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introduction 
Mental health carers in the Loddon Mallee Region offer vital unpaid support 
and resources to loved ones experiencing a mental illness. Carers are almost 
always family members with many carers offering a wide range of resources 
and assistance that is integral to the health and wellbeing of the person(s) they 
care for. 

Taking care of those experiencing mental illness and recognising and meeting 
the needs of mental health carers is of particular local significance with recent 
data showing that the Loddon Mallee Region has a higher number of 
registered mental health clients (16.5 per 1000) compared to state figures (11.3 
per 1000) (DHHS, 2016).  

The Loddon Mallee Mental Health Carers Network (LMMHCN) was formed by 
Bendigo Health’s Carer Support Service in 2010 to better understand and 
support carer needs and provide a strong, independent and collective voice 

for mental health carers living in the Loddon 
Mallee Region.  

In 2015 the LMMHCN was reinvigorated and 
became carer-led after a review 
recommended incorporation and a 
stronger strategic focus for the network.  
 
The inaugural Committee of Management 
identified regional consultation with mental 
health carers as a key priority in order to 
meet the networks overall objectives and to 
inform the strategic efforts of the LMMHCN.  

 
A partnership was formed between LMMHCN and Bendigo Health’s Carer 
Support Service (BHCSS) to undertake the consultation work. A collaborative 
working group consisting of LMMHCN Committee of Management members 
and BHCSS staff was established to advise, support and direct the consultation 
process across the geographic expanse of the Loddon Mallee Region.  The 
working group appointed an independent consultancy, Local Logic Place to 
undertake the consultation project. 
 
There are many parallels between the LMMHCN 2016 carer consultation results 
and the findings of both Australian and International research. Notably: 
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§ Loddon Mallee Region mental health carers are providing vital UNPAID 
care and resources to those that they love including-financial support, 
housing and emotional support. 

§ 90% of mental health carers who filled in a survey were personally 
experiencing issues/challenges as a result of their caring role, more 
specifically 89% of carers shared that they had felt anxiety/stress as a 
result of their caring role. Isolation, stigma, financial stress, family conflict 
and worry for the future were also significant issues for carers. 

§ 70% of Loddon Mallee region mental health carers who were surveyed 
shared that the person that they care for had another condition or 
disorder that they require support for in addition to their mental illness. 
An indication of the complexity of their caring role. 

§ Many service providers across the Loddon Mallee are involving mental 
health carers in the care of their clients, however more can be done to 
improve the understanding of carer issues and increase carer inclusion 
by professionals; and 

§ Support for carers so they can sustain their caring role is paramount. 
Carer Support Services, Carer Support Groups, GP’s, family and friends, 
counselling and pharmacists were named as valuable supports for 
mental health carers by carers themselves. 

The 2016 Carer Consultation has captured the voices of over 200 mental health 
carers across the Loddon Mallee Region and highlights the strengths, 
challenges and opportunities for carers across the region and moving forward. 
 
Hearing from local carers into the future will remain a priority for the LMMHCN. 
Understanding the needs and experiences of carers is crucial for ensuring that 
the network can advocate for improved resources, supports and outcomes for 
one of the region’s most precious resources-mental health carers. 
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carers  
 
According to Carers Victoria a ‘carer’ is defined as someone who provides 
unpaid support to a family or friend in need of assistance. Carers are often 
family members who at times don’t even recognise that they are a ‘carer’.  

The price of caring can be very high, with mental health carers at a greater 
risk of negative physical and mental health effects, with working carers who 
provide high levels of care notably vulnerable (Kenny et al, 2014).   

Financial stress is also a reality for many mental health carers with research 
highlighting that primary carers are more likely to experience: 

§ lower rates of full-time employment than the average Australian 
throughout their working life; and  

§ lower than average gross incomes with carers over-represented in the 
lower weekly income deciles and under-represented in the higher 
deciles.  (Deloitte Access Economics, 2015). 

Mental health carers offer invaluable unpaid time to their loved ones with 
recent data showing that 55% of carers care for at least 20 hours a week (ABS, 
2016).  The 2010 Mental Health Carers Survey found that mental health carers 
can spend up to 104 hours a week caring (MHCA). 

A 2015 report by Deloitte Access Economics examining the Economic Value of 
Informal Care in Australia highlighted that: 

§ approximately one in eight Australians is an informal carer 

§ the majority of carers are female (56%) and most carers are aged 
between 35 and 54 years.  

§ there are an estimated 78,000 informal carers under the age of 15, 
equating to 1.7% of all Australian children aged under 15.  

§ informal care is most often provided by close family members. About 
70.9% of all carers live with one or more of the recipients they provide 
care to (ABS, 2013b).  

The evidence confirms that role of carers is vital to support the management 
and recovery of people with mental illness and their ongoing wellbeing (Pirkis 
J et al, 2010). 

‘Carers may be involved in monitoring symptoms, ensuring medication 
compliance and requesting professional intervention for the person 

with a mental illness. Caring for someone with a mental illness is a 
complex experience that requires significant commitment and 

understanding’. 
(DHHS, 2006) 
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At a service improvement level, 
carer participation in mental 
health services has been found to 
be critical in providing successful 
programs and services to improve 
the wellbeing of carers and 
maintain and improve the mental 
health of people with a mental 
illness. (Mental Health Council of 
Australia 2003).
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how we consulted  
 
An independent consultant experienced in rural consultation was engaged to 
work together with working group members to undertake the first ever region 
wide consultation with mental health carers across the Loddon Mallee.  
 
A carer survey was developed as the key consultation tool to invite input across 
the region. The survey was available in electronic and paper based forms and 
some surveys were completed together with carers. 
 
The carer survey was developed and piloted in partnership with the LMMHCN 
working group. The LMMHCN working group worked closely with Bendigo 
Health Carer Support Services and the consultant to circulate and promote 
the survey to a wide range of services and networks across the Loddon Mallee 
Region. 
 
LMMHCN working group members also conducted in-person visits to 
established carer support groups across the Loddon Mallee to promote the 
survey and gather feedback from carer support group members. 
 
The survey was also promoted through: 

§ Newsletters  
§ A mail out to carers 
§ Key secondary school teachers and wellbeing staff (to ensure 

participation in the survey by young carers); and  
§ Community service and health organisations across the Loddon Mallee 

Region. 

The LMMHCN 2016 consultation heard from 220 mental health carers living 
across the 10 Local Government Areas that comprise the Loddon Mallee 
region.  
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summary of what we heard  
 
Strengths 
Consultation with carers revealed the following strengths: 

§ Carers are providing invaluable resources and support to the people 
that they care for: financial support, emotional support and housing. 

§ GP’s were rated as the best listeners with 66% saying their GP always or 
often listened to their concerns about the person they care for. 

§ 41% of carers said that they are always or often included by 
professionals when supporting the person they care for. 

§ 44% of carers said that they were very satisfied or satisfied with the 
quality of service/support the person they cared for had received in the 
past year. 

§ 56% of carers understood the service system that supports the person 
they care for well. 

§ Carers had a range of places they had found information to help them 
in their caring role with the top five being: GP’s (49%), Carer Support 
Group (46%), Carer Support Service (35%) Community Workers (25%), 
Friends/Family (23%) and Pharmacists (23%). 

§ 45% of carers felt that professionals they had dealt with in the past year 
had understood carer issues either quite well or extremely well. 

§ Carers were getting referred to supports to assist them with the three 
most frequent supports being: Carer Support Services (55%), counselling 
(43%) and Carer Support Groups (43%). 

§ 31% of carers shared that Carer Support Groups assisted them in their 
caring role. 

§ 28% of carers shared that family and friends helped to support them in 
their caring role. 

§ 26% of carers shared that professionals had helped to support them in 
their caring role. 

§ 15% of carers shared that self-care/taking care of themselves helped 
them with their caring role. 

§ 14% of carers shared that Carer Support Services assisted them to sustain 
their caring role. 
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§ 14% of carers shared that respite/time out helped them to sustain their 
caring role. 

§ 8% of carers shared that having financial and practical supports e.g. 
petrol vouchers, support with school costs helped them to sustain their 
caring role. 

Challenges 
Consultation with carers supporting a loved one with mental health issues 
revealed a number of challenges: 

§ 70% of carers shared that the person they care for had another 
condition or disorder that they require support for in addition to their 
mental illness.  

§ 53% of carers were caring for their children and were ageing with 32% 
of survey respondents being aged 66 years and over. 

§ 64% of those being cared for were living in the carers home which could 
be a future challenge with ageing carers. 

§ 51% of carers shared that they didn’t understand the NDIS scheme. 
§ 52% of carers said that they had sometimes, rarely or never been 

included by professionals in relation to the person they care for. 
§ 45% of carers said that they were slightly satisfied, dissatisfied or very 

dissatisfied with the quality of service/support the person they cared for 
had received in the past year. 

§ 43% of carers only understood the service system that supports the 
person they care for a little or not well at all. 

§ 55% of carers felt that professionals they had dealt with in the past year 
had understood carer issues only a little or not well at all. 

§ 34% of survey respondents shared that in the past year when the person 
they care for had been extremely unwell there were services that they 
could not access. Most commonly these services were: mental health 
services, in-patient hospital beds, Psychiatrists, GP’s and Psychologists. 

§ 33% of carers indicated that they had to travel 101-301km+ to access 
specialist mental health services for the person that they care for. 

§ 90% of carers who filled in a survey were personally facing 
issues/challenges as a result of their caring role.  

§ 89% of carers shared that they had felt anxiety/stress as a result of their 
caring role. 
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§ 59% of carers faced financial pressures as a result of their caring role. 

§ 56% were lonely/isolated as a result of their caring role. 

§ 40% of carers experienced physical health issues as a result of their 
caring role. 

§ 39% of carers experienced stigma/judgement by others. 

§ 33% of carers experienced mental health issues as a result of their caring 
role. 

§ 12% of carers experienced unemployment or underemployment as a 
result of their caring role. 

§ 30% of carers experienced stress/anxiety as a result of their caring role. 

§ Carers named isolation, stigma, family conflict and worry for the future 
as significant issues that they face. 

§ Service access issues and managing supports during crisis were also 
flagged as concerns for carers. 

Opportunities for LMMHCN 
Consultation highlighted a number of opportunities for improving supports for 
both carers and those being cared for: 

§ Identify and promote and or advocate for resources/tools and or 
partnerships that could support ageing carers and the person(s) they 
care for to plan for the future. 

§ Advocate for no-cost/low cost counselling for carers who need 
additional support to manage the emotional stress and anxiety 
associated with their caring role. 

§ Explore ways to further educate mental health carers about the National 
Disability Insurance Scheme (NDIS). 

§ Create a Loddon Mallee resource for professionals that shares common 
carer issues, the benefits of professionals working in partnership with 
mental health carers and offers examples of best practice stories. 

§ Examine available written information for new and existing carers to 
identify if there are gaps in service system information and educational 
materials for carers that need to be addressed. 

§ Share consultation findings with relevant mental health service providers 
and explore partnership opportunities that could support improved 
access to quality mental health services and increased inclusion of 
carers. 
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§ Invite key stakeholders to review consultation findings and explore 
partnership opportunities to develop/enhance carer initiatives. 

§ Review currently available National help lines and websites that could 
offer extra support for carers experiencing stress/anxiety, depression or 
relationship difficulties and promote to carers via the newsletter and the 
LMMHCN website.  

§ Advocate to Centrelink for improved access to Carer Support 
Allowance for mental health carers. 

§ Advocate for the continued funding of Carer Support Services and 
ensure a flexible funding model that can support carers with a variety of 
needs such as petrol vouchers, social connections, self-care, time-out 
from caring and support with school costs etc. 

§ Ensure that the individuals that carers seek information and support from 
the most have access to good information and resources: GP’s, Carer 
Support Groups, Carer Support Service, Community Workers, 
Friends/Family and Pharmacists. 

§ Use the findings from the Housing Research Project to support improved 
housing options for people with mental health issues, especially those 
living with ageing carers. 

§ Write regular media stories to address stigma and raise community 
awareness about mental illness and the role of carers. 

 
 
 
 
 
 
 
 
 
 
 
 
  



LMMHCN CARER CONSULTATION 2016 13

LMMHCN	CARER	CONSULTATION	2016	 13	

	

consultation results  
 
A total of 220 carers completed an online or paper based survey. 

 
 
 
 
 
Carers were heard from in all 
ten of the Local Government 
areas comprising the Loddon 
Mallee Region. The top five 
areas where the most carer 
surveys were completed were: 
Campaspe (22%), Greater 
Bendigo (17%), Central 
Goldfields (16%), Swan Hill 
(11%) and Gannawarra (11%). 

 
 
 
 

 
 
 
 
32% of carers who 
completed a survey were 
aged 66 years and over, 
59% were aged 36-65 
years and 9% were aged 
35 years and younger. 
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32% of carers who 
completed a survey 
were aged 66 years 
and over, 59% were 
aged 36-65 years 
and 9% were aged 35 
years and younger.
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A total of 220 carers 
completed an online or 
paper based survey. 

Carers were heard from 
in all ten of the Local 
Government areas com-
prising the Loddon 
Mallee Region. The top 
five areas where the 
most carer surveys were 
completed were:

Campaspe (22%),

Greater Bendigo (17%), 

Central Goldfields (16%), 

Swan Hill (11%) and 

Gannawarra (11%).
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The majority of survey 
respondents were 
female (77%), and 
the remaining 23% 
male. 

 
 
 
 
 
 

 
 
 
Survey respondents were 
mostly caring for their 
children (53%) or their 
spouse/partner (35%), 
followed by a parent 
(10%), a sibling (5%), a 
friend/neighbor (4%), ex-
spouse/partner (2%) or 
other relative (1%). 
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Survey respondents 
were mostly caring 
for their children 
(53%) or their spouse/
partner (35%), followed 
by a parent (10%), a 
sibling (5%), a friend/
neighboUr (4%), ex-
spouse/partner (2%) or 
other relative (1%).

The majority of survey 
respondents were female 
(77%), and the remaining 
23% male.
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70% of survey 
respondents indicated 
that the person they 
cared for had another 
condition or disorder in 
addition to their mental 
health issue. 

 
The most prevalent 
conditions were: 
physical disability (20%), 
intellectual disability 
(19%), diabetes (13%), 
acquired brain injury 
(10%), arthritis (9%) and 
dementia (8%). 
 
‘OTHER’ common 
conditions listed were: 
gambling, drug and 
alcohol, heart disease, 
epilepsy, adhd, 
aspergers etc. 

 
 
 
Survey responses 
indicated that the 
age group most 
cared for was 
between 26-55 years 
(60%), 32% of those 
being cared for were 
aged 56 years and 
older and 18% were 
aged under 25 years. 
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70% of survey respon-dents indicated that the person they cared for had another condition 
or disorder in addition to their mental health issue.

The most prevalent conditions were: physical disability (20%), intellectual disability (19%), 
diabetes (13%), acquired brain injury (10%), arthritis (9%) and dementia (8%). 

‘OTHER’ common conditions listed were: gambling, drug and alcohol, heart disease, 
epilepsy, adhd, aspergers etc.

Survey responses 
indicated that the 
age group most 
cared for was 
between 26-55 
years (60%), 32% of 
those being cared 
for were aged 56 
years and older 
and 18% were aged 
under 25 years
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The majority of 
those being 
cared for were 
living in the carers 
home (64%), 28% 
were living in their 
own home, 2% 
were in a group 
home or another 
supported facility 
and 7% indicated 
other such as: 
granny flat on 
property, with a 
partner or 
homeless. 
 
 
 

 
 
 
 
 
Survey respondents 
rated their GP as the 
best listeners with 
66% saying their GP 
always or often 
listens to their 
concerns about the 
person they care 
for, followed by: 
Community Workers 
(48%), Psychiatrists 
(39%), Mental 
Health Nurse (39%) 
and Psychologist 
(30%). 
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The majority of 
those being cared 
for were living in 
the carers home 
(64%), 28% were 
living in their own 
home, 2% were in 
a group home or 
another supported 
facility and 7% 
indicated other 
such as: granny flat 
on property, with a 
partner or homeless.

Survey respondents rated their GP as the best listeners with 66% saying their GP always 
or often listens to their concerns about the person they care for, followed by: Community 
Workers (48%), Psychiatrists (39%), Mental Health Nurse (39%) and Psychologist (30%).
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51% of carers who 
filled in a survey 
rated their 
understanding of 
the NDIS as not 
well at all. 33% 
understood it a 
little, 13% 
understood it 
quite well and 
the remaining 5% 
said they 
understood the 
NDIS either very 
well or extremely 
well. 
 
 
 

 
 
 
 
 
 
Carers who filled 
in a survey shared 
how often they 
were included by 
professionals: 41% 
said always or 
often, 40% said 
sometimes or 
rarely and 12% 
said they were 
never included. 
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51% of carers who filled 
in a survey rated their 
understanding of the 
NDIS as not well at all. 
33% understood it a little, 
13% understood it quite 
well and the remaining 
5% said they understood 
the NDIS either very well 
or extremely well.

Carers who filled in a 
survey shared how often 
they were included by 
professionals: 41% said 
always or often, 40% said 
sometimes or rarely and 
12% said they were never 
included.
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44% of respondents 
shared that they 
were very satisfied 
or satisfied with the 
quality of 
service/support the 
person they care for 
had received in the 
past year. 26% said 
they were slightly 
satisfied and 19% 
said they were 
dissatisfied or very 
dissatisfied. 
 
 
 
 
 
 
 
 
 
 

 
 
 
 
 
A little more than half 
of respondents (56%) 
shared that they 
understood the service 
system that supports 
the person they care 
for from extremely well-
quite well. The 
remaining 43% shared 
that they only 
understood the service 
system a little-not well 
at all. 
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44% of respondents shared 
that they were very satisfied 
or satisfied with the quality 
of service/support the 
person they care for had 
received in the past year. 
26% said, they were slightly 
satisfied and 19% said they 
were dissatisfied or very 
dissatisfied.

A little more than half of respondents 
(56%) shared that they understood 
the service system that supports the 
person they care for from extremely 
wellquite well. The remaining 43% 
shared that they only understood 
the service system a little-not well 
at all.
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The top ten sources 
where carers found 
information to help 
them in their caring 
role were: 
 
1. GP’s (49%) 
2. Carer Support 
Group (46%) 
3. Carer Support 
Service (35%) 
4. Community 
Workers (25%) 
5. Friends/Family 
(23%) 
6. Pharmacist 
(23%) 
7. Mental Health 
Nurse (21%) 
8. Psychiatrist (19%) 
9. Internet (19%) 
10. Counsellors 
(16%) 
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1. GP’s (49%)

2.  Carer Support
 Group (46%)

3.  Carer Support
 Service (35%)

4.  Community
 Workers (25%)

5.  Friends/Family
 (23%)

6.  Pharmacist
 (23%)

7.  Mental Health
 Nurse (21%)

8.  Psychiatrist (19%)

9.  Internet (19%)

10.  Counsellors
 (16%)
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Survey respondents 
rated how well 
they think carer 
needs are 
understood by the 
professionals they 
have dealt with 
over the past year 
as: extremely well-
quite well (45%) 
and a little-not well 
at all (55%). 

 
 
 
Q15 Over the past year when the person you care for has been extremely 
unwell were there any services that you COULD NOT ACCESS? 
 
34% of survey respondents shared that there were services that they could not access. 
The top five services that carers shared they had trouble accessing when the person 
they care for was extremely unwell were: 

1. Mental health services 
2. In-patient hospital beds 
3. Psychiatrists 
4. GP’s 
5. Psychologists 

“Itcostsalottoaccessaprivatepsychologist”.

“Servicesseemtoallbecitybased,nothinginregionalareas”.

“Itisveryhardtogetserviceswhenthepersonwon’tengageorrefuseshelp”.

“WefinallygothelpfromMentalHealth,butwithgreatdifficulty”.

“Waitingtimefortheappointmentwastoolong,bythetimewegottotheappointment

thedamagewasalreadydone”.

“Whenseveredepressionisanissue,noservicesareappropriate-triagerequiresharmto

themselvesorothers”.

“TherewerelongwaittimestoseetreatingGPandMentalHealthWorker”.

“WecouldnotaccessasecureplaceforhimtostaywhilewaitingforabedatABC.Hehad

astandardhospitalbedwherehewasfreetocomeandgo”.
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unwell were there any services that you COULD NOT ACCESS? 
 
34% of survey respondents shared that there were services that they could not access. 
The top five services that carers shared they had trouble accessing when the person 
they care for was extremely unwell were: 

1. Mental health services 
2. In-patient hospital beds 
3. Psychiatrists 
4. GP’s 
5. Psychologists 

“Itcostsalottoaccessaprivatepsychologist”.

“Servicesseemtoallbecitybased,nothinginregionalareas”.

“Itisveryhardtogetserviceswhenthepersonwon’tengageorrefuseshelp”.

“WefinallygothelpfromMentalHealth,butwithgreatdifficulty”.

“Waitingtimefortheappointmentwastoolong,bythetimewegottotheappointment

thedamagewasalreadydone”.

“Whenseveredepressionisanissue,noservicesareappropriate-triagerequiresharmto

themselvesorothers”.

“TherewerelongwaittimestoseetreatingGPandMentalHealthWorker”.

“WecouldnotaccessasecureplaceforhimtostaywhilewaitingforabedatABC.Hehad

astandardhospitalbedwherehewasfreetocomeandgo”.

Survey respondents rated 
how well they think carer 
needs are understood by the 
professionals they have dealt 
with over the past year as: 
extremely well 5%, quite well 
(45%) and a little-not well at 
all (55%).

“It costs a lot to access a private psychologist”.

“Services seem to all be city based, nothing in regional areas”.

“It is very hard to get services when the person won’t engage or refuses help”.

“We finally got help from Mental Health, but with great difficulty”.

“Waiting time for the appointment was too long, by the time we got to the appointment 
the damage was already done”.

“When severe depression is an issue, no services are appropriate-triage requires
harm to themselves or others”.

“There were long wait times to see treating GP and Mental Health Worker”.

“We could not access a secure place for him to stay while waiting for a bed at ABC.
He had a standard hospital bed where he was free to come and go”.
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33% of carers who 
filled in a survey 
indicated that 
they travel 101-301 
+ kilometres to 
access mental 
health services for 
the person they 
care for. 18% travel 
51-100 kilometres, 
12% travel 25-
50kms and 36% 
travel less than 25 
kms. 
 
 

 
 
 
 
 

 
 
 
 
 
 
 
89% of survey respondents 
shared that they had felt 
anxiety/stress as a result of their 
caring role, 59% experienced 
financial pressures, 56% 
loneliness/isolation, 47% 
experienced relationship 
difficulties, 40% physical health 
issues, 39% experienced 
stigma/judgement by others, 
33% experienced mental health 
issues and 12% had 
experienced unemployment or 
underemployment. 
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89% of survey respondents 
shared that they had felt 
anxiety/stress as a result of their 
caring role, 59% experienced 
financial pressures, 56% 
loneliness/isolation, 47% 
experienced relationship 
difficulties, 40% physical health 
issues, 39% experienced 
stigma/judgement by others, 
33% experienced mental health 
issues and 12% had 
experienced unemployment or 
underemployment. 
 
 

Survey respondents
rated how well they 
think carer needs 
are understood by 
the professionals 
they have dealt 
with over the past 
year as: extremely 
well (5%), quite well 
(45%) and a little-
not well at all (55%).

89% of survey respondents 
shared that they had felt 
anxiety/stress as a result 
of their caring role, 59% 
experienced financial 
pressures, 56% loneliness/
isolation, 47% experienced 
relationship difficulties, 
40% physical health 
issues, 39% experienced 
stigma/judgement by 
others, 33% experienced 
mental health issues and 
12% had experienced 
unemployment or under-
employment.
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Carer Support 
Services (55%), 
Counselling (43%) 
and Carer Support 
Groups (43%) were 
the top three 
supports that 
carers had been 
referred to for 
help. 18% of survey 
respondents had 
never been 
referred to 
support. 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

Carer Support 
Services (55%), 
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and Carer Support 
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help. 18% of survey 
r e s p o n d e n t s 
had never been 
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Q19 What would you say are the top three issues that you face as 
a CARER?  
 
Survey respondents overwhelmingly shared that dealing with the personal impacts of 
caring on their own health was their most concerning issue. 30% of carers who 
answered the question named stress/anxiety as a top issue of concern. Other personal 
health issues carers named were: 

§ Ageing and its related health concerns 
§ Carers own health issues 
§ Depression and mental health  
§ Fatigue/Physical exhaustion 
§ Balancing work/caring 

“Caringisanextraphysicalburdenforme”.

“Thestressofdealingwiththedaytodayissuesthatarriveisdifficult”.

“Itisademandingjobbeingacarer”.

“Ithurtstoseemychildinpain”.

“Thereisnobreak,itiscontinuousstress”.

“Ifeelresponsiblewhenthingsgowrong”.

“Youworryaboutthemalldayiftheyarenotwithyou”.

“Iamstressedoutfromprovidingemotionalsupport”.

 
Isolation was a common concern noted by carers: 

“OneofthebiggestissuesIfaceisnothavingtimetospendwithmyfriends”.

“Ioftenmissoutonsocialevents”.

“Isolationandlonelinessareanissue;Iamunabletospendtimewithfriends”

“Thereisno-onetohelpme,talktome,understand”.

 
Family related matters were also of notable concern to carers, specifically: 

§ Lack of family support 
§ Relationship difficulties 
§ Family Conflict 

“Thereispressurefromfamilyandfriendsconcerningthepersonbeingcaredfor”.

“Ihavetoputupwithabusivebehaviour”.

“Caringhascausedadisturbancetoourfamilyrelationships”.

“Relationshipissuesbetweenmumanddadalwaysdisagreeingwithhowtoparent

child”.

“Caringhascausedachangeinourrelationshiproles”.

“Caring is an extra physical burden for me”.

“The stress of dealing with the day to day issues that arrive is difficult”.

“It is a demanding job being a carer”.

“It hurts to see my child in pain”.

“There is no break, it is continuous stress”.

“I feel responsible when things go wrong”.

“You worry about them all day if they are not with you”.

“I am stressed out from providing emotional support”.

“One of the biggest issues I face is not having time to spend with my friends”.

“I often miss out on social events”.

“Isolation and loneliness are an issue; I am unable to spend time with friends”

“There is no-one to help me, talk to me, understand”.

“There is pressure from family and friends concerning the person being cared for”.

“I have to put up with abusive behaviour”.

“Caring has caused a disturbance to our family relationships”.

“Relationship issues between mum and dad always disagreeing
with how to parent child”.

“Caring has caused a change in our relationship roles”.
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Managing during crisis/times when the person they care for is unwell was 
flagged as a challenge for carers: 

§ Dealing with behaviors/moods and agitation 
§ Difficulty accessing crisis support 
§ Getting help in a timely manner 
§ Resistance/refusal to access services from person they care for 
§ Fear of suicide 
§ Lack of information 
§ Uncertainty about what carer can do to help 

“Findingextrasupportduringcrisisisdifficult”.

“Tryingtogetthepersontoaccesssupportisachallenge”.

“Itisanissuegettingsupportformypartner’ssuicidaltendencies”.

“Thereisnocleardirectiontohelpourson-seemslikewejusthavetolivelike

this”.

“ThereisalackofgoodlocalsupportforthepersonIcareforwhichputsextra

stressonmehavingtoorganiseappointmentsandhospitaladmissionsin

Melbourne”.

“Sourcinginformationandhelpisanissue”.

“Beingabletoaccesspeopleotherthanhospitalsincrisissituationsisanissue”.

“Thetimethatittakestogethelp-itcanbeweeksaftercrisis”.

“Theprocesstogetintothesystemisdishearteninginaverystressfultime’.

Therewasnoonetosupportmeorinformationprovidedtohelpguidemethrough”.

 
Service access issues were also identified as a concern to carers: 

§ Lack of 24/7 services 
§ Waiting lists to access services 
§ Lack of Psychiatric beds 
§ Lack of psychiatrists in the public sector 
§ Lack of respite 
§ Lack of daytime activities 
§ Lack of services in rural areas 
§ Not enough mental health workers 

“Thereisalackofreferralsandcommunicationbetweenprofessionals”.

“TherearealackofbedsinthePsychHospital”.

“Theservicesystembeing9-5isanissue”.

“Itisdifficulttoaccessearlyinterventioncare”.

“Thereisalackofoutofhourssupport”.

 “Finding extra support during crisis is difficult”.

“Trying to get the person to access support is a challenge”.

“It is an issue getting support for my partner’s suicidal tendencies”.

“There is no clear direction to help our son - seems like we
just have to live like this”.

“There is a lack of good local support for the person I care for
which puts extra stress on me having to organise appointments

and hospital admissions in Melbourne”.

“Sourcing information and help is an issue”.

“Being able to access people other than hospitals in crisis situations
is an issue”.

“The time that it takes to get help-it can be weeks after crisis”.

“The process to get into the system is disheartening in a very stressful time’. 
There was no one to support me or information provided

to help guide me through”.

“There is a lack of referrals and communication between professionals”.

“There are a lack of beds in the Psych Hospital”.

“The service system being 9-5 is an issue”.

“It is difficult to access early intervention care”.

“There is a lack of out of hours support”.
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“5bedspublic,15bedsprivate”.

“Accesstoactivitiesforconsumersisanissue”.

“Therearelongwaittimestolinkinwithservices”.

“Therearenotenoughmentalhealthserviceworkers”.

“Therearealackofpsychiatristsinthepublicsector”.

“Thereisalackofrespite-theonlyrespiteIcanaccessisinanursinghomewhich

isnotsuitableashedoesn’tneedthattypeofcare”.

 
Worry for the future- uncertainty about their loved ones care in the future if they 
are unable to care was expressed by carers who filled in a survey as well as 
worrying in general about what the future holds for the person they care for: 
 

“WhathappenstomysonwhenIdie?”

“Ihaveconcernsaboutmyson’sfuture”.

“Iworryaboutmyage”.

“Myhealthissuesandageareaconcern”.

“Iamnotsurewhateachdayisgoingtobelike”.

“Weareinourmid-lateeightiesandoursonreliesonus,hissupportwillreducewhenwe

passaway”.

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

“5 beds public, 15 beds private”.

“Access to activities for consumers is an issue”.

“There are long wait times to link in with services”.

“There are not enough mental health service workers”.

“There are a lack of psychiatrists in the public sector”.

“There is a lack of respite- the only respite I can access is in a nursing home
which is not suitable as he doesn’t need that type of care”.

“What happens to my son when I die?”

“I have concerns about my son’s future”.

“I worry about my age”.

“My health issues and age are a concern”.

“I am not sure what each day is going to be like”.

“We are in our mid-late eighties and our son relies on us,
his support will reduce when we pass away”.
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Q20 What are the things that support you the most in your caring 
role (what’s working well)?  
 

 
 
 

“IthelpsthatthereareothersthatcantakemyplacewhenIcan’tdealwithmy

daughter’sissues”.

“Groupactivitiesthatmysonattendsandcommunityworkersworkwell”.

“Regularexerciseandmyhusbandwhosupportsmeinalldecisions”.

“Havingacoffeeonceamonthwithothercarerswhounderstand”.

“TheCarerSupportServicearealwaysthere”.

“Readinginspiringandeducationalarticlesaboutmentalhealth”.

“TheCarersGroupismylifeline”.

“Theopportunitytotalkandbeheard”.

“BeingremindedthatIneedtolookaftermyselfaswellandbeabletotakebreaksto

recover”.

“Visitsfrommyfamilyandmeetingfriendsforcoffee”.

“Havingacounsellortotalkto”.

“FundingfromCarersSupportforschoolcosts”.

“Seekinghelpfromprofessionalsandgatheringinformationwiththeirhelp”.



 

31%

28%

26%

15%

14%

14%

8%

Carer	Support	Group

Family	and	Friends

Support	from	Professionals

Self-Care

Carer	Support	Services

Respite/Time-Out

Financial	&	Practical	Support

“It helps that there are others that can take my place
when I can’t deal with my daughter’s issues”.

“Group activities that my son attends and community workers work well”.

“Regular exercise and my husband who supports me in all decisions”.

“Having a coffee once a month with other carers who understand”.

“The Carer Support Service are always there”.

“Reading inspiring and educational articles about mental health”.

“The Carers Group is my life line”.

“The opportunity to talk and be heard”.

“Being reminded that I need to look after myself as well
and be able to take breaks to recover”.

“Visits from my family and meeting friends for coffee”.

“Having a counsellor to talk to”.

“Funding from Carers Support for school costs”.

“Seeking help from professionals and gathering information with their help”.
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Q21 If you could do one thing to make a positive difference for 
carers of people with a mental illness what would it be? 
 
Increased emotional support for carers: 

§ Phone lines or apps to assist carers 
§ More support groups 
§ Free counselling to carers 

“Moresupportbecausethecaringdoesn’tend”.

“Createahotlinewherewecandiscussourconcerns”.

“Awellrunsupportgroupwithusefuladviceonhowtocope”.
 
Increased practical/financial support for carers: 

§ Petrol vouchers 
§ Access to NDIS support 
§ Improved access to Carer Support Allowance 

“Makegovernmentfinancialsupporteasiertoaccessforcarers”.

“Wecan’tworkproperlysowesufferfinancially,wepayforeverythingandweprobably

won’tbeeligibleforNDIS”.

“Centrelinkcarerallowanceassessmentneedstolookattheemotionalsupportcarersgive

onanongoingbasis.Somanycarersarerefusedthisallowancebecausetheassessmentfails

them”.
 

Offer more opportunities for time-outs/respite from caring: 
§ Funding for one holiday a year 
§ Regular day trips 
§ Funding to support respite so carers can have a break 

“Makeitsimplertoaccessrespiteandenoughrespite-nothavingtojumpthroughhoop

eachtime”.

“Provideregularrespiteforcarers”.

“Provideannualfundingfordaytripsandrespite(oneholidayayear)”.


Improve communication/information: 
§ Better educational materials for carers (especially new carers) 
§ Better communication between medical wards and psych services 
§ Improve carer inclusion 
§ Information on available supports 
§ Information on mental illness 

“Offersupporttoexplaintochildrenaboutparent’sillness”.

“More support because the caring doesn’t end”.

“Create a hotline where we can discuss our concerns”.

“A well run support group with useful advice on how to cope”.

“Make government financial support easier to access for carers”.

“We can’t work properly so we suffer financially, we pay for everything
and we probably won’t be eligible for NDIS”.

“Centrelink carer allowance assessment needs to look at the emotional support
carers give on an ongoing basis. So many carers are refused this allowance

because the assessment fails them”.

“Make it simpler to access respite and enough respite-not having to jump
through hoops each time”.

“Provide regular respite for carers”.

“Provide annual funding for day trips and respite (one holiday a year)”.

“Offer support to explain to children about parent’s illness”.
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“Listentoandacknowledgethatcarersobserveandlivewiththepatientsandhaveafar

betterunderstandingofthepatient’ssymptoms,needsandgoalsthanclinicalstaffwho

visitinfrequently”.

“Quickeducationfornewcarerssotheyunderstandwhatisavailableandwhatis

happening”.
 
Better supports for people being cared for: 

§ Improved housing options 
§ More supports in rural areas 
§ More case workers/support workers 
§ More social groups 
§ Improved service response times 
§ Improved access to public psychiatric services  

“Offerservicesandguidancethroughthesystem,keepincontactsowedon’tgiveup”.

“Improvetheaccessandqualityofpublicpsychiatricservices”.


Ensure ongoing support for carers: 
§ Continued funding for Carer Support Services 
§ Focus on carers needs 
§ Increase funding for carer services 

“Payattentiontothecarer,notjustthosebeingcaredfor”.

“Maybesomeoneneedstoaskwhatdoyouneed,whatcanwehelpyouwith?”.

“EnsureongoingfundingandsupportforCarerSupportServices”.

 
Build Community Awareness 

§ Media stories to raise awareness of mental health 
§ Stop Stigma 
§ Build understanding of carers role and issues 
§ Educate medical profession on the role of carers 

“Trytostopthestigmaattachedtothedisease”.

“Continuedopendiscussionsaboutmentalhealthinthemediaandinthecommunity”.


Planning for future when carers can no longer care 
§ Counselling 
§ Plan for housing 
§ Estate and financial planning 

“Planforfutureissuessuchashousing,financialandestatematters”.

“Ensureservicesareavailablewhenparentspasson”.

“Listen to and acknowledge that carers observe and live with the patients
and have a far better understanding of the patient’s symptoms, needs and goals

than clnical staff who visit infrequently”.

“Quick education for new carers so they understand what is available
and what is happening”.

“Offer services and guidance through the system, keep in contact so we don’t give up”.

“Improve the access and quality of public psychiatric services”.

“Pay attention to the carer, not just those being cared for”.

“Maybe someone needs to ask what do you need, what can we help you with?”.

“Ensure ongoing funding and support for Carer Support Services”.

“Try to stop the stigma attached to the disease”.

“Continued open discussions about mental health in the media and in the community”.

“Plan for future issues such as housing, financial and estate matters”.

“Ensure services are available when parents pass on”.
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