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Executive Summary

This project, funded by the Mental Health Commission of NSW (the Commission), explored
people’s experiences with Community Treatment Orders (CTOs) in New South Wales. The
purpose was to identify the key themes and issues that arise for people affected by CTOs. (A

CTO authorises compulsory care for a person living in the community.)

This project sought to hear about the experiences of people who are subject to CTOs, their
families, carers, friends and kinship groups, and service providers. The project was unique

compared to other explorations of the experience of CTOs, in that

¢ The project was co-designed by people with lived experience of CTOs, family/carers/kin
of people on CTOs, and workers with experience supporting people on CTOs,

e The Project Team represented people with lived experience of CTOs, family/carers/kin of
people on CTOs, and workers with experience supporting people on CTOs, and

¢ The people interviewed included people with lived experience of CTOs, family/carers/kin

of people on CTOs, and workers with experience supporting people on CTOs.

Four co-design sessions were held in August/September 2023 to determine how best to
gather people’s experiences of CTOs. This group co-designed the interview questions,
interview processes and the supports that would be available. They also co-designed the

brief for the project recruitment flyer.
The project interviewed 16 people with experience of CTOs:

e 7 people with lived experience of CTOs
e 4 people with experience as family/carer/kin/friends supporting someone on a CTO

e 5 service providers with experience supporting people on CTOs

As well as different experiences of CTOs, the interviewees came with other experiences of
diversity including First Nations, culturally and linguistically diverse (CALD), LGBTQIA+, and
regional/rural. Two interviewees identified as male (one person with lived experience and
one service provider). Attempts to ensure the group of interviewees better reflected a gender
balance were unsuccessful. Among the group, there were diverse experiences of being on
(or supporting someone on) one CTO or multiple CTOs, being currently on a CTO or being
on a CTO in the past. Families/carers/kin included parents and a partner of someone on a

CTO. Service providers included 2 peer workers and 3 mental health clinicians.

While each group brought different experiences and concerns, there was also sufficient

common ground that responses from each participant group were reflected in each of the
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five major themes — Hopes, High stakes, Harms, How it’'s done, and Health services and
systems. However, certain themes were more strongly represented for different participant
groups. For example, Harms were raised significantly more often by people with lived
experience of CTOs, while Hopes were more likely to be raised by families/carers/kin than

other participant groups.

Overall, participants’ experiences and perceptions of CTOs were negative, and this is
reflected in these findings. It is possible this could reflect a limitation of this project, where
people with negative experiences were more likely to be motivated to participate. However,
these findings were recurring, both within this project and in the Australian and international
research more broadly, suggesting that they are representative of the broader experience.

The complete findings are outlined in this issues paper.

“Yeah, that’s right. Being told that you had to take it to stay out of hospital,
and you’re better when you’re on the drugs, which I'm not because | don't like

the me that | am without the drugs — with the drugs | mean.”

“I thought, initially, good. | thought it had purpose, and it was a positive thing.

More now I think it's working against him, and he may well do better without.”

“It set me back years. For years | couldn't do anything. Couldn't work, couldn't
study, couldn't think, couldn't do anything. It literally took four years out of my life.
Even now, I've got — there’s such resentment and anger. Because you're so

powerless.”

“..if this support [as a result of the CTO] wasn’t there, my son wouldn’t be able to

recover.”

“...if you had really good systems to support people then perhaps we wouldn’t
need to do this.”

“l think that a better CTO would have been necessary, but not the kind that | was put

”

on.

“So I guess it's just harder to keep the rapport with the person because they don't
want to be there, in essence. Usually, | can still maintain the relationship, but it is

a lot more difficult.”
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Introduction

This project sought to explore people’s experiences with Community Treatment Orders
(CTOs) in New South Wales in order to identify the key themes and issues that arise for
people affected by CTOs. A CTO authorises compulsory care for a person living in the

community.

Applications for CTOs are made by the Authorised Medical Officer of a public mental health
facility for an inpatient, a medical practitioner who is familiar with the clinical history of the
person, the person’s Designated Carer or Principal Care Provider, or the Director or Deputy
Director of a Community Mental Health Facility. The decision to grant a CTO is made by the
Mental Health Review Tribunal of New South Wales, and the treatment is overseen by an

employee of New South Wales Health called the Director of Community Treatment.

Many people are affected by these orders, including people who are subject to them, their
families, carers, friends and kinship groups, the service providers who provide treatment
under them, and others who may be providing services to a person who is subject to an
order, even though the service they provide is not part of that order. This project sought to
understand the experiences of these groups of people, with a particular emphasis on people

who are or have been subject to CTOs.

Purpose of this project

The CTO Project was established to:

e Seek the views of the people of New South Wales on their experiences and
perspectives of CTOs to identify the issues that matter to them (including people who
are subject to CTOs, their carers, families, friends and kinship groups, and service

providers),
¢ Consult existing relevant background information and literature,
e Consult with key stakeholders,
¢ Analyse the interview data, and

e Compile a report outlining the project findings.
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Who was involved

There were three main groups of people involved in the CTO Project. These were:

e The Project Team — responsible for coordinating project activities, organising and

facilitating co-design sessions and undertaking interviewing and analysis.

e The Co-design Team — responsible for co-developing project processes and

protocols to explore people’s experiences of CTOs sensitively and supportively.

e The CTO Project Advisory Group — responsible for providing advice to the
Commission on the project approach, key stakeholders, and exploring people’s
experiences in a sensitive and inclusive fashion. Also responsible for ensuring the
final content of the issues paper met the criteria outlined in the Project Terms of

Reference.

Each of these groups represented people with lived experience of CTOs, experience as
families/carers/kin/friends of people on CTOs, and experience as service providers. The

Advisory Group also represented people involved in policy and research.

inside out & associates australia was funded by the Commission to coordinate the CTO

Project, including the co-design process that informed the project processes and protocols.

How this document is intended to be used

This project aimed to understand the experiences of people who are subject to CTOs, their
families, carers, friends and kinship groups, and service providers providers supporting
people on CTOs. As reflected in this report, people’s experiences of CTOs are diverse and
complex, and the project findings will likely lead to further reflection and sharing of people’s
experiences and perspectives. Because this report is intended to encourage further sharing
of perspectives and stimulate dialogue about the sorts of changes that are needed to
improve people’s experiences of CTOs, we’ve deliberately omitted recommendations or

specific conclusions.
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What we know about CTOs — Australian and international research

CTO rates in NSW

According to data presented in the Mental Health Review Tribunal Annual Reports from 2015
— 2022, the number of CTOs that have been approved/granted in NSW has been steadily
increasing, with over 600 more CTOs granted in 2022/2023 compared to 2018/2019. CTO
rates (the number of CTOs per 10,000 population) show that the number of CTOs granted
each year varies between Local Health Districts (LHDs) and, to a lesser extent, within LHDs.
Comparatively more CTOs are granted in regional/rural areas than metropolitan areas.
However, some regional/rural LHDs have among the lowest CTO rates in the state while
some metropolitan LHDs have among the highest CTO rates in the state. These figures

suggest the need to determine those factors that influence CTO applications and approvals.

Australian research into CTOs

Australian research showed that, compared to other countries, Australia has high rates of
CTOs. A recent meta-analysis of Australian and New Zealand studies identified better
outcomes of CTOs in districts where use of CTOs was lower and more targeted, and when
the process of coming off a CTO was planned, rather than abrupt (Kisely et al., 2023).
Another NSW study suggested that CTOs were used often to increase or assure access to
services, but that CTOs could not solve the problem of insufficient services (Light et al.,
2016).

One study exploring the lived experience of CTOs found that people on CTOs experienced
“lacking choice and control, an emphasis on medication, fear of the threat of hospitalisation,
an absence of recovery-oriented practice, and staying supported” (Edan et al., 2019, p. 178).
Another study found that the lived experience of CTOs was associated with feeling
misunderstood, isolated and distressed, experiences of loss, grief and trauma, and
disempowerment, and that CTOs did not always guarantee access to services (Light et al.,
2014). In particular, people with lived experience of CTOs were concerned that medication
was the main form of treatment, that they had no say in medication options and were
expected to endure side effects that ranged from unpleasant to unbearable (Brophy et al.,
2019).

Mental health staff have mixed feelings about CTOs, but concerns regarding risk are
common (Brophy et al., 2019). Working from a recovery-orientation when someone is on a

CTO is complex and challenging, especially where such practices are not supported by
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services (Edan et al., 2019). One study identified the important, but poorly utilised, part that
GPs can play in the care of people on CTOs (Light et al., 2015).

Trust is central to therapeutic relationships, but trust is often compromised when someone is
on a CTO. McMillan and colleagues (2019) identified that people were more likely to find a
CTO beneficial if they experienced trust in their relationship with mental health staff. This
research acknowledged that establishing trusting relationships in the context of CTOs is
difficult but possible if staff are sensitive to issues of power (McMillan et al., 2019). Other
research identified the importance of supporting decision-making, respecting people’s

treatment preferences, and working to reduce the use of CTOs (Brophy et al., 2019).

The research strongly suggests that service system deficiencies are highly implicated in
CTOs and points to an urgent need for system transformation if there are to be

improvements in the use and outcomes of CTOs (Brophy et al., 2019; Edan et al., 2019)

International research into CTOs

International research over the past 15 years has similar findings to Australian research.
Most of this research has been undertaken in Canada, the United Kingdom, and New
Zealand. One study from Norway was also identified. Two international reviews concluded
that the experience of CTOs was mixed, influenced by the local context and service

provision in the study location (Churchill et al., 2007; Corring et al., 2017).

International studies support that the experience of being on a CTO is most likely to be
negative. One study identified that almost two thirds of people interviewed said they felt
harmed by the order (Newton-Howes & Banks, 2013), while another more recent study
found that people experience CTOs as violence due to powerlessness, lack of legal and

social recognition, and the overly biomedical orientation of treatment (Goulet et al., 2023).

Families/carers/kin have mixed feelings and experiences of CTOs, which may provide a
sense of relief and some opportunities to contribute to care decisions related to their family
member, but also involve challenging implementation processes, a narrow focus on
medication and unreliable support from clinicians (Corring et al., 2018a). Another study
identified that families/carers/kin can experience relief as the responsibility of services is
formalised by the CTO but also excluded from involvement in care (Goulet et al., 2023).
Clinicians believe that there is benefit with CTOs but acknowledge that there are struggles
and tensions when practicing within the confines of a Community Treatment Order (Corring
et al., 2018b).
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Research conducted in England explored the experiences of people with lived experiences
of CTOs, families/carers/kin, and psychiatrists (Canvin et al., 2014). People with lived
experience generally felt restricted or ‘trapped’ by their CTO, with a very small minority
finding the CTO to be a safeguard (Canvin et al., 2014). While families wanted CTOs to go
beyond medication, psychiatrists were most likely to minimise CTO conditions to what could
be enforced, which was usually medication and contact with mental health services (Canvin
et al., 2014). All three groups identified significant shortcomings of CTOs and that only

certain people benefit from them (Canvin et al., 2014).

The international research similarly points to the relationship between CTOs’ use and
systemic inadequacies and the need for service system transformation to improve

approaches to support and care for people who are subject to compulsory treatment.

Commentary

Overall, the research suggests that there are significant concerns and complexities for
everyone involved in CTOs, and particularly for those who are subject to CTOs. While it is
expected that such differences would exist, there also appears to be some common ground
across groups in relation to systemic shortfalls such as insufficient access to services and
supports, and that their coercive nature means that the connection with services and
treatment that CTOs aim to achieve is more likely to result in alienation. Based on the
research to date, improving approaches to CTOs requires service system transformation at

all levels.
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Method / Approach

This project set out to interview people with lived experience of CTOs, families/carers/kin/
friends with experience supporting people on CTOs, and service providers with experience

supporting people on CTOs.

Our Project Team represented people with lived experience of mental distress, experience of
being on a CTO, experience of supporting family/kin/friends on CTOs, and experience as a

service provider supporting people on CTOs.

The first step was to recruit a Co-design Team, representing people from all the above
groups, to co-develop the project processes and protocols which would inform the
development of accessible, ethical, and supportive approaches to exploring people’s

experiences of CTOs. The co-design process is described below.

This project was unique, compared to other explorations of the experience of CTOs, in that:

¢ The project was co-designed by people with lived experience of CTOs, family/carers/kin
of people on CTOs, and workers with experience supporting people on CTOs,

e The Project Team represented people with lived experience of CTOs, family/carers/kin of
people on CTOs, and workers with experience supporting people on CTOs, and

e The people interviewed included people with lived experience of CTOs, family/carers/kin

of people on CTOs, and workers with experience supporting people on CTOs.

1. Co-design

An Expression of Interest (EOI) to join the Co-design Team was circulated in July 2023 via
Being Mental Health Consumers NSW, Mental Health Carers NSW, the Mental Health
Coordinating Council of NSW newsletters, and the Mental Health Commission of NSW. The
EOI attracted a high degree of interest, and the 12 co-design places were easily filled.
(People who submitted an EOI, but missed a place in the Co-design Team, were invited to
participate in an interview if they wished to.) Efforts were made to recruit a diverse group of
co-designers with the relevant experience of CTOs, including First Nations people, culturally
and linguistically diverse people, younger persons, older persons, people from the
LGBTQIA+ community, and people living in remote/rural/regional NSW. All co-designers
were paid for their time, unless already being paid by another organisation (e.g., some

service providers attended during work hours).
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The Co-design Team comprised:

o 5 people with lived experience of CTOs

o 2 family members with experience supporting a loved one on a CTO

e 4 people with experience providing support to people on CTOs as service providers

(2 peer workers and 2 health workers)

¢ 1 person with all of the above experiences.

The Co-design Team initially met over four two-hour online sessions, held weekly on Zoom,

during August and September 2023. Together, they co-developed a design brief for the CTO

Project recruitment flyer, the interview questions (one set for people with lived experience of

CTOs and one set for families/carers/supporters and workers), and the project information

sheet for anyone interested in being interviewed. The co-designers also determined the

supports that should be available to people in the process of sharing their experiences of

CTOs, and how the opportunity to be interviewed for the project would be promoted.

Once the CTO project processes and protocols had been developed and reviewed by the

CTO Project Advisory Group, the Project Team

commenced the interview stage.

Some members of the Co-design Team
continued their involvement in the project, co-
reviewing the analysis of findings at the very
early stage, and again once the themes and
subthemes had been identified. This process
of bringing perspectives from outside the
Project Team to the analysis aimed to check
the Project Teams’ understandings and
interpretations and ensure the trustworthiness

of the analysis.

2. Interviews

People with lived experience of CTOs,

families/carers/kin/friends of people on CTOs,

LA <N
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N

Community Treatment Order

a e g«owr ?ﬂ/”'[

We want to explore people’s experiences with
Community Treatment Orders (CTOs) in New
South Wales. The Mental Health Commission
of NSW has chosen inside out & associates
Australia to coordinate this project. We aim to
understand the experiences of a range of
people affected by these orders, and how they
understand CTOs, with a particular emphasis
on people who are/have been subject to CTOs.

People with a lived experience of CTOs x
or caring for people on CTOs will be reimbursed
for your time. The interviews will take around

1 hour depending on your comfort. Please let

us know what supports will help you to
participate. The interviews will be carried out
online (via Zoom) or in person at a place you
agree to. Information you provide, without

your name, will go in a report for the Mental

Project

@wing a co-design stage, we are now
recruiting people to interview. We are looking
for people anywhere in NSW:

% Who have a lived experience of being
on a past or current CTO (one or more)
OR
% Who are family, carers, or kin of a person
with a lived experience of being on a CTO
OR
X Who work with people with a lived

Health Commission of NSW. J

- i

k experience of being on a CTO. J

" B

Please express your interest by contacting:
0435 348 168
projects@insideoutconversations.com.au
We are really looking forward to
hearing your experiences!

E m"m 3

T OO

Imagery based on artwork provided by co-design group member.

and service providers with experience supporting people on CTOs were invited to share their

experiences with the project via an interview. Recruitment occurred through a flyer that was

distributed via a range of mental health lived experience and family experience organisations

Experiences of Community Treatment Orders in NSW

13



(e.g., Being, Mental Health Carers NSW) and other community organisations (e.g., Mental
Health Coordinating Council, Transcultural Mental Health Service). Rural community support
services were contacted directly, in order to ensure representation of people in regional and

rural NSW amongst the participants.

The project aimed to interview 12-16 people with experiences of CTOs, with 50% having
experience of being on CTOs (currently or in the past). Due to some last-minute withdrawals,
this intention was not quite achieved. However, people with lived experience of CTOs were

the majority of people interviewed. The Project Team spoke to:

e 7 people with lived experience of CTOs
e 4 people with experience as family/carer/kin/friends supporting someone on a CTO

e 5 service providers with experience supporting people on CTOs

As well as different experiences of CTOs, the interviewees came with other experiences of
diversity including First Nations, culturally and linguistically diverse (CALD), LGBTQIA+, and
regional/rural. Two interviewees identified as male (one person with lived experience and
one service provider). Attempts to ensure the group of interviewees better reflected a

balance of genders were unsuccessful.

Among the group, there were diverse experiences of being on (or supporting someone on)
one CTO or multiple CTOs, being currently on a CTO or being on a CTO in the past.
Families/carers/kin included parents and a partner of someone on a CTO. Service providers

included 2 peer workers and 3 mental health clinicians.

This project is based on a qualitative approach, which means it focussed on people’s
narratives and understanding the meaning of their experiences. Qualitative approaches are
used to understand how things happened, and what people thought and felt about things
that happened. This is different to a quantitative approach which is more interested in how
many people had certain experiences, or how often they had them. It is common for
qualitative approaches to involve smaller numbers of participants but to explore data in a

greater depth.

Everyone was given the option to be interviewed in person (at a venue that was comfortable

for them) or via videoconference (Zoom) or via telephone.

e 8 people chose to be interviewed in person
e 7 people chose to be interviewed via videoconference

o 1 person chose to be interviewed via telephone

Experiences of Community Treatment Orders in NSW 14




Prior to being interviewed, everyone received detailed information about the project and the
interview process verbally and/or in writing. Once the person confirmed their involvement,
arrangements for their interview were made and a copy of the interview questions sent via

email.

Once at the interview, and just prior to starting, the person was reminded that they did not
have to answer every question, and that they could ask to pause or stop the interview and
the recording at any time. They were advised they could withdraw from the project up to four

weeks post interview. Recorded consent was obtained at the start of the interview.

Interviewees were also offered access to post-interview support. A member of the Project
Team (who did not conduct the interview) was available by telephone during the interview
timeframe and for up to two hours after the interview concluded. Interviewees could contact
the project lead anytime during business hours, by telephone or email, to make any further
arrangements for support. Support could be provided by someone outside the Project Team

if preferred.

One interviewee required an interpreter for their interview, and the interview orientation
conversation that preceded it. Written materials including the Interview Information Sheet
and Interview questions were translated for them. (Short interactions, to confirm interview

arrangements for example, did not require an interpreter, and occurred via SMS.)

All interviews were recorded, transcribed and de-identified. All participants were sent their
transcription to review and make any changes or additions if they wished to. When the
transcript was returned it was ready for coding and analysis. Everyone who participated in

an interview was paid for their time.

One person withdrew from the project after their interview. Their transcript was deleted and

not used for the analysis. Two people withdrew prior to interview.

3. Analysis
Thematic analysis was used to identify the main themes from the 16 interviews. The

following process was employed to ensure that the analysis process was rigorous.

1. One transcript was selected and coded independently by each of the Project Team
members. The team met to compare their understanding of what the interviewee was

saying and how they had coded each point made by the interviewee.
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2. Once the team had agreement about how to code different points or perspectives, at
least one transcript from each of the participant groups was coded. Codes were then
reviewed with the Co-design Team in affinity groups (people with lived experience of
CTOs, family/carers/supporters of people on CTOs), who reviewed the codes for the
relevant interview (e.g., people with lived experience of CTOs reviewed the codes from
an interviewee with lived experience of CTOs). Any questions the Project Team had
about the codes and what they were hearing or seeing in the transcript were also
checked with the Co-design Team. The Co-design Team validated most codes and

provided new perspectives for other codes.

Coding is a process that is used to summarise all the different things an interviewee says
about a topic. First, the transcript is read very thoroughly, and then each different idea or
perspective expressed by the interviewee is given a code, which is a short summary of the
key message or concept. The same code may be used a number of times in the same

transcript when that same point or perspective is being made again, or it may be used in

different transcripts when that same point or perspective is being made by another person.

3. After the co-review with the Co-design Team, each transcript was coded by a member of
the Project Team. Team members were able to discuss any questions that arose in the
coding process at the weekly Project Team Meeting. They could also contact each other

between meetings if necessary to check-in regarding any coding issues or queries.

4. The process of identifying themes commenced after all transcripts were coded (with the
exception of one late interview, which was coded after theming had started). All the
codes were grouped into similar categories, reviewed, and then regrouped as different
themes were identified in the data. This happened until all codes were able to be

grouped within the identified themes.

5. Throughout this process, the codes for each of the three participant groups were clearly
marked so the Project Team was able to identify the extent to which different themes

and sub-themes were relevant to the different participant groups.
6. Once this process was completed and the themes and sub-themes were agreed by the

Project Team, a narrative describing each theme was compiled, with illustrative quotes,

to form the project findings.
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Findings

The following findings come from the perspectives of people with lived experience of CTOs,
family/carers/kin of people with lived experience of CTOs, and health service providers with
experience supporting people on CTOs. While each group brought different experiences and
concerns, there was also sufficient common ground that responses from each participant

group were reflected in each of the five major themes:

e Hopes

e High stakes

e Harms

e How it's done

e Health services and systems

However, certain themes were more strongly represented for different participant groups.
For example, Harms were raised significantly more often by people with lived experience of
CTOs, while Hopes were more likely to be raised by families/carers/kin than other participant

groups.

Overall, participants’ experiences and perceptions of CTOs were negative, and this is
reflected in these findings. It is possible this could reflect a limitation of this project, where
people with negative experiences were more likely to be motivated to participate. However,
these findings were recurring, both within this project and in the Australian and international

research more broadly, suggesting that they are representative of the broader experience.

My experience of CTOs is an up and down journey. Whilst it had its benefits, it also had a
downside. | found it to be somewhat restrictive, especially when it came time to go to do
cultural practices.

Having to present, tick boxes and feeling unheard and under-supported can leave a person
feeling alone and somewhat isolated as well as stigmatised and discriminated against. |
have met peers who say it has saved their life. However, | was left wondering whether the
benefits outweigh the risks associated with CTOs?

| have experienced the wealth and knowledge of a mental health peer worker. | felt and
experienced support for the first time. My mental health recovery journey started in the
holistic healing way. Sharing of lived experience aided in my recovery.

Person with lived experience of CTOs
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Hope was present in almost all narratives in some way. For people on CTOs, hope was
something one held for oneself despite the CTO and what it represented. For
families/carers/kin and service providers there were hopes that the CTO could lead to

improvement in some way. For a minority of people these hopes were fulfilled, but for the
majority they were not.

Figure 1: Hopes: summary of subthemes
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People with lived experience of CTOs

Hopes for oneself despite the CTO

For people with lived experience of CTOs, hope was something they held for themselves,
despite, not because of, the CTO. Hope for oneself and a sense of satisfaction in resisting

low expectations could be a driving force.

“It was a lot of trying to reduce my hope” ... “So, | went to university. That was great.

They didn't say | wasn't going to go to university.”

Hope was also related to the possibility of better access to supports, such as a doctor or
NDIS funding.

Families/carers/kin and informal supporters of people on CTOs
For most of the family members interviewed, this theme followed a trajectory from hope for
how things could be, to a diminishing sense of hope, to hopes lost. However, there was also

a counter-narrative of hopes fulfilled, which was less common, but clearly evident.

Hopes raised

Improvements (for the person and for the family) that family/carers/kin hoped the CTO would
produce included ‘stability’, ‘happiness as a family’, a positive shift in family dynamics,
guaranteed access to treatment and supports for the person on the CTO, including hospital

admission when needed, and improvement in physical health and social connection.
“Initially it was a comforting feeling to know that there was one.”

“I was initially hopeful when the CTO was put in place, because | thought that

at last my son would be guaranteed treatment.”

Hopes diminish

Families/carers/kin hoped the person would experience the benefits of the CTO and, as a
result, engage with services and treatment. For some this sense of hope didn’t last as it
became evident that the person’s sense of injustice, anger or opposition to the CTO was
becoming an obstacle to trust and engagement with services. Even if the CTO appeared to
have influenced treatment adherence, this was short term because the CTO disrupted

access to treatment as people disengaged from the enforced nature of treatment. Hopes in
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services also diminished because there was little offered to the person that

families/carers/kin perceived to be of value, except for monitoring of medication.

“I thought, initially, good. | thought it had purpose, and it was a positive thing.

More now I think it’s working against him, and he may well do better without.”

“It was just different expectations and hopes and dreams for him, but
unfortunately, the CTOs didn't even support him with that.”

“So, | was hoping he’d get some opportunities for some education and social
interactions... relationship support... trauma counselling... dietary and nutrition
support... a therapeutic relationship...But none of those things actually came to

pass.”

Hopes lost

Family/carer/kin experiences varied from a one-off CTO that lasted six months, to repeated
CTOs over many years and ongoing. The duration of the CTO did not correlate to the
degree of impact on family relationships, which in most instances were detrimental.
Impacts ranged from distrust to relationship breakdown to power struggles to
estrangement. Family/carers/kin found themselves in the role of monitoring the person,
trying to ‘encourage’ the person to adhere to the CTO requirements (including paying for
the medication) while services did not follow through. Families/carers/kin expressed a
sense of being abandoned by the system, with no support to safeguard and foster their

relationship with the person on the CTO.

“The CTO was of no real help. It just added to the problems. | believe it was

destructive of my relationship with my son.”

“So, there were times where the CTO worked, right at the beginning stages...
Initially it was very good, but moving forward it wasn't... It’s an absolute failure the

whole way.”

At times the family/carer/kin might step back from the monitoring role in order to reduce the
negative power dynamic that being ‘involved’ in the CTO created with the person on the
CTO. However, in the stories shared, support from services lacked continuity, and the
family/carer/kin was not contacted, even as things were going badly for their loved one. For

one family this had terrible consequences.
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Hopes fulfilled — a less common story

One family/carer/kin, a parent, was very satisfied with the CTO, having seen great
improvement in their family member who responded well to medication, and was
connected with support services. The family member felt the CTO was integral to their
family member’s recovery and that without it the supports they had access to would not

have been available to them.

“And sometimes he was sick and tired of taking medication and he was throwing
them away ... And this was going on for nine years, and if this support wasn't

there my son wouldn’t be able to recover.”

Service providers working with people on CTOs

Hopes for connection with services

Service providers generally hoped that any opposition to the CTO could be a starting point
from which a therapeutic alignment, focussed on supporting the person to do what they
needed to do to get off the CTO, would develop. The peer workers and mental health
workers interviewed hoped the CTO would be a chance to engage with the person and
develop a positive working relationship, even though it was also acknowledged that a CTO

could reinforce disengagement and make it hard to build relationships.

“I hear it all the time that ‘the person ... just won't engage with the service’. And |
just go ‘of course they don't have to engage with us. We have to engage with
them. We have to actually show that we've got something to offer them and work
with them’... But that idea of a CTO will keep someone engaged, no, | think it

actually drives a wedge between ... a mental health worker and a person.”
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Theme: High Stakes

CTOs and related care and treatment (or its absence) have major impacts on the lives of
people who are on CTOs, on their family/carers/kin, supporters, and on service providers.
CTOs are contentious and emotionally laden. The fears, hopes, wants, and needs of people
and groups are often experienced as conflicting in the CTO ‘landscape’ (the assembly of
events, relations, and responses that surround and interact with CTOs). This combination of
impacts and conflicts and experiences ‘raise the stakes’ for people and health systems when
CTOs are in the mix.

Figure 2. High stakes: summary of subthemes
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People with lived experience of CTOs

Right to choose and loss of agency

People with lived experience expressed the human right to make one’s own decisions about
one’s life. They felt that others’ interpretations of risk did not align with their own. For one
person, being on a CTO and the consequent loss of personal control was incompatible with

having a life.

“And all I'm asking is, “Please listen to the facts that | can’t live a life. | have no

life to live.”

My experience being under a CTO is a negative and a positive experience depending on
your understanding of taking medication and staying as well as you can be, whilst learning
through being unwell and many hospitalisations and family and friends and while you wait
for the Mental Health Review Tribunal to state that they don’t need you under a CTO.

And all you want is to be in control instead of a Mental Health Review Tribunal and doctors.
Eventually you take control after many years of being under a CTO and you realise it's not
much different, because you really do need medication to stay as well as you can be, it's
needed to keep people well.

Some say negative things about CTO like, ‘| don’t like medication’, ‘| don’t like hospitals’, ‘I
don’t like doctors’ and ‘I'm not unwell’.

Some say positive things about CTO like, ‘sometimes | get unwell’ and ‘without it |
wouldn't be here today and as well as | am’.

Person with lived experience of CTOs

Risk of contesting the CTO and further loss of rights

Formally contesting the CTO felt dangerous and difficult. There were a range of barriers
including social (resisting the CTO would be interpreted as ‘lacking insight’ and be used as
a reason for the CTQO), procedural (the complex process of challenging the CTO and
having little access to legal supports), and economic (e.g., the cost of legal representation).
People with lived experience felt there was potentially a lot to lose if they tried to challenge
the CTO. They described having no independent options, whether the person wanted to

challenge the CTO, or complain about how it was implemented.

“So, I've reported it in all different directions. I've reported to the patient liaison

officer, and all they want to do is go back to the team, which is what the HCCC
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[Health Care Complaints Commission] would do as well, so then there’s
repercussions for you because you’re complaining about somebody doing their

job.”

Having one’s perspective and experiences discounted

People described their experiences of not being seen, believed, or heard. Having a
psychiatric diagnosis and being on a CTO meant that their perspective was discounted or
devalued. This is a kind of ‘epistemic devaluing’ where a person’s credibility to know is
undermined because of the assumptions associated with having a psychiatric diagnosis and
being on a CTO.

“They absolutely refused to listen. They never asked one single question. After four
years. | was diagnosed as schizophrenic by one doctor. Because | was going through
a trauma at the time. When | first got out [of hospital], it triggered this post-traumatic
stress disorder. So, | was in this very agonised state, but | was getting kicked out of my
house where I lived. My car broke down, | had these psychos that were after me. All

this... all this stuff was happening at the same time. It was overwhelming.”

Family, carers, and informal supporters of people on CTOs

Fears for a loved one’s safety and wellbeing

For family/carers/kin, CTOs (and health care systems and services) are ‘high stakes’
because they fear for their loved one’s safety and future, and hope that the care provided

through the CTO will improve the lives of the people they care for.

“The expectations, oh, when you have a baby, you have these expectations that
they'll grow up, they'll be a productive member of society, they'll have children,
they'll have a partner, they'll work, and | had to mourn that and let go of that. But |
was hoping that there was a new [Person], right?... There was my new [Person],
right, and | learned to love my new [Person]. It was just different expectations and
hopes and dreams for him, but unfortunately, the CTOs didn't even support him
with that.”

CTOs impact and influence family relationships

CTOs impact and influence the relationships between family members and the people they

support. Families/carers/kin had hopes of improving relationships and relieving existing
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conflicts. However, the CTO often exacerbated conflict and distrust as families/carers/kin

were enlisted into monitoring and adherence processes.

“It changed the dynamic a lot, to be just monitoring. It doesn't feel nice to monitor
someone. | do that with our child ... because you are a parent, but not — you

shouldn't have to parent your husband ... he didn't like that, and nor did .”

“The CTO was of no real help. It just added to the problems. | believe it was
destructive of my relationship with my son... From his point of view, it gave me a
lot of power over him that he didn’t want me to have and took away his autonomy.
It exacerbated his negative beliefs about me, increased his distrust in the mental

health system, and helped to increase his paranoia.”

The risks associated with advocating for the family’s needs

CTOs and tribunal processes are experienced as high stakes for families/carers/kin. During
tribunal hearings, family/carers/kin experience tension between how they might like to
advocate for their needs and their perspective on the needs of their loved one, and not

feeling able to do so freely in order to maintain a relationship with their loved one.

“The only thing | have to say there is that... after those tribunal hearings, because
the judge would ask me personally what | thought, if | told the 100% truth in

those, that would have caused massive, massive problems between [Person] and
I, and so | would come up with wording to the effect of, ‘Well, I'm not a doctor, so
I'm here to support [Person] in every way | possibly can, but we're here to listen
to people who know what they're talking about.” He would still get angry with me

about it, but it didn't sever our relationship, and that was what that was about.”

Service Providers working with people on CTOs

CTOs used as an attempt to assure access to supports

CTOs were used where there was concern that people may not have access to mental
health care after an acute admission. CTOs were seen as a way to ensure that people had
access to support from mental health services and community managed organisations

(CMOs) that are insufficiently resourced to provide required care in their communities.

“The only way — ... there was a belief that the only way to get a person case

management if they were in the intensive unit, was to put them on a CTO.”
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“... the other problem was that for most of the NGOs, in fact, all of them at the
time, and | don't know if it's culturally changed, I really hope it has, there was a

belief that somebody had to be case managed to access the NGO.”

CTOs a risk to developing rapport and the therapeutic relationship

CTOs presented a risk to establishing connection and a therapeutic relationship that may be
effective in the longer term. CTOs were seen to often damage rapport and increase

disengagement with mental health services.

“But that idea of a CTO will keep someone engaged, no, I think it actually drives a
wedge between a mental health case manager, a mental health worker, and a
person. As far as the benefits go, look, yeah, sure. | can see some benefits too,
for some people sometimes. But for the vast majority of times, it's actually - |
don't think it's really that helpful at all. And if the person wants to avoid us, they'll
avoid us. And we put so many strings and attachments onto their relationship

[with health services] on that basis. “If you want this, then you have to do this.”
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CTOs are justified as an attempt to reduce risk of harm. However, the perspectives of
different people on what constitutes ‘harm’ and which ‘harms’ should take priority, or are
considered most important, will be influenced by each person’s experiences, position, and

underlying beliefs about the phenomena of mental/emotional distress/iliness.

Figure 3. Harms: summary of subthemes
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People with lived experience of CTOs

Harm due to the adverse effects of mandated medication

The most commonly cited harms were associated with the adverse effects of medications
that were mandated under the CTO. People felt that their experience of side effects were
ignored or invalidated. For some people, side effects were debilitating, with significant short

and/or long-term consequences.

“And my life just revolved around the side effects of this medication | was on —
they repeated the CTO every six months for five years... And the doctor's like,

"Yeah, it's normal for you."
People spoke directly to a range of harms from medication including harm to:
e physical health:

“Which was wrong. Which was negligent... Because I've got all these terrible
problems now. I've got osteoporosis. My right eye keeps closing. I've got ...
tardive dyskinesia, it’s called, which is this long-term symptom, maybe permanent

symptom of being on [medication].”
e sense of self:

“What changed while | was on the CTO was...my departure from society and
reality. My social skills changed.... changed for the worst. Very isolating. Very
isolating. My pride and dignity changed in the fact that | did not stick up for myself
in times where | was threatened, and | was bullied. | was very submissive — very

submissive.”

“Yeah, that’s right. Being told that you had to take it to stay out of hospital, and
you’re better when you’re on the drugs, which I’'m not because | don’t like the me

that I am ... with the drugs.”
¢ ability to maintain social roles and relationships:

“I thought that it really needs to have a doctor's scope on the side effects
because the side effects are so dangerous. | wasn'’t allowed to visit my daughter
unless | was okay. Because | was passed out anywhere, at swimming lessons, |
was dribbling, | was standing up. My mum'’s like, "Sit down!" And I'm standing up
real quick, and my body shakes. | was 300 milligrams for five years. And then |

had no life.”
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Harm done to the person’s civil/human rights

People experienced Tribunal processes and being placed on a CTO as a violation of their

civillhuman rights and personal autonomy.
“Well, | just don’t believe we really have rights.”

“There was no such thing as my rights. All | had to do was | had the right to take
my medication...”

People have a human right to have faith without it being used against them.

The doctors say they are helping but when information is shared it is recorded and used
against them in Tribunal, the system is unfairly weighted against the person suffering

to take their rights away. There are very bad people working in the system... | am never
safe.

An example was a male clinician who should not of been in my hospital room without a
female present, he caused me so much fear and they just used an order on me without
good reason to try and control my medical decisions about having an operation when |
knew | was not safe to do so. They only show the good things on that show about that but
inside | saw and heard and experienced evil operations.

| was so happy to get a breakthrough and be out of the system but now | have been forced
to go back into it.

I'm not sure that the government really wants to improve the lives of people with lived
experience...

Doctors are given too much authority over people's lives and the government covers up
what they want to. The government really needs to be sued in a class action by all the
people they have abused but | doubt that would be possible...

| really think anyone involved in the mental health system should be locked up and see
how horrible it is to have your freedom taken away.

Person with lived experience of CTOs

Harm done to relationships

CTOs were seen by people to damage their relationships through the recruitment of
family, friends, and supporters into the monitoring and administration of CTOs by health

services and tribunals.

“l do have a relationship with my family, | do see them. | walk on eggshells... | try
and maintain the peace. ... But basically, | don’t want my family to have any
involvement in whether I'm on a CTO or not, or to speak to the team because

anything gets misconstrued.”

Hopes | High Stakes ‘ Harms ‘ How it’s done Health services ‘

Experiences of Community Treatment Orders in NSW 29



Harm done to one’s personal recovery journey

People described the physical, social, and personal impact of being on CTOs as
impeding (or even destroying) their recovery and attempts to live a personally meaningful

life.

“It set me back years. Four years | couldn't do anything. Couldn't work, couldn't
study, couldn't think, couldn't do anything. It literally took four years out of my life.
Even now, I've got — there’s such resentment and anger. Because you're so

powerless.”

Families/carers/kin and informal supporters of people on CTOs
For families/carers/kin, harms were experienced as relating to their loved one’s mental
distress, health service responses or lack of response, and the impact of CTO processes

and treatments on relationships.

Harm associated with loved one’s distress/illness and lack of support for

families/carers/kin

Family/carers/kin experienced a great deal of distress in the face of their loved one’s
suffering from a range of mental distress experiences as well as the personal and social
repercussions of these. Families often didn’t have support to work through their own distress

responses.

“I went through a lot of hard time and trauma... | suffer a lot when [my son is not

on medication].”

Harm done by lack of suitable support and care for loved one and family members

For most of the families/carers/kin interviewed, the CTO did not result in the sort of supports
that they hoped their family member would have access to. In certain situations,
families/carers/kin felt a deep sense of desperation when they could see the potential for
disaster, but their concerns were not responded to by services. In other situations, families
described feeling helpless and disappointed that the CTO didn’t result in the types of

therapeutic or practical supports that their family member might benefit from.

“l begged them, ‘please put him in hospital, if he wants to change [medication], these

are the repercussions of ... having to change your medication...”
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“Well, it was a compliance treatment order really. It wasn’t community treatment. It was
Jjust compliance basically. He had to show up. He had to be injected ... His quality of

life was given little if any attention.”

Harm done to relationships

CTOs can cause additional pressures on what may already be a fractured or tense
relationship due to the complexities of distress experiences, the social consequences and
the lack of support. Families/carers/kin could find themselves responsible for monitoring
medication, even becoming a main point of contact for mental health staff if the person did
not engage with services, which would further impact the relationship with their family
member. Families/carers/kin wanted support to manage the impacts on their family

relationships, to protect relationships in the longer term.

“It did create an extra stress in the relationship, for me to have to watch or remind

him to take it... it changed the dynamic a lot, to be just monitoring.”

“[The CTO] was destructive of my relationship with my son ... There was no
support for my son’s relationship with me ... | had hoped that clinicians would
recognise and be able to respond to the complexities and stresses of

relationships when there is mental ill health, this was not the case.”

Service providers working with people on CTOs

Harm to practice through coercive treatment (moral injury)

Service providers felt that the requirements of CTOs and their involvement in coercive
treatment had significant negative impacts on their practice and their ability to work
according to their personal ethics. Clinicians and peer workers were often expected to
uphold the conditions of CTOs they did not agree with, and which negatively impacted their

relationships with the person on the CTO. This was experienced by some as a moral injury.

“And that's been a theme right through over the years I've noticed with CTOs as a
way of ensuring follow-up, which is good and bad. It's bad in the sense that some
community teams will only take people on a CTO as a mental health team, which
is really tragic because ... it means overuse of that coercive power at the expense

of that engagement and working with people.”
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“l don't think it's ever done in a malevolent way ... | don't think it's ever done to
harm people or ... to make it easy for the services to treat people. | think
sometimes ... there's a lot of pressure to use them ... And that pressure comes
from the team, comes from family members sometimes, community, police, the
hospital, that if this person wasn't on a CTO, they would become dangerous and
do a lot of bad things. And so they need to be on a CTO. | don't always know

whether that's necessarily true or not. But it's the way it is.”
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This theme relates to the CTO process, including the Tribunal Hearing, legal mechanisms
and treatment plans. The theme is divided into two main sections: How it is done (current
situation) and How it could be done (recommended improvements).

Figure 4. How it's done: summary of subthemes
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People with lived experience of CTOs

How people need access to support, not just medication

Being on a CTO links people with a community mental health team. While resource
constraints were acknowledged, connection to holistic support is necessary and treating
teams have a role in connecting people to relevant supports beyond medication. Support

needs to extend beyond the duration of a CTO.

“l started to have these weekly meetings with somebody from Drug and
Alcohol...It was very nice to go visit this person every week... They said we’re
going to put you through to support workers...They didn’t think | was crazy...
Because | had been on the CTO for four years | got given the NDIS. Cleaners

and two beautiful coffee dates each week...Why would | say no to that?”

How CTO processes defeat a person’s self-advocacy

Mental health services and the Tribunal frame a person’s informed decision to fight against
the adverse effects of mandatory medication as non-compliance. Further self-advocacy
becomes pointless within an inevitable, unfightable CTO and tribunal process, leaving
people feeling helpless despite their strengths and determinations to speak for themselves.
Not receiving information about CTOs in an accessible format, or having adequate legal

representation are other impediments to self-advocacy.

The lived experience of systemic harm, coercion and being “done to” while subject to a CTO
creates a sense of solidarity with others. Even so, as one person said, “no one should ever

have to experience that”.

“The process is such that you don’t feel like you have rights in a Tribunal

hearing.”
“You can fight it. But you have very little chance of anything happening.”

“l took the medication, and | got community housing...but the price | had to pay,

and the future? — well the future looks bleaker and bleaker.”

How CTO'’s impact connection with Country for First Nations people

A First Nations person described how the restrictions of CTOs impact on their cultural
practices, connection with spirituality, community, and Country. Culturally safe community

mental health services could help restore connection.
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“...Because you spiritually cannot feel anything. There’s times where | got invited
out to Country, and | said | can’t because I’'m on a CTO. And then | found out later
on that, “Oh well, if you call the pharmacist that’s in the area at that time, you can
get the medication delivered to you at the chemist out there” But there’s no

chemist out there. That’s Country.”

Families/carers/kin and informal supporters of people on CTOs

How long should the CTO be for?

There are varying views of how long a CTO should be for and when a new application
should be made if a person is already on one. Families/carers/kin suggested that CTO
duration be tailored to the person’s unique situation. Families/carers/kin also identified that
the timing of the CTO review and the Tribunal process means the person on the CTO is
continually working towards the review. Less frequent reviews may allow a person to ‘be’ -
working towards personal recovery rather than working towards the review. One family
member/carer/kin advocated for consideration of longer CTOs when a person experiences a

“long term mental illness”.

“For people who have a better chance of recovery with their own insight, and
knowing they need to take medication, perhaps less time is better, because it is

restrictive.”

How mental health teams implement the CTO inconsistently

Families experienced disrupted and inconsistent care by health services responsible for
administering the CTO. They said that health services did not address the barriers
experienced by people on CTO’s that were impacting their ability to access and engage with
services. The requirement of the person on a CTO and their family needing to pay for

mandatory medication impact on family members financially and emotionally.

How support during the application and tribunal process is lacking

Families/carers/kin described limited access to legal support if the CTO is applied for via an
inpatient service, but little access to legal support if the CTO is applied for in the community.
Families/carers/kin experienced poor explanation of the CTO process. Even with legal
support and an understanding of their rights, families/carers/kin found the Tribunal process

difficult, especially when tribunal hearings were held via telehealth-
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“The process itself, it felt very formal. So, it was a little bit nerve wracking the first

time I'd gone in.”

“I think in the hospital it was just [an information] sheet given to him and | would

read it.”

Service providers working with people on CTOs

The implementation of the Mental Health Act is the problem, not the Act itself

Some service providers thought that CTOs were needed at times, and were even effective
sometimes, albeit rarely, but that they were relied on too much, and at times misused. There
was agreement that a CTO should be a last resort. One service provider who had
experience working overseas was shocked at how frequently CTOs were used in Australia.
Service providers were concerned that people were not given the opportunity to demonstrate

the CTO is no longer needed.
“I think they have a place. | think they can be misused.”

“l still believe there's a need for them, unfortunately, but maybe not to the extent

that they’re used.”

“..and it means overuse of that coercive power at the expense of that

engagement and working with people.”

Peer Workers in particular talked about having ‘mixed feelings’ about the CTO: that they
understood why a CTO was being considered but that the general approach to CTOs was
‘barbaric’. Peer Workers also talked about being excluded by their clinical colleagues when it

came to decisions about the care of people on CTOs.

“I have very mixed feelings around it. | understand that some people should be
on it, but | really think that it needs a big review. | think that it is quite barbaric,
especially when people are trying to get through their mental illness just in

general and then they have to feel they're doing something wrong.”

“They wouldn't just take my word for it because it's the treating team that are

making the decision anyway.”
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How a CTO provides access to support for some

Service providers identified that having a CTO in place provides access to treatment and
support and, when implemented well, CTO’s can initiate a positive mental health journey.
Due to service system resource constraints, people seeking help early in their recovery

journey may not receive supports unless a CTO is in place.
“...it made sure that the person got follow-up.”

“...he actually got quite stable and was working. We got him off his injection, he
was on oral [medication], and he was quite stable...all the stuff that goes with

someone recovering and doing well.”

How the treating team determines the need for a CTO

Service providers identified that CTO decisions are often made unilaterally by the medical
team rather than collaboratively with the person and their supports, including mental health

staff. These practices do not align with person-centred and trauma informed care principles.
“...there was a belief they wouldn’t accept treatment...”

“A lot of people are on CTOs for years without even having any kind of advocacy

...or opportunities to get off it.”

How mental health workers perceive the tribunal process

Service providers said that legal representation does not meet the needs of the person.
Lawyers and legal advocates turn up on the day, often just ten minutes before the hearing,

with little knowledge of the person they are representing.

“l don’t know they have a lot of understanding about mental health conditions.”

How CTOs silence a person’s voice

Peer workers see themselves as natural advocates and responsible for providing the person
with information about the CTO that they may not receive otherwise. Peer workers do not
replace clinicians in relation to informed choice about medication, however they may often
be the information provider. Due to time constraints and the tendency for decisions to be
made in clinical meetings “about the person without them”, peer workers endeavour to
advocate for the person to come off the CTO and affirm the right of the person to self-

advocate.

“...whether they understand the purpose of it...making sure people are completely

aware of what their rights and responsibilities are...”
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‘How it could be done’ is part of the theme, ‘How it's done’

Figure 5. How it could be done: summary of subthemes
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People with Lived Experience of CTOs

How health services can listen

People with lived experience have the capacity to ask for help when they need it. Mental
health services need to listen to the person and respond when they ask for help, and not just

focus on the distress experience which led to involuntary treatment.

[ Hopes [ HighStakes |  Harms | Howitsdone [ Health services |

Experiences of Community Treatment Orders in NSW 38




“I think that if anybody rings the ...one of the 1800 numbers and says, “I'm getting

sick, I need to see someone urgently”, they need to let them see somebody.”

Treatment and support need to work around a person’s life to enable full participation in the
community of their choice. This requires treating teams to ask questions, dig deeper, listen,
and take on board the person’s preferences in relation to their personal recovery, especially
to minimise and mitigate adverse effects of medications. Attitudinal and systemic barriers

often prevent a person’s right to medication review.

“I would just like to say that there isn’t enough training with these doctors about how
to actually communicate with — actually how to listen...then look at you and ask
deeper questions. ... how life’s going and actually listen and go, ‘Oh you missed your
daughter’s birthday party. Okay let’s look at reducing the medication so you can

E

actually go to your daughter’s birthday party’.

Families/carers/kin and informal supporters of people on CTO’s

How mental health teams can deliver support

Families/carers/kin suggested improvements to the levels of support and care which mental
health services provide, regardless of whether a person is on a CTO or not. Good support

can prevent the need for involuntary treatment.

“...we weren’t followed up with anyone. ...You’re doing well. And then he

relapsed. And then they realised, okay, you need it.”

“A step-up step-down structure would be better so that there’d be a ... period of

time of more intense support”.

Families/carers/kin want holistic care and psychosocial support for the family and the person
on the CTO, rather than only medication compliance. The requirements and responsibilities
of a treatment plan is often a standardised pro forma, not individualised, and this is not
helpful. The non-medication side of CTO implementation was more important to

families/carers/kin.

“...It seemed that the conditions were just a tick box thing that were, as he thinks,

a bit of a waste of time...”
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Families/carers/kin had different experiences of mental health teams, and their approach to
interaction and engagement. Families/carers/kin recommend that mental health teams seek
to actively engage people and build relationships. Families need to trust that service
providers will follow through with the CTO and check in on the person regularly, especially
when families/carers/kin need to step out of that role temporarily to improve family

relationships for the longer term.

“There were ongoing complex power struggles between the mental health

service, my son and myself”

Some mental health teams took a family-inclusive approach to care and support, while

others did not. Families/carers/kin sought an equal partnership approach.

Several years ago, my teenage daughter was involuntarily hospitalised with psychosis. The
day after discharge, she stopped taking her anti-psychotic medication and the psychosis
returned within days. A few months later, she was involuntarily hospitalised a second time
and discharged on a CTO.

Over the next two years, my daughter had three out-patient case managers, one after the
other. The first two, young and inexperienced, failed to gain her trust and make any progress
with her recovery. The third case manager, older and more experienced, was much more
flexible in her approach and prioritised developing a personal connection with my daughter.
Trust soon emerged. Real, genuine, enabling trust. Still on a CTO, and with the third case
manager’s continued support, my daughter’s recovery steadily progressed and a reduction
in her medication was trialled.

Two-and-a-half years after being discharged from hospital, her medication was reduced to
the lowest dose, and she was taken off a CTO on the condition she continue to stay
connected with the out-patient service and take her medication.

Three years after being discharged from hospital, her medication was discontinued on the
condition she continue to be clinically reviewed for signs of relapse. She continues to meet
this condition and remain well.

Can | imagine my daughter being as well as she is today without CTOs? No, | can’t. Can |
imagine her being taken off a CTO (and medication altogether) without the experience and
skills of the third case manager? No, | can’t.

Person with family/carer/kin experience of CTOs

How people can have access to legal supports

Consistent access to person-centred legal representation across inpatient and community

mental health settings will enable more effective and equitable Tribunal hearings.
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Service Providers working with people on CTOs

How moving beyond CTOs requires planning and adequate support

Service providers wanted to assist people to come off their CTOs, with enough supports in
place to increase the likelihood of success. Service providers frequently suggested that
availability of meaningful supports and having the time to build relationships with people

could reduce the reliance on CTOs.

“...a lot of people should have the opportunity to not be on it for a bit. And there

should be a lot of preparation around helping the client be able to do that as well.”

“...if you had really good systems to support people then perhaps, we wouldn’t

need to do this.”

“Why aren’t we focusing more on awareness raising, and educating, and

psychotherapy and setting up good support systems...”

How perceived bias impacts a person’s journey

Peer workers have experienced being ‘side-lined’ when advocating for people to come off
CTO'’s due to assumptions that their own mental health experiences mean their judgments
are biased in favour of the consumer. Peer workers suggest that the person/consumer is

more involved in the CTO decision making process.

“...the clinicians may think that [peer workers] have more of a bias around it.”
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Figure 6. Health services & systems: summary of subthemes
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People with lived experience of CTOs

Support in a risk averse health system

People with lived experience of CTO’s experienced the consequences of risk averse
services. People had been placed on CTO’s following their first hospitalisation to mitigate

risks forecasted by services independent of the person’s capabilities. At other times, CTO’s
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were in place to filter historical risk. People with lived experience of CTOs viewed
requirements for a CTO to be in place to enable discharge from hospital as punitive and

manipulative.

“So, it wasn't really discussed. It was just they assumed that | wasn't going to
take medication and | wasn't going to be compliant with medication, so they just
did it. It wasn't like tried that | stopped taking medication. It was just immediately |

was on CTO. That was the first time, after my first admission.”

I am a former recipient of two six-month CTOs in the 2000’s. My personal experience is
that CTOs are a breach of human rights. Nobody should be forced to take anti-psychotic
medication. The side effects of these forced medications outweigh the benefits. The whole
process is a form of social control [which] treats the symptoms of mental distress and not
the cause, which is often trauma. These tranquilising medications bomb you out, so
nothing matters. Robbed of motivation, one is exposed to decreased risk, simply through
the ‘non-living’ of using anti-psychotics. This is a form of chemical restraint.

Forcing people to take medication against their will further adds to society’s stigma. If
people can be supported in their own time to willingly use these medications, it will go a
long way to destigmatising the experience.

When people experience trauma, it is essential that they are welcomed, safe, heard,
collaborated with, maintain choice and control so as not to further traumatise. This is where
CTO’s fail grossly in their application. Over 90% of public mental health patients have
experienced trauma. | claim that because of due procedure it is more like 100%. The
process of a CTO fails to be trauma informed.

Whilst | acknowledge the benefit of anti-psychotic medication when it is used voluntarily,
my two CTOs did more harm than good and placed me in opposition to my community of
supports. CTOs speak only of forced compliance and trauma. What we need is a trauma
informed therapeutic alliance.

The author of this account has used anti-psychotic medication for 25 years and is a
psychiatric survivor.

Person with lived experience of CTOs

Within a resource constrained health system, the CTO becomes a gateway to adequate
mental health and disability support. This support is necessary for personal recovery and
should be available whether a person is on a CTO or not. Some people said that health
services neglected to provide necessary support. Mandatory interactions were often

experienced as unhelpful, especially when workers misused their power. People highlighted
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the need for positive interactions, helpful relationships, connection, and referrals to enable

recovery. Some people agree that CTO’s are needed, but not in the current approach.

“l became in contact with this NGO [Non-Government Organisation, for housing and

support], which was helpful.”

“l think as long as people have the ability to abuse power, there will always be a
negativity towards CTOs... | understand the necessity of them, but until there is a
perfect world where people don't abuse power, then | don't think that they're a

positive experience.”

“I think that a better CTO would have been necessary, but not the kind that | was put

”

on.

Lack of collaboration

People on CTOs may have experiences that impact their ability to engage with services,
such as distressing cognitive processes, difficulties in self-management or prior trauma from
services. Health services need to take a caring, non-threatening approach to the

relationship, encouraging the person to engage with needed supports.

One young person who experienced eating distress was on a CTO that their family
disagreed with. This was experienced as incompatible with the notion of family focussed

practice and the benefits of family therapy over individual approaches.

“The people in my life at the time highly disagreed with the CTO but didn't have
any involvement. But they highly disagreed with it.”

The forced nature of CTOs means there is often mutual antipathy between the person on the
CTO and the mental health service, which makes collaboration difficult. Further, CTO
requirements may be prioritised over personal recovery activities making it difficult for people

to recover.

“I don't think they had any desire to work with me on it. But that goes the other

way around, | don’t think | had much of a desire to work with them.”

CTOs are experienced as “treating the symptoms not the cause, so relapse becomes

inevitable until the cause is addressed”.

“It's the easiest thing to treat because they just treat the physical side of it... if
they just fatten you up and kick you out, it's the easiest thing to do. Stick a tube
up there, drug you up... They don't actually do the hard work and get someone

therapy.”
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Families/carers/kin and informal supporters of people on CTOs

Family/carer/kin co-opted into the CTO process

The accumulation of health system failures to provide meaningful support can fall on
families/carers/kin, consequently disrupting family ties, hopes, and someone’s life trajectory.
The person and their family/carer/kin may have different perspectives on the role and

usefulness of health services and approach their interactions differently.

“It was fine initially, but then due to a lack of insight, he didn't — obviously didn't

want to take the medication...”

“...but that's where the CTO should be ... not just the medication, but the whole

person. Let's look after these people. They didn't ask to have this illness.”

Supports received through the CTO were vital to recovery

A less common experience among the families/carers/kin interviewed was that CTO
provided access to needed supports and played a vital part in the person’s clinical and
personal recovery. There was a great sense of relief for families/carers/kin who had this

experience.
“If this support wasn’t there my son wouldn’t be able to recover.”

“But being on [a] CTO and having his medication, he started going and learning
language. He started going to music classes. He started to have driver's licence
and now he sits behind the wheel next to me and is very calm and relaxed and

drives.”

Experiences of Service Providers

CTOs as a ‘stop-gap’ measure for an overworked, under-resourced system

In some areas, CTOs are seen as the only way to ensure someone being discharged from
hospital has access to mental health care coordination, so they are imposed to ensure
access to treatment. In addition, some medical officers will only provide psychosocial
support if a person has a case manager, which means a CTO also becomes a point of

access to psychosocial supports.

“This is another issue with the whole community treatment order scenario and

community mental health as well, is everybody's so overworked and they have so
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many clients that sometimes people get caught in a CTO just so they're, ‘They'll

be okay because they have to take the medication.”

“[The CTO] made sure that the person got follow-up. So if they were referred on a

CTO, then they had to be followed up by the community team.”

“l ... know that the evidence for CTOs is pretty abysmal, and I think you've got to

have a really, really good reason to pursue treating somebody against their will.”

Medically-oriented CTOs and services don’t align with people’s own explanations of
their distress

There are many social and cultural explanations and understandings of distress and extreme
states that may differ from medically oriented frames. Service providers expressed a desire

for more nuanced understandings to inform responses, care, and treatment.

“I mean, it's also about how we more broadly view mental health, and mental
distress, and mental illness, and so one person's unwell might not actually be

unwell. Like, what does it mean to be unwell?”

“It doesn't really consider beyond that medical model take what the actual impact
on that person would be, and | dare say it's more convenient for the service in
many ways to just enforce what they think, rather than have any kind of

conversation where the person potentially will disagree.”

CTOs and the therapeutic relationship

Peer workers identified ‘being in the system but not of it and noted that CTOs impacted the
peer-to-peer relationship in a way that felt antithetical to the ‘peer ethos’. However, peer
workers were also able to offer a non-judgmental space for a person to talk about what was

going on for them, and in this way became somewhat of a buffer for the less humanistic CTO.

“In terms of how that impacted the relationship, | guess it also meant that | felt a bit
like I was, | don't know if complicit is the right word, but just that then | was also
having to enforce the CTO in my capacity as supporting them. And it felt, to me, it

felt yucky, it felt like this isn't how | want to be conducting myself as a peer worker.”

“I feel like just being able to have those conversations with her, where she wasn't

seen as someone who was being difficult or bucking up against the system.”

“It's very, very rare that I've actually seen a CTO enhance the [therapeutic]

relationship.”
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Appendix A — Interview Questions

Interview Questions (and prompts) for People with Lived Experience of
Community Treatment Orders (CTOs)

Do/did you think you should be on a CTO? How do/did you feel about the CTO?
e What do you understand about being on a CTO?

¢ Do/did you agree about the need for it? What do/did you think about the
treatment/medication it required/mandated?

¢ How do your beliefs/experiences compare with those of the professionals
implementing your CTO?

Did you understand the process of being put on a CTO and the reason for it?

e Was it explained to you (in a way you could understand e.g., interpreters, written
explanation)? How were language barriers addressed?

¢ Do you have any suggestions for how CTOs could be explained to people?

Do you believe your perspective was heard and your rights upheld?

e Were you listened to? Were your rights explained? Did you have access to legal
representation?

e How do you feel you were treated in the process of being on a CTO?

¢ Were your beliefs about your experiences and needs understood and respected
through the process of being on a CTO? If so, how? If not, how?

e Were your spiritual or religious beliefs understood and respected through the process
of being on a CTO? If so, how? If not, how?

What is your perspective on (your) CTO/s? (positive, negative, mixed, has this changed?)
¢ How has your experience of the CTO changed over time?

e Has your wellbeing changed over time?

What changed when you were on a CTO?

¢ Did you get the support you needed while you were on the CTO? Did your supports
change during the CTO?
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How did the CTO impact in relation to your ‘recovery’ and life plans?

e Do you feel like the people supporting you understand the concept of mental health
recovery and citizenship?

e What happened when your CTO finished? How did you feel about this? Was
anything else needed?

How do you understand your distress/mental health experiences?
e What caused/s your mental distress? (or not?)

e Does your perspective align with that of doctors and other health workers
involved in your CTO/s? What is your experience of doctors and health
workers involved in your CTO/s? How does this impact you/your mental
wellbeing? (Or not?)

Did you have any agreements with the mental health service about working together in
relation to the CTO? e.g., alternative approaches to the CTO process or implementation

e Was there any sort of planning around how you would work together?

What sort of involvement did your family/kin/carers have with the CTO? How would you have
liked them to be involved, if at all?

o How would people like their carers/families/friends to be involved in the
implementation of the CTO and towards the end of it?

For First Nations people on CTOs:

e Does the CTO impact when you need to go back on Country or attend to sorry
business? If so, could you describe how it impacts?

Final question:

e |s there anything else you'd like to tell us about your experience of CTOs?
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Interview Questions for Supporters (Family Members, Service Providers)

1.

10.

What did the CTO mean to you, and what did it mean to have to uphold the
conditions? Did that affect the relationship?

a. What challenges, if any, arose from the CTO for you as the person’s
supporter?

b. Does the CTO impact rapport with the person?

Do you believe the CTO played a role in the person’s recovery?

What level of involvement did you have in the CTO decision-making process? How
did you feel about this?

How confident did you feel about the purpose of the CTO?

What are your intentions when treating/supporting a person/loved one on a CTO
(Prompts: Time? Goals? What do you want to achieve?)

Have you noticed any changes in the person, positive or negative, while on the CTO?

Were there any positive or negative impacts on the person’s physical wellbeing?
What were they?

Advocacy aspect - What is your experience advocating for the person on the CTO?

What is your experience of the process of the CTO? (The procedural aspects,
involvement of the tribunal etc) (Also right to information and legal representation)

The timeframe of review for CTOs is usually 6 months. How long do you think that
should be? (Prompts: Shorter? Longer? The same? Are supporters aware they can
ask for an earlier review?)
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