Punjabi or
Dutch.
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Accessing Telehealth Services

Access to telehealth psychiatry:

In total, 88% of respondents (n=165) have used telehealth

for psychiatry consultations either for themselves or for the
person they support during the pandemic. Of those who do not
currently use telehealth for psychiatry consultations, comments
included a preference for face-to-face support, the service not
being offered by their psychiatrist or they have used telehealth
services to access other supports.

Using the technology:

When asked if they or the person they support has enough
knowledge to use the technology required for telehealth
psychiatry consultations, 85.45% (n=141) said yes. Of the
14.55% (n=24) who said no, further comments highlighted

that while using new technology was difficult to start with,
most were now knowledgeable enough to use it. Some
identified issues with access to the required technology (i.e. old
devices, problems with using the camera, not having required
technology available, etc).

Other comments included:

e Noclear instructions in the room that informs you what to
do. You have to ask the admin staff for help.

e Consultation was valuable.

e The person | care for and | have both acquired new skills
during this time.

e | have enough knowledge to use the tele-services but in the
case of video link technology my old devices struggled a bit
which was not ideal.

e Difficult to explain/ navigate the platform, particularly for
non-English speakers.

Some also commented that they provided support to their
psychiatrist on how to use the technology.

e | had to provide technical support to my psychiatrist during
an appointment due to their unfamiliarity with technology.

e [ think that both my psychiatrists and my knowledge of the
technology increased over time. However, we all started
with extremely limited personal and/or professional
experience with the technology. When things went ‘wrong’
(technologically) in the middle of a session, I did not have
the capacity to problem-solve, which was both frustrating
and isolating.

A number of carers commented that the person they support
required their assistance to utilise the technology. Comments
included:

e The person | care for could not have sorted the link and
process themselves. They were too anxious about the steps
and were quickly overwhelmed, even though the process is
relatively straightforward for those familiar with Zoom, etc.

When asked how comfortable you or the person you support
feels about using a phone or computer for telehealth
psychiatry services, there were mixed responses, however
most respondents (76.51%, n=127) felt comfortable to very

comfortable, 13.86% (n=58) felt uncomfortable, and 9.64%
(n=16) felt very uncomfortable. 109 respondents provided
further comment which included positive aspects of telehealth
psychiatry such as convenience (e.g. not having to travel,
waiting times, anxiety leaving the house, etc), feeling more
comfortable at home, easy to access, and some commented
that it was the same for them as being in the psychiatrist’s
office because of the relationship they have developed

over time with their psychiatrist. Others commented on
privacy concerns either with the technology itself or finding
somewhere they could have the consultation away from others
in the house, issues or anxieties about using the technology,
not feeling that the psychiatrist could ‘read’ them as well (i.e.
their body language), preferring face-to-face appointments, or
feeling that consultations are impersonal. Eight respondents
commented that they became more comfortable with the
technology the more they used it.

Support from the Psychiatrist in using telehealth services:

When asked how supportive the psychiatrist was in supporting
them or the person they support, most respondents

(84.66%, n=138) stated the psychiatrist was supportive to

very supportive. 15.34% (n=25) stated their psychiatrist was
not supportive. 94 respondents provided further comment
including comments about the support provided by the
psychiatrist to access the technology, some commented on
barriers in the psychiatrist’s abilities in using the technology,
and one commented on the psychiatrist’s preference for face-
to-face and only using telehealth due to COVID restrictions.

Comments included:

e | was told the basics about using the platform although
it would be helpful if there were some standardized
instructions available from the government about how to
use each of the most common platforms (Zoom, Skype,
Telehealth, etc.) for this purpose. It would be helpful for
those instructions to contain information about how to log
on and how to fix common problems with the video and the
audio etc.

e She provided a detailed step by step and we maintain
contact through text until the link is active. It’s been very
easy and beneficial for both of us.

e Hedidn’t seem keen on the idea and appeared to be doing
it as he had no choice due to Covid. He rushed through
the session. The pauses in conversation were particularly
distracting.

e They gave me options for using the telehealth service (e.g.
Skype, FaceTime).

e My therapist has acknowledged the technical challenges
and we can talk how much | have been missing seeing her
in person.
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Benefits and Challenges of Telehealth Psychiatry

Benefits of Telehealth Psychiatry Services

When asked about the main benefits of using telehealth
psychiatry service, key responses included convenience
(79.63%, n=129), continuity of care (55.56%, n=90), and cost
savings (38.27%, n=62). Other benefits rated by less than 30%
of respondents included personal safety (27.16%, n=44) and
the style of communication (24.69%, n=40) (see Figure 5).

What do you see as the benefits or things you liked about using
telehealth psychiatry consultations?

90.00% 9.63%
80.00%
70.00%
60.00%
000% = ”/ 2

30:00% 27.16%

20.00%
10.00%
0.00% T

55.56%

Figure 5: All responses — benefits

Other benefits identified in comments included accessibility
(less travel requirements and costs, accessible when in
COVID lockdown), feels safer in my own home (social anxiety,
stigmatised by others, less exposure to COVID), and it saves
significant travel time (travel, waiting rooms).

Challenges of Telehealth Psychiatry Services

When asked about challenges or things they did not like about
using telehealth psychiatry services, 40% (n=66) stated they
had no issues or challenges, 39.39% (n=65) had technology
failures, 17.58% (n=29) had privacy concerns, 9.7% (n=16)
identified costs of services and 9.7% (n=16) identified how
services were billed (see Figure 5).

Did you have any challenges or things that you didn’t like about
using telehealth for psychiatry consultations?
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or issues failures concerns services were billed comment)

Figure 6: Challenges with Telehealth Psychiatry Consultations

57 respondents provided further comment with the main
feedback being a lack of connection/feeling impersonal,
privacy concerns regarding someone potentially interrupting/
overhearing the appointment, being unable to see body
language/cues and some raised concerns with use of data and
costs associated with this.

Suggestions for Improvements

91 respondents provided further comments identifying

suggestions for improvement to telehealth psychiatry services.
The main suggestions included (in order of highest frequency):

e Make the service available long-term/permanently
available.

e Provide clarity regarding billing for telehealth psychiatry
versus in-person appointments.

e Make available via video and not just phone (this related
to psychiatrists that did not provide a video option for
services)

e Provide training options on how to use the technology
— specific suggestions included having an initial shorter
session to become familiar with the technology at a
cheaper rate, offering training workshops, or explaining
how to use the technology in the first session)

e Advertise the availability of this service more publicly.
e Provide a dedicated App that would ensure privacy.

e Clarify the process/procedure if the psychiatrist is running
late for an appointment.

e Have shorter appointments when via telehealth.

e Make available on a device that is not your personal mobile
phone.




Overall experience using Telehealth Psychiatry

When asked to rate their overall experience using telehealth
psychiatry services, most rated the service as satisfactory to
very satisfactory (79.87%, n=131) (see Figure 7).

Did you have any challenges or things that you didn’t like about
using telehealth for psychiatry consultations?
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Figure 7: All responses — overall experience

For consumers and those supporting them, who rated
unsatisfied or very unsatisfied, the major issues related to
technology problems, being impersonal, and privacy concerns
(regarding other people overhearing the consultation).
Comments included:

e |find it very confronting to have tele health. Being regional
I have had quite a few, | find face to face much more
personal and quality of care.

e Just not a personal approach to what is a very emotional
and personal subject and the person | support finds it very
confronting talking to technology instead of a real human
and so has declined to continue to be seen which is very
sad.

e The fear of loss of confidentiality and privacy due to
zoom, the uncomfortable nature of phone calls and
the impersonal nature of telecommunications makes it
unsatisfying.

e Unfortunately, the doctor forgot about the appointment
and so | was left hanging.

e | am partly satisfied because at least | could connect with
my treating team over this last year, and | was grateful for
their help. But overall communicating this way impeded
empathic connection which is so critical for the kind of
work | do with my two doctors (support therapy and
psycho-therapy). So, while being grateful, | hated it too and
| don’t want it to become a “normal” thing!

e Consumer felt that he couldn’t cover main concerns and
the Carer never felt a part of the conversation.

e Not “very satisfied” because of the disturbance that
technical glitches caused on numerous occasions (at least
50% of the time)

Respondents who rated satisfied or very satisfied commented
on the convenience (not having to travel, waiting times, etc.),
being able to access support in the comfort of their own home,
reduction in anxiety as they didn’t need to leave the house,
and being appreciative of some support when otherwise there
would have been none available. Comments included:

e | came away with a good understanding of how | can help
myself to stay on the path of Whole Person Wellness.

e Ifl had not have had the opportunity to see a psychiatrist
via telehealth, | would still be having regular meltdowns.
The psychiatrist recommended | be referred to a
psychologist that used DBT. Once | started learning new
skills and DBT, my trauma responses slowly began to
improve. Prior to seeing a psychiatrist via telehealth, | had
seen around 8 different psychologists over 14 years with
little progress as they were not trauma specialists.

e |t has made a huge difference to me personally to access
my psychiatrist this way. | find it very difficult getting there
in person, and actually usually see my psychiatrist *much
less* frequently than | would otherwise because of the
travel required. | also see that it has made it *possible* for
so many of my disabled peers who are housebound to have
access to support and treatment from their homes. This is
surely a good thing?

e Without Telehealth | simply wouldn’t be able to see a
psychiatrist at all (and that is regardless of COVID19).
As someone who lives alone and has been in isolation
(because of having high risk factors for complications from
COVID19) from March, telehealth appointments have been
a lifeline. Most of my services were cut off during lockdown
and my mental health was severely affected. Having access
through Telehealth was and remains crucial to my mental
stability. Telehealth services need to be extended in the
area of psychology sessions as well.’

e | didn’t have to take a whole day of leave from work and
my busy job just to get my husband to his appointment. It
was so convenient. The psychiatrist clinic is up to an hour’s
drive away, so 2 hours of travelling saved, especially when
the appointments can be quite routine ones. | always go
with him as he doesn’t drive and needs my instrumental
and emotional support and planning to get there.

One carer commented that for herself, telehealth psychiatry
services worked well because she had an existing relationship
with her psychiatrist for over 12 months prior to accessing
telehealth psychiatry, however the person that she supports
did not have that existing relationship which impacted on their
satisfaction.

Other general comments received from consumers and carers
were that, although some have difficulty with the technology
or the mode of service delivery, many highlighted the need
for telehealth services to continue long-term as a permanent
solution. Further comments received included:

e |t’simperative telehealth remains an option people can opt
for, in addition to face-to-face appointments, without out-
of-pocket costs if they choose to use it.

e |think it’s vitally important that teleheatlh consults
continue (not only with psychiatrists but with GPs and
allied health professionals where it’s practicable), they
make access a lot easier; even if we have a single face to
face consult a year just to check in a bit more thoroughly
(though | think this should be waived where a person is
housebound).
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It’s do-able and great for maintaining therapy when face-
to-face consults are prevented, but be under no illusion
face-to-face is better and increasing access to such in rural
and remote areas remains an issue. TeleServices by no
means should replace face-to-face services, especially given
| took a little while to adjust even after years of therapy,
someone who hasn’t built rapport and trust with a provider
is likely to struggle terrible. | wonder too if the cost of a
TeleService should be less.

Telehealth services are an essential way of accessing
treatment even for people that live in metropolitan areas.
People with physical and/or mental disabilities or physical
illness can find travelling even short distances impossible.

| went through a period of life when | couldn’t drive for six
months because of a complicated fracture in my foot. Even
though at that time | lived in Melbourne, | lived alone and

because there was no Telehealth available, | lost all access
to my psychiatrist and psychologist and my mental health
plummeted.

I would most definitely keep this telehealth facility, in
speaking with a great deal of individuals with mental
health problems/illnesses they need this as a means to rely
on. It’s convenient, especially when you are unwell, have no
funds or transportation to get to an appt, also once out of
the house there are other factors that play into things such
as looking at using drugs etc. The list goes on. This is one
positive that has come out of COVID, please let us utilize it
for our population, thank you.

My psychiatrist is based in Sydney and | am in a regional
town where | have yet to find an appropriate psychiatrist.
Without telehealth consultations, | wouldn’t be able to
access psychiatric care.




Appendix 1: Survey Questions

1. In which state/territory do you live?
2. Areyoulocatedin a:

e (Capital City

e Regional Centre

¢ Rural/Remote Location
3. Areyou:

e Male

e Female

e Other
4. Whatis your age range?

e Under 18

e 18-25

e 26-35

e 36-45

e 46-55

* 56-65

* 66+

5. Do you identify as Aboriginal or Torres Strait Islander
descent?

e Yes
* No
e Prefer not to say
6. What language do you mostly speak at home?
e English
¢ Other (please specify)
7. Are you completing this survey as a
e Consumer (someone who uses telehealth psychiatry)

e Carer/Family member (someone who supports a
consumer)

e Both

8. Have you used telehealth for psychiatry consultations

either for yourself or the person you support?
e Yes
* No

e If no, please comment

9. Do you feel that you or the person you support has enough
knowledge to use the technology required for telehealth

psychiatry consultations?
e Yes

¢ No (please comment)

10.

11.

12.

13.

14.

15.

16.

How comfortable do you, or the person you support
feel about using a phone or computer for telehealth
consultations with your psychiatrist?

e Very comfortable

e Comfortable

e Uncomfortable

e Very uncomfortable

Please comment on why you chose the rating above

How well do you feel the psychiatrist supported you or the
person you support in using telehealth services?

e \ery supportive
e Supportive
e Not Supportive

Please comment on why you chose the rating above

What do you see as the benefits or things you liked about
using telehealth psychiatry consultations?

e Convenience

e Continuity of Care

e Cost Savings

¢ Personal Safety

¢ Style of Communication
¢ Other (please specify)

Did you have any challenges or things that you didn’t like
about using telehealth for psychiatry consultations?

¢ No challenges or issues
¢ Technology failures

e Privacy Concerns

e Costs of services

e How services were billed
e Other (please comment)

Do you have any suggestions that would improve future
telehealth psychiatry consultations?

How would you rate your overall experience using
telehealth psychiatry consultations?

e \ery Satisfied

e Satisfied

¢ Unsatisfied

¢ Very Unsatisfied

Please comment on why you chose the rating above

Other comments?

|
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