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EXECUTIVE SUMMARY 
The 2018 Priorities Survey of mental health carers by Carers ACT found carer responses fell into 4 
areas for priority improvement in the mental health system: 

1. Increased quantity and quality of Mental Health Services 

2. Improved awareness in non-mental health services about mental health and caring 

3. Carers need to be included, respected, and supported in their role 

4. Prioritising wellbeing through early intervention and care coordination to create mentally 
healthy communities.  

The results of that survey also demonstrated an inconsistency between the perception of carer 
experiences in the mental health system as a whole and individual experiences of carers. It also 
highlighted ongoing issues regarding carer inclusion and carer wellbeing.  

It was recommended that this survey be repeated at a minimum every 2 years to track the progress 
of these issues and any change in the focus areas of carers. To follow up on these results, the Mental 
Health Carers Voice Advocacy and Policy Advisory Group worked with staff to update the questions 
for a survey published in late 2020. Some questions that were added included demographic 
questions so that trends could be examined with regard to intersecting forms of marginalisation and 
questions around the experience of discrimination and feelings of safety. 

This survey captured useful information about access to services, positive and negative experiences 
with individual services and the mental health system as whole and will guide the work of Mental 
Health Carers Voice going forward. 

The key themes in carer responses for 2020 were: 
1. Carer Inclusion in Mental Health Services 

2. Continuity and Integration of Services 

3. Service Quality  

4. Service Quantity, including Early Intervention Services 

5. Carer Supports (separate to mental health services) 

Several priorities from the 2018 survey continued to be issues in the 2021 survey, including ongoing 

issues around carer inclusion and quality of services. Comparison of results on individual experiences 

showed that in several areas carers are more likely to have a positive individual experience of 

inclusion in an interaction with a mental health service, however fewer carers reported that this 

occurred on every occasion that they interacted with a service. The comparison of the 2018 and 

2021 results on overall perception of carer inclusion in the mental health system showed that 

slightly more carers believe that the system is improving or remaining the same and slightly fewer 

perceive it to be getting worse.  

“Driving the bus but not on it” is a quote from the final comments of one of the respondents to the 

survey. This phrase encapsulates how mental health carers are treated by mental health services – 

as fonts of knowledge about consumers who provide co-ordination between disparate services, but 

not included in the journey. Carers are regularly excluded from care, treated as a ‘gap filler’ in a 

system full of holes, and find themselves feeling unsafe and under stress from the demands of their 

role.   
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METHODOLOGY 
The survey was a descriptive design utilising a mixture of qualitative and quantitative research 

questions with a mixture of open-ended and close-ended questions. Questions were adapted from 

the 2018 Priorities survey in collaboration with the Mental Health Carers Voice Advocacy and Policy 

Advisory Group to ensure their suitability and relevance. 

Participants were recruited through the mental health carers voice newsletter, social media and 

sharing with partner organisations. The sampling was then voluntary and targeted at current mental 

health carers, though former carers and carers who were also consumers could identify themselves 

if they chose to participate. The survey was completed online using Microsoft Forms.  

Similar to the 2018 survey, due to the design and number of respondents, inferential statistical 

analysis was not appropriate, and the data analysis has focused on quantitative statistics for close-

ended questions and thematic analysis for open-ended questions. 

RESULTS 

Demographics 

27 carers responded to the survey. 

Questions 1-5 focused on demographic information about carers answering the survey. This 

information was not captured in the 2018 survey. 

 

• 19% of respondents were men and 81% were women.  

• No respondents identified as Aboriginal or Torres Strait Islander.  

• 2 respondents (7%) identified as LGBTQIA+.  

• 1 respondent spoke a language other than English at home. 
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Figure 1: Age of Survey Respondents
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Question 6: What type of mental health condition or mental illness does the person you care for 

live with? 

Figure 2 shows the type of mental health condition or illness care recipients are living with. The 

largest proportion of people were living with Mood Disorders or Anxiety Disorders. The majority of 

respondents selected multiple types of mental illness. Respondents who selected ‘other’ provided 

answers such as: 

• OCD 

• “has several diagnoses, was schizophrenia, now autism, and epilepsy related psychosis, may 

still have schizophrenia, has had much trauma, also had a heart attack, sleep apnoea, and 

addiction to coca cola for caffeine to try and stay alert.” 

• ASD/ADHD 

• “possible undiagnosed eating disorder & PTSD as well” 

 

Question 7 asked in what capacity carers were completing this survey. Answers indicated that all 

respondents were currently in a caring role, with four carers also being mental health consumers, 

and one carer identified as sharing their caring role with someone else. 

 

Question 7: In what capacity are you completing this survey? 

I am currently caring for someone with mental ill health 21 

I have been a carer for someone with mental ill health in the past 0 

I am a mental health consumer and a mental health carer 4 

I share caring responsibility for someone with mental ill health 1 

Other 1 
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Mood disorder (e.g. depression, bipolar)

Anxiety disorder

Personality disorder

Schizophrenia or related disorder

Eating disorder

Trauma related disorder (e.g. PTSD)

Substance abuse (including alcohol abuse)

Unsure/Undiagnosed

Other

Figure 2: Type of mental health condition experienced by care 
recipients (n=27)
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Carers in the Community 

Questions 8 and 10 asked carers about their impression of the community and mental health 

professionals’ understanding of carers. Results showed that carers felt understanding was generally 

low for both groups, however mental health professionals had slightly better understanding.  

Figure 3 and 4: Graphs demonstrating spread of responses to questions 8 and 10 

Questions 11 and 12 asked carers whether they had accessed supports and their reasons why they 

did or did not. 

 

23 carers (85%) said that they had accessed supports while 4 (15%) said that they had not. In 2018, 

80.43% had sought carer supports and 19.57% had not, indicating that more carers are now 

accessing supports. 19 carers who had accessed support left comments, as did all 4 who had not 

accessed supports. 

Carers who had accessed supports said: 

• To allow both of us a break from one another to test [sic] and recuperate” 
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does the Canberra community have of 
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• Counsellor to manage my own coping with grief, education so I better understand, training 

to respond in crisis. 

• To learn how to best support her. 

• Needed help 

• Very stressful experience, and wanted support [sic]. Also wanted to know about the condition 

and how carers could be supported 

• Can’t cope on my own 

• Because my caring role has negatively impacted my mental health. 

• To prevent myself from going under and also to have my voice heard and to get help for the 

consumer and prevent him from going to jail because of an untreated psychotic episode. 

• Can’t handle such a complicated and difficult role without seeking help. 

• Support for my mental health and assistance processing my feeling relating to caring 

• I was scared of the person I cared for. 

• As part of reaching out to people with similar experiences for my own self-care 

• Support groups have given me a deeper and broader understanding of mental health and 

helped me feel like I wasn't alone in this. 

• To help me cope and not feel so alone in my role 

• To find parents sharing similar experiences and for help with my own mental health 

• I speak to someone regularly to help me manage the extra stress that comes with being a 

carer 

Carers who had not accessed supports said: 

• I don't have time and my money goes to the person I support. 

• Not sure I would receive help 

• Because I have feel it is my everyday life, I do it everyday but they both "function" so I have 

not need respite. In regards to training, I read as much as I can. 

• The only support offered by Carers Australia is counselling with the focus only being on the 

Carers own mental health, giving suggests such as "take 5mins each day for your self, take 

up a hobby". This is unhelpful as it does not give advise/ideas on how to help the person you 

care for, this would help to alleviate some of the burden involved with caring for someone 

with mental health issues and thus the Carer them self. 

Experience of Services 

Questions 13 asked carers which services they had interacted with as part of the mental health 

system over the past 18 months. A majority indicated they had accessed multiple services, while one 

person indicated ‘none’. Where a service was also mentioned in the 2018 survey, it has been 

included here for comparison. 

Figure 6: Mental Health Services Accessed 
Service Number 2018 Result 

GP 20 5 

Public Psychologist 9 6 
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Private Psychologist 13 2 

Public Psychiatrist 9  

Private Psychiatrist 9  

Counsellor 9  

Community Mental Health Centre 7 13 

Adult Mental Health Unit (AMHU) 3 7 

HAART Team 5 5 (as CATT team) 

Calvary Ward 2N 1 6 

Older Persons Mental Health Unit 1 1 

Hyson Green 2 2 

Step Up Step Down 2  

School Psychologist 4  

The Cottage Adolescent Day Program 1  

Dhulwa Mental Health Unit 1  

Forensic Mental Health Services 1  

Other 8  

There is a significant increase in the number of carers accessing the GP and both public and private 

psychologists for mental health support for their care recipient. There is a decrease in the number 

accessing Community Mental Health Teams, Calvary Hospital and the Adult Mental Health Unit. 

 

Other Services/Programs Accessed 

• Woden Community Services 

• Catholic Care 

• Everyman 

• Standby Suicide Support 

• Recovery College 

• MIEACT 

• CIT (MHFA). 

• Way Back 

• Gordon Private hospital, Sydney 

• Aged care provider 

• Carers ACT 

• PACER 

• School Youth workers 

• ED 

 

Additionally, question 16 asked if carers had had to travel interstate with their care recipient for 

mental health services in the past 18 months. 8 (29.63%) indicated yes, and 19 (70.37%) indicated 

no. 

Question 20 asked carers who had answered ‘none’ to indicate the reason they were excluded from 

services. 6 carers responded to this question, 2 selecting each option out of ‘The person I cared for 

was well enough to not need them’, ‘I am excluded – the person I care for doesn’t want me involved’ 

and ‘I am excluded – the person I care for doesn’t mind me being involved, but the services don’t 

facilitate that.’ 

Question 14 asked which of these services were most helpful to carers. The mentioned services 

were: 

• Psychologist 

• Counsellor 

• GP 

• CAMHS 

• Carers ACT 
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• Woden Community Services (Wellways 
and New Path programs) 

• Mental Health First Aid 

• The Cottage 

Comments on why a service was helpful included: 

• “Wellways has provided the most services to me in my caring role. The fact that as a carer I 

am bridging all these services is where I think more could be done in the system” 

• “probably the psychiatrist as he has me and my two kids all under his care and understands 

the dynamics. He is also an amazing advocate, trying to improve mental health services, 

particularly for people with ASD in his own time. It's clear he's passionate about helping us.” 

• “Cottage clinician has been most helpful in navigating issues and system” 

• “Public psychiatrist - after gaining permission from consumer, provided information and 

talked about issues” 

Question 15 asked which services were least helpful. The most frequently mentioned services were: 

• Adult Mental Health Unit 

• Emergency Department 

• Short Stay Mental Health Unit 

• School Psychologist 

• Community Mental Health 

• Private Psychiatrist 

• Public Psychologists 

• Public Psychiatrists 

• HAART team and PACER 

Themes arising from the comments included poor communication with carers, difficulty navigating 

the complex mental health system, long waiting times or lack of capacity to see care recipients 

(school psychologists) and not listening to carer concerns, particularly around discharge planning 

(AMHU, Hyson Green). 

Comments on why a service was not helpful included: 

• “AMHU and emergency, short stay mental health unit - we would do everything in our power 

not to have our person go there again. Also PACER our person phoned two or three times 

early in the morning in crisis and was told to phone an ambulance. The MH short stay units 

are appalling, the hospital made a huge mistake, the consultant tried to railroad us and our 

person - lucky we had guardianship or the consequences would have been disastrous, the 

consultant did not listen, did not discuss or seek information from all involved, was basically 

trying to cover up the mistake they made (not giving meds and blaming the patient for non-

compliance when if they had bothered to look at records or listen to patient, community mh 

and carers would have realised patient was rigorously compliant and it was the meds that 

were making the patient very unwell and consultant wanted to put patient back on the meds 

(to cover their mistake), said we could not transfer to Calvary 2N that we would have to 

discharge and get readmitted - not the case, we got our person in 2N and the contrast from 

AMHU was startling. We have had many bad experiences of AMHU.” 

• “Caring for a young adult 19 with ASD/ADHD the least useful thing in all services is the 

assumption that as an 18 y.o. your child is now capable of arranging, communicating, and 

paying for their own care.” 
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• “School psychologist, very reluctant to involve parents in the conversation, resulted in very 

unhelpful mediation and school avoidance.” 

• “haart team. they didn't bother turning up” 

• “Public psychologist and psychiatrist because they want to exit my family member because 

they say they can’t help even though very unwell.” 

• “Woden mental health. They did not take my concerns seriously until my son went to jail.” 

The next question asked about non-mental health services that the carer coordinated and/or 

interacted with such as housing, legal, education and Centrelink. 26 respondents answered this 

question. 

 

Non-mental health services accessed 

• Education 

• National Disability Insurance Scheme 

• Support co-ordinators 

• Service providers 

• Support workers 

• ACT housing 

• Public trustee 

• Centrelink 

• University 

• Police 

• School 

• Department of Veteran’s Affairs 

• Rehabilitation provider 

• Employer 

• ACT Civil and Administrative Tribunal 

• Health Services 

o Ambulance 

o Hospital 

o Sleep specialists 

• Legal services 

• Youth workers 

• Occupational Therapists 

• Support Agencies 

• ADACAS 

The services that were cited as most useful to carers were: Centrelink, however this was noted as 

useful as it provided income, not because a quality service, education, youth workers, support co-

ordinators and case managers. A number of responses indicated that quality of interaction varied 

hugely depending on the individuals involved. A number of carers said that no services were useful 

to them. Comments about useful services included: 

• ACAT - now that we understand how operates - more actively manage paperwork 

• Centrelink - jobseeker is my daughter's only income source 

• In the end, probably Centrelink as they did approve the DSP application (although there were 

other diagnoses as well as mental health) 

• Level of care provided by youth workers was good, but we chose a school resourced to 

provide high staff/student ratio. Provided point of contact in communication of issues and 

circumstances. 

• Only one Law Firm and its Solicitors were understanding of the difficulties surrounding 

mental health issues for the afflicted person and the limitation of the Carer 

Comments about the least helpful services included: 
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• None of the above considered me as a carer 

• School has not been useful AT ALL 

• Neither, both services paid lip service yet had no understanding or real care for individuals 

with mental illness 

• NDIA - didn't approve health and wellbeing for my daughter or a psychosocial recovery 

coach, even though it was clearly stated as a needed support in the submitted reports. They 

also claimed that I wasn't her nominee when I have been since she got access in 2018, so we 

now have to do it all again. 

• Both the ACT Government Housing Department and their Occupational Therapists. My role 

as a Carer and my first hand/intermit knowledge have always been disregarded, spoken to 

with disrespect and told "what do you know/you have your daughter (Carer) you can rely on 

her/our OT's are qualified your not" this is despite our being informed that Housing 

Department OT's only have 6 weeks training. This disrespectful, offensive attitude as made 

me feel worthless and undermined my role as a Carer, that I cannot achieve a positive 

outcome for the person I care for 

 

Carer Inclusion, Respect and Communication in Services 

Questions 21 and 22 asked carers to fill in a matrix of answers against statements about carer 

engagement with services. These questions examined the statements: 

• Carers are actively included as partners in care for the person they care for 

• Carers are contacted when a person they care for is admitted 

• Carers are informed with appropriate notice regarding discharge from a hospital 

• Carers are actively encouraged to seek help for themselves 

• Carers needs and wellbeing are factored in when deciding treatment plans 

• Carers feel respected and heard by services they interact with 

• Carers feel respected and heard by clinicians they interact with (Q21 only) 

• Carers feel they have a choice in when, what and how much care they can provide 

Question 21 focused on their personal experience over the past 2 years., while Question 22 asked 

about their perception of the issue for all carers.  
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Figure 7: Carers experience of inclusion, respect and communication in mental health services over the past 2 years 

 I HAVE NOT 
EXPERIENCED THIS IN 
THE LAST 2 YEARS (1) 

I HAVE EXPERIENCED 
THIS OCCASIONALLY IN 
THE LAST 2 YEARS (2) 

I HAVE EXPERIENCED 
THIS APPROXIMATELY 
HALF THE TIME IN THE 
LAST 2 YEARS (3) 

I HAVE EXPERIENCED THIS 
MORE OFTEN THAN NOT 
IN THE LAST 2 YEARS (4) 

I HAVE EXPERIENCED THIS 
CONSISTENTLY IN THE 
LAST 2 YEARS (5) 

 2021 2018 2021 2018 2021 2018 2021 2018 2021 2018 

Carers are actively included as 
partners in care for the person 

they care for 14.81% 25.00% 44.44% 27.27% 18.52% 18.18% 18.52% 11.36% 3.70% 18.18% 

Carers are contacted when a 
person they care for is 

admitted 61.90% 74.42% 19.05% 4.65% 0.00% 4.65% 4.76% 0.00% 14.29% 16.28% 

Carers are informed with 
appropriate notice regarding 

discharge from a hospital 59.09% 67.44% 22.73% 11.63% 9.09% 2.33% 4.55% 2.33% 4.55% 16.28% 

Carers are actively encouraged 
to seek help for themselves 

23.08% 44.44% 42.31% 31.11% 15.38% 11.11% 7.69% 4.44% 11.54% 8.89% 

Carers needs and wellbeing 
are factored in when deciding 

treatment plans 60.00% 72.73% 24.00% 6.82% 8.00% 13.64% 8.00% 0.00% 0.00% 6.82% 

Carers feel respected and 
heard by services they interact 

with 12.00% 27.27% 44.00% 38.64% 32.00% 15.91% 12.00% 9.09% 0.00% 9.09% 

Carers feel respected and 
heard by clinicians they 

interact with 11.54% 35.56% 30.77% 20.00% 38.46% 17.78% 15.38% 20.00% 3.85% 6.67% 

Carers feel they have a choice 
in when, what and how much 

care they can provide 64.00% 57.78% 16.00% 22.22% 12.00% 8.89% 8.00% 6.67% 0.00% 4.44% 



P a g e  12 | 31 

 

 

Carer’s experiences across all the stated areas in Q 21 were averaged to provide a general impression of carer inclusion, respect and communication 

with mental health services and compared with 2018. This chart shows that fewer carers were experiencing no inclusion, respect or communication 

from services in 2021, and more carers were experiencing this at least part of the time, however fewer were experiencing this consistently. 
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Figure 8: Carers Individual Experience of Inclusion, Respect and Communication over the past 2 years
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Figure 9 Carer perception of improvement in inclusion, respect and communication in mental health services over time 

 I PERCEIVE THAT THIS 
HAS BEEN A PROBLEM 
FOR CARERS AND 
CONTINUES TO BE A 
PROBLEM  

I PERCEIVE THAT THIS 
HAS BEEN A PROBLEM 
FOR CARERS IN THE 
PAST AND IT IS 
GETTING BETTER 

I PERCEIVE THAT THIS 
HAS BEEN A 
PROBLEM FOR 
CARERS AND IT IS 
GETTING WORSE 

I PERCEIVE THAT THIS IS 
HAPPENING REGULARLY 
IN THE ACT, I'M NOT 
SURE OF THE PAST  

I PERCEIVE THAT THIS IS 
NOT HAPPENING 
REGULARLY IN THE ACT, 
I'M NOT SURE OF THE 
PAST  

 2021 2018 2021 2018 2021 2018 2021 2018 2021 2018 

Carers are actively included 
as partners in care for the 

person they care for 
62.96% 53.85% 18.52% 15.38% 7.41% 5.13% 7.41% 10.26% 3.70% 15.38% 

Carers are contacted when a 
person they care for is 

admitted 
66.67% 50.00% 23.81% 16.67% 4.76% 5.56% 4.76% 19.44% 0% 8.33% 

Carers are informed with 
appropriate notice regarding 

discharge from a hospital 
61.90% 44.44% 19.05% 16.67% 4.76% 8.33% 14.29% 22.22% 0% 8.33% 

Carers are actively 
encouraged to seek help for 

themselves 
45.45% 56.41% 31.82% 23.08% 0% 0.00% 9.09% 17.95% 13.64% 2.56% 

Carers needs and wellbeing 
are factored in when 

deciding treatment plans 
77.27% 62.16% 18.19% 13.51% 0 5.41% 0 5.41% 4.55% 13.51% 

Carers feel respected and 
heard by services they 

interact with 
59.09% 38.89% 36.36% 41.67% 4.55% 0.00% 0 13.89% 0 5.56% 

Carers feel they have a 
choice in when, what and 

how much care they can 
provide 

65% 72.97% 20% 2.70% 5% 2.70% 0 5.41% 10% 16.22% 
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Figure 10 shows a comparison of carers with prior experience with the mental health systems’ impressions of systemic change in carer inclusion, 

respect and communication. This provides an impression of how services’ treatment and attitudes towards carers are improving or not over time. 

Carers who indicated they were not sure of past experiences were excluded. In 2021, slightly fewer carers perceive the system to be getting worse or 

remaining the same, and slightly more perceive it to be getting better.
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Figure 10 Carer Perception of improvement in Inclusion, Respect and Communication Over Time
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Areas for Improvement 

Question 23 asked carers to reflect on their experiences and nominate 3 areas for improvement. 

These were analysed to find the most common themes mentioned by the respondents overall.  

Theme No. of 
responses 

% of responses 

Carer Inclusion/Support in Mental Health Services 13 48% 

Continuity/integration of services 8 30% 

Service Quality 6 22% 

Service Quantity 

• Including demand for early intervention services 

6 22% 

Carer Support (separate to mental health services) 4 15% 

Youth Mental Health including 

• School age 

• Transition to adult services 

3 11% 

Financial burden 3 11% 

Mental Health in Aged Care settings 3 11% 

Employer awareness of carers 2 7% 

The final question of the survey asked carers to comment on any other matters of interest to them. 

Many of these comments added context to the carers’ priorities, which some illustrated the distress 

and frustration that carers experience. 

On employer awareness of carers: 

“I was forced out of my role in the public service as a single mother of a high needs child 

when my caring role became full time. There needs to be more and easily attainable help and 

support.” 

On the availability of Youth Mental Health Services 

“It has been hard to get understanding from school, family etc and not many resources about 

mental health issues for teens. She has no one other than me to talk to between CAMHS 

appointments.  Kids helpline etc is almost impossible to get through to.” 

Carer Distress 

“I can’t cope”  

“It is hard and unrecognised work. But what choice do we have? We either provide support 

and [do our] best or live with the weight of their death.” 

“Where can my family member and therefore me get help and support when the public 

system say they can’t do anymore? When my family member commits suicide can I hold 

them responsible for abandonment?” 
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Discrimination and Safety 

Question 24 asked if carers had personally experienced discrimination due to their caring role. 37% 

indicated yes, 48% no and 15% were unsure.  

This was compared to question 9, which asked about their impression of whether carers 

experienced discrimination in the community. Carers were asked to answer this question as ‘yes’, 

‘no’, ‘unsure’ or provide a text answer. 13 carers said yes, 6 said no, 4 were unsure and 1 provided a 

text answer – “lack of understanding and knowledge which can lead to discrimination especially to 

people with MH or other non visible disabilities”. 

The results indicate that carers are more likely to perceive discrimination against other carers or 

carers overall than themselves. 

 

Question 25 asked carers if, at any time in the preceding 18 months, they had felt unsafe in their 

caring role. 48% of carers indicated they had. No correlation could be found between feeling unsafe 

and the gender, age, access to supports or mental health diagnosis of the care recipient. This 

indicates that safety is a widespread issue for mental health carers.   

Q 24. Personal Experience of 
Discrimination

Yes No Unsure

Q 9. Overall Perception of 
Discrimination

Yes No Unsure Other
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DISCUSSION 
This survey aimed to follow up on the 2018 Priorities Survey in looking at the experiences of mental 

health carers in the ACT mental health system. It both confirmed the issues that we regularly hear 

about from carers and gave us insight into their broader needs and wellbeing.  

Comparison to 2018 Survey 

Demographics were not collected in the 2018 survey so the results could not be compared. 

Questions 8 and 10 were measured differently between years so could not be compared directly. 

In 2020, more carers had sought support (85% compared to 80% in 2018), which may be associated 

with the COVID-19 pandemic and the increased stress placed on carers, as well as the proactive 

outreach undertaken by Carers ACT. 

Service Use 

Hospitals and Community Mental Health Teams were the most used services in 2018, In 2020, 

Private Psychologists were the most used. This may be indicative of the capacity issues facing the 

public mental health system. Other comments in the survey mentioned that the cost of private 

services was an issue, and that more publicly funded services were needed to fill in the gap. 

CAMHS was mentioned multiple times as a worst experience for carers in 2018, whilst it was 

mentioned as a best experience for some carers in 2020. Conversely, ambulance services were 

mentioned as a ‘best experience’ by one carer in 2018, but the PACER team was mentioned as a 

‘worst experience’ in 2020. The CATT team, now HAART, received ‘worst experience’ comments 

from multiple carers in both years.  

Good experiences were usually characterised by communicating and providing information to the 

carers, assisting with navigation of the system, or providing supports specifically for the carer. 

Poor experiences were usually due to services not listening to carers about their concerns and needs 

or not communicating with carers. 

When asked about why they had not accessed mental health services, a higher rate of carers had not 

accessed mental health services (22.2% in 2020 vs 19.6% in 2018) and the reasons for this had 

changed: 

 2018 2020 

The person I cared for was well enough to not need 
them 

31.58% 33.33% 

I am excluded – the person I care for doesn’t want me 
involved 

15.79% 33.33% 

I am excluded – the person I care for doesn’t mind me 
being involved, but the services don’t facilitate that 

26.32% 33.33% 

I chose not to – I want them to be independent as 
much as possible 

5.26% 0.00% 
 

Other 21.05% 0.00% 
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Most worrying among these statistics is the increase in the rate that carers are feeling that they are 

excluded by services, even where the consumer will allow their involvement. This is indicative of a 

worsening of communication between treatment teams and carers and could indicate issues with 

the process of obtaining consent from consumers or the attitude of treatment teams towards 

following consumer wishes. Further consultation is needed to fully understand these issues. 

Inclusion, respect and communication with carers in mental health services 

In Q21, there is improvement from 2018 in that overall more carers are experiencing greater 

inclusion, respect and communication, and work should be done to understand how to make these 

experiences more consistent. It is concerning that in some areas carer experience results have 

worsened in the past two years. Of particular concern is “Carers feel they have a choice in when, 

what and how much care they can provide”, “Carers are informed with appropriate notice regarding 

discharge from a hospital” and “Carers are actively included as partners in care for the person they 

care for”, which all declined in individual experience. This may be reflective of the lack of 

consultation around discharge from hospital, an issue that was raised by multiple carers in other 

questions. This may also have been influenced by the COVID-19 pandemic restricting families to 

their homes and interrupting service availabilities and communication. 

In Q22, most answers were weighted towards “I Perceive That This Has Been A Problem For Carers 

And Continues To Be A Problem” (see Figures 9 and 10), however few carers (<10% in all areas) 

indicated that they believed any issues were getting worse. In some areas there was noticeable 

improvement, such as “Carers feel they have a choice in when, what and how much care they can 

provide”, where 20% of carers indicated that they believed “I Perceive That This Has Been A Problem 

For Carers In The Past And It Is Getting Better”. Other areas that were perceived to be getting better 

by a significant proportion of carers were “Carers are contacted when a person they care for is 

admitted” (23.81%), “Carers are actively included as partners in care for the person they care for” 

(31.82%) and “Carers feel respected and heard by services they interact with” (36.36%, though this is 

a decrease from 2018). The overall results over time shown in figure 10 show that slightly more 

carers believe the system is improving than in 2018. It should be noted that systemic change is often 

slow, so this small improvement could be significant, particularly if it is replicated in future surveys. 

Non-mental health services 

In the previous survey, Centrelink, legal services, and schools were common areas of frustration. 

Centrelink was mentioned less frequently in the 2020 survey and was identified as helpful by a 

couple of carers as “jobseeker is my daughter's only income source” and “they did approve the DSP 

application”, implying that carers were grateful for any financial support they could get. Schools 

were not mentioned as an area of frustration, but school psychologists were. Few experiences were 

reported with legal services this year, however one carer commented “Only one Law Firm and it's 

Solicitors were understanding of the difficulties surrounding mental health issues for the afflicted 

person and the limitation of the Carer”. One carer reported a positive experience with the ACT Civil 

and Administration Tribunal. 
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Themes 

In the question, “Reflecting on your experiences in the ACT, what three areas are a priority for you to 

improve? Be as general or specific as you like.” carers provided varied and detailed responses, and 

several key themes emerged. The top themes are listed below. A few of these themes are consistent 

with themes in the 2018 survey, reinforcing that there is still progress to be made in these areas. 

 

1. Carer Inclusion in Mental Health Services 

“There has to be better collaboration in care, otherwise it’s not going to be successful. Balancing the 

consumer rights and the carer capacity is important.” 

“This disrespectful, offensive attitude as made me feel worthless and undermined my role as a Carer, 

that I cannot achieve a positive outcome for the person I care for” 

Carers across a range of services expressed that they were excluded by mental health services, and 

that this impacted their ability to fulfil their caring role. Multiple carers said that their care recipient 

had been discharged into their care against their wishes, regardless of them feeling ill-equipped to 

support them. One carer said that, “Hospital psychiatrists should listen to their patients and their 

carers when they say they are unsafe to leave hospital and act accordingly in line with their duty of 

care.” This, combined with the high proportion of carers that feel unsafe in their role, indicates that 

carers are being expected to meet the needs of the hospital system, without consideration of their 

needs or the resources and support to do so. 

Carers also asked for evaluation of their experiences, so that there was data to inform decision 

making by mental health services. This is consistent with recommendations for all services to 

participate in the Carer Experience Survey (CES) (Productivity Commission, 2020). 

 

2. Continuity and Integration of Services 

“There are so many different people providing services, and they don’t talk to each other. I carry [the] 

story and if I am not there things usually don’t work out as well.” 

Some comments described an experience of frustration due to services not sharing information with 

each other and relying on the carer to provide information about their consumer repeatedly, despite 

being excluded from information sharing and treatment planning in services. One carer described 

this as “driving the bus but not on it”. Carers indicated that services need to communicate better 

with each other and also with carers to improve outcomes for all involved. 

3. Service Quality  

“The culture, service and treatment of AMHU needs to be improved” 

“Public system disregards poor mental health of clients and threatens to exit them from the service 

because they don’t know what to do” 

Throughout the survey, carers recounted issues that indicated that services were not meeting 

community expectations with regards to quality of care, communication, and treatment. Carer 
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suggestions included more clinicians experienced with autism spectrum disorders, improved de-

escalation strategies when working with distressed consumers and addressing aggression of staff 

towards consumers. 

4. Service Quantity, including Early Intervention Services specifically. 

“There are not enough mental health care providers in Canberra - I know too many people who are 

forced to go elsewhere.” 

“Unfortunately, the millions of people trying to cope with their balance, mood and happiness BEFORE 

things get to the inevitable hospitalisation and medication are not on the radar.” 

Several carers commented on issues with the number of services in the ACT, and 29.63% indicated 

that they had travelled interstate for services. Other carers also commented on the lack of Early 

Intervention services, specifically Early Intervention in the decline of a person with existing mental 

illness. Carers said that even when they were aware that their care recipient’s condition was 

declining, there was nowhere to go for help. This echoes calls from mental health sector advocates 

about funding for early intervention and prevention services. 

5. Carer Supports (separate to mental health services) 

“Additional respite or accommodation services for consumers so carers don’t feel this will be 

continuing to the end of their lives.” 

Carers specifically asked for services and advocacy around: 

• Respite for mental health 

• Emergency childcare for families where a parent has a mental health condition 

• Skills for supporting a care recipient experiencing suicidality 

• Support to stay in work, flexible working arrangements, carer awareness at work 

Youth Mental Health 

While youth mental health services were mentioned in the 2018 survey results, this theme appeared 

more prominently in the 2020 survey, indicating that it is a current area of concern. Capacity of 

school psychologists, long waiting times of CAMHS and lack of services outside these were cited as 

major issues for carers supporting young people with mental health conditions. Notably, CAMHS was 

recalled positively by carers when the service could be accessed. This indicates that there is a 

demand for the service to expand its current service offering. School psychologists were the subject 

of a number of negative comments, with carers saying that they did not have capacity to see their 

child, were reluctant to communicate with parents or that their support felt like “the equivalent of 

‘Paint by numbers’.” Generally, carers felt that there were not enough services to support their 

young care recipient, they did not have skills to support them themselves, and that transition to 

adult services was poorly managed, particularly as this is a common time for mental illness to occur.  

National Disability Insurance Scheme 

The NDIA/NDIS was mentioned by 3 different carers as the least helpful non-mental health service 

over the last 2 years. The NDIS was also mentioned by carers as a priority area for improvement, 

with one carer saying they felt that current process “deliberately tries to prevent those with 
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legitimate entitlement accessing the NDIS”. This was the service with the most negative feedback. 

Reasons for this feedback included: 

• Refusing support to care recipients that was advised by treating professionals 

• Removing carers as nominees on plans 

• Mistakes in care plans 

• Lack of follow up and services 

One carer did note positive outcomes of the NDIS once access was achieved – “NDIS plans have 

made a huge difference for most carers and provide more services and supports relieving the carer 

and moving towards their person's independence.” This indicates that once the barriers to access are 

overcome and services initiated, the NDIS can be a significant help to people with psychosocial 

disability and their carers. Compared to 2018, this indicates that there has been some improvement 

in the provision of services, however the pathway to accessing the NDIS remains difficult. 

Carer Distress and Safety  

In several parts of the survey, high levels of distress were indicated by carers. Comments were made 

such as “I can’t cope”, “no one seems to understand how difficult and confusing it is” and “Where 

can my family member and therefore me get help and support when the public system say they can’t 

do anymore?”. It is concerning that despite the high rate of accessing support services, carers feel 

this level of distress, and it suggests that carer supports are only one part of the solution to carer 

wellbeing. The exclusion of carers, quality and quantity of services and continuity of care are all 

issues that are raised by carers as contributing to their stress and addressing these issues 

systemically would likely improve these responses. 

Distress was also indicated by the high percentage (48%) of carers who had felt unsafe in their caring 

role in the past 18 months. Further research should be done to understand what is leading to these 

feelings and the relationship dynamics at play so that those issues can be addressed.  

Limitations 

Only 27 responses were received, of an estimated 3400 mental health carers in the ACT. The small 

sample size means that care must be taken in extrapolating trends to the wider cohort. This sample 

size means that statistical analysis of significance could not be carried out. Future surveys would 

benefit from paid advertising or incentivising responses through offering prizes. 

This survey did not ask about the age of care recipients, or the nature of carers relationships to them 

(i.e., parent, friend, partner). This should be considered for inclusion in future surveys, particularly 

those examining the safety of carers. The survey also did not effectively ask about the experiences of 

people caring for multiple care recipients. 
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Appendix 1: Survey Questions 

Section 1: Demographics 

1.What is your age? 

o Under 18 

o 18-24 

o 25-34 

o 35-44 

o 45-54 

o 55-64 

o 65+ 

 

2.What is your gender? 

o Woman 

o Man 

o Non-binary 

o Prefer not to say 

o Other ______ 

 

3.Do you identify as Aboriginal or Torres Strait Islander 

o Yes 

o No 

o Prefer not to say 

 

4.Do you identify as LGBTQIA+? 

o Yes 

o No 

o Prefer not to say 

 

5.Do you speak a language other than English at home? 

o Yes 
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o No 

o Prefer not to say 

 

6.What type of mental health condition or mental illness does the person you care for live with?  (If 

you are caring for multiple people, please complete this survey once for each person) 

o Mood disorder (e.g. depression, bipolar) 

o Anxiety disorder 

o Personality disorder 

o Schizophrenia or related disorder 

o Eating disorder 

o Trauma related disorder (e.g. PTSD) 

o Substance abuse (including alcohol abuse) 

o Unsure/Undiagnosed 

o Other ______ 

 

Section 2: Being a Carer in Canberra 

7.In what capacity are you completing this survey? 

o I am currently caring for someone with mental ill health 

o I have been a carer for someone with mental ill health in the past 

o I am a mental health consumer and a mental health carer 

o I share caring responsibility for someone with mental ill health 

o Other 

 

8.What level of understanding does the Canberra community have of what a carer is? 

o None 

o Low 

o Not Sure 

o Average 

o High 

9.Do you think carers experience discrimination in the community? 

o Yes 
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o No 

o Unsure 

o Other _____ 

 

10.From your experience, what level of understanding do mental health professionals have of carers' 

roles and responsibilities? 

o None 

o Low 

o Not Sure 

o Average 

o High 

 

11.Have you ever sought support such as counselling, support groups, training, or respite as a 

mental health carer? 

o Yes 

o No 

o Unsure 

 

12.Why/Why Not? 

Enter your answer 

 

13.In the last 18 months which mental health services have you had interactions with as a carer in 

the ACT? 

□ GP 

□ Public Psychologist 

□ Private Psychologist 

□ Public Psychiatrist 

□ Private Psychiatrist 

□ Counsellor 

□ Community Mental Health Centre 

□ Adult Mental Health Unit (AMHU) 

□ HAART Team 
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□ Calvary Ward 2N 

□ Older Persons Mental Health Unit 

□ Hyson Green 

□ Step Up Step Down 

□ School Psychologist 

□ The Cottage Adolescent Day Program 

□ Dhulwa Mental Health Unit 

□ Forensic Mental Health Services 

□ Other _______ 

 

14.Of these, which was the most useful service for you as a carer and why? 

Enter your answer 

 

15.Of the services mentioned in Q14, which were the least helpful for you as a carer and why? 

Enter your answer 

 

16.In the last 18 months, have you had to go interstate for mental health services? 

o Yes 

o No 

o Other ______ 

 

17.What other services have you needed to interact with as a mental health carer? (i.e., housing, 

legal, education, centrelink etc.) 

Enter your answer 

 

18.Of these, which was the most useful service for you as a carer and why? 

Enter your answer 

 

19.Of the services mentioned in Q17, which was the least helpful for you as a carer and why? 

Enter your answer 
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20.If you answered 'none' to Q13, what has prevented you from accessing mental health services in 

the last 18 months? 

o The person I cared for was well enough to not need them 

o I chose not to – I want them to be independent as much as possible 

o I am excluded – the person I care for doesn’t want me involved 

o I am excluded – the person I care for doesn’t mind me being involved, but the services don’t 

facilitate that. 
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21. Of the following statements please select the most appropriate response for you personally. 

 I have not experienced 
this in the last 2 years 

I have experienced this 
occasionally in the last 
2 years 

I have experienced this 
approximately half the 
time in the last 2 years 

I have experienced this 
more often than not in 
the last 2 years 

I have experienced this 
consistently in the last 
2 years 

Carers are actively 
included as partners in 
care for the person 
they care for 

     

Carers are contacted 
when a person they 
care for is admitted 

     

Carers are informed 
with appropriate notice 
regarding discharge 
from a hospital 

     

Carers are actively 
encouraged to seek 
help for themselves 

     

Carers needs and 
wellbeing are factored 
in when deciding 
treatment plans 

     

Carers feel respected 
and heard by services 
they interact with 

     

Carers feel respected 
and heard by clinicians 
they interact with 

     

Carers feel they have a 
choice in when, what 
and how much care 
they can provide 
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22. Of the following statements please select what you perceive to be the case for carers generally. 

 I perceive that this 
has been a problem 
for carers and 
continues to be a 
problem 

I perceive that this has 
been a problem for 
carers in the past and it 
is getting better 

I perceive that this has 
been a problem for 
carers and it is getting 
worse 

I perceive that this is 
happening regularly in 
the ACT, I'm not sure of 
the past 

I perceive that this is 
not happening regularly 
in the ACT, I'm not sure 
of the past 

Carers are actively included 
as partners in care for the 
person they care for  

     

Carers are contacted when 
a person they care for is 
admitted 

     

Carers are informed with 
appropriate notice 
regarding discharge from a 
hospital 

     

Carers are actively 
encouraged to seek help 
for themselves 

     

Carers needs and wellbeing 
are factored in when 
deciding treatment plans 

     

Carers feel respected and 
heard by services they 
interact with 

     

Carers feel they have a 
choice in when, what and 
how much care they can 
provide 
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23.Reflecting on your experiences in the ACT, which three areas would you recommend be priorities 

for improvement? Be as general or specific as you like. 

Enter your answer 

 

24.Personally, have you experienced discrimination due to your caring role? 

o Yes 

o No 

o Not sure 

 

25.At any time in the last 18 months, have you felt unsafe in your caring role? 

o Yes 

o No 

o Other _____ 

 

26.What other comments would you like to share with us? 

Enter your answer 
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