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The Anxiety Recovery Centre Victoria welcomes the opportunity to make this submission to the Victorian Mental Health 

Royal Commission. We believe the Royal Commission into Mental Health in response to the concerns from the community 

and health sector is timely.  

Background 

ARCVic is funded by the Department of Health and Human Services to provide an information, support and referral service 

for people living with anxiety disorders including Obsessive Compulsive Disorder (OCD), Trichotillomania (TTM) and 

Hoarding. ARCVic is the only support service in Australia which specialises in and responds to the complexities of anxiety 

disorders with 30 years of specialist knowledge and experience providing a suite of services. 

✓ Currently have 173 trained active volunteers delivering our helpline and support groups state-wide. It is estimated 

that our service reaches some 15,000 people a year with a helpline that operates 30 hours a week on a state 

budget of $330,000  

✓ National organisations – SANE Australia, Beyond Blue, Mind Australia, Lifeline, NEAMI, EACH all refer to our 

helpline 

✓ Complexity of helpline calls has dramatically increased due to crisis and lack of specialist supports and treatments 

✓ Demand and requests for professional development from education services, workplaces and community groups 

have dramatically increased (Anxiety/OCD and new mums/VCE stress/unemployment/suicide awareness and 

intervention etc) 

ARCVic’s services provide a point of difference in that we can provide ongoing services with multiple points of entry. For 

example, someone might make an enquiry through our website or helpline, they can attend a seminar, a social group, a 

support group or a recovery program and through this integration of our services develop a network of support in an 

environment and framework that promotes and enhances resilience. In this way ARCVic assists individuals in 

understanding their condition, reducing the impact and learning to manage their anxiety through a variety of options (face 

to face, phone support, peer support and on-line contexts). 

ARCVic’s purpose is to find and foster the inner strength and spark of hope that lies within each person with an anxiety 

disorder, and to provide a supportive and understanding community in which this strength and hope will flourish.  In 

this way, a healing and recovery process is initiated, and many barriers, which could have interfered with successful 

professional treatment, are broken down.   From this point, ARCVic can help to facilitate access and educate primary 

care and mental health services, and support people with mental illnesses to stick with sometimes long and difficult 

treatment programs.     

Context 

Anxiety disorders are Australia’s most common psychiatric disorder; those living with a disorder are often severely 

impaired in their daily activities including their ability to attend school or work and maintain relationships with family and 

friends. Associated stigma and isolation compound an already distressing condition. It is of paramount importance that 

early intervention is the key and people living with anxiety disorders have adequate access to affordable and effective 

treatment services.  

In Victoria the number of people suffering from anxiety disorders is estimated to be 1 in 4.  

In young people 16-25 years up to 14% will experience an anxiety disorder. Although anxiety disorders are recognised as 

the most common mental disorders affecting Australians, Victorian government inquiries have uncovered several 

limitations in accessing appropriate services. People with anxiety disorders are disadvantaged in their access to specialised 

services in the public mental health sector, particularly in rural Victoria. 
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• Mental Health needs to 
have specialists like that of 
our health system.  

• When someone suffering 
from an anxiety disorder 
decides to seek treatment 
from a psychologist or 
psychiatrist, despite 
Medicare rebates, it can be 
an expensive process and, 
in many cases, financially 
unsustainable over a long 
period of time. 

• Reported costs to see a 
Psychiatrist $300-$500 is 
not sustainable for most 
families. Very difficult to 
find a Psychiatrist who bulk 
bills. 

• Many people we speak to 
are housebound or so 
unwell they are unable to 
engage with services or 
access specialist services in 
their area, particularly rural 
Victoria. (Including large 
regional centres) These 
people will ring our helpline 
for regular support. 

• Response from a past Chief 
Psychiatrist when ARCVic 
met to discuss the issues 
people faced. “if they need 
specialist treatment they 
need to be in private 
health” 

• The need to create a 
system that provides 
equal access to specialised 
help and support. 
 

• The current Clinical space 
allows psychologists to 
pick and choose who they 
see. Need to provide 
Specialised Clinics/ 
incentives to specialise, to 
work with complex mental 
health. People living with 
OCD, TTM Hoarding are 
perceived to be” too hard 
too complex” 

 

• Many people have had 
terrible experiences with 
institutionalised stays and 
have terrible experiences 
with mental health 
professionals. 
 

• No Peak Body Organisation advocating for specialist OCD services.  

• There is no current / little Australian research around the number of people 
living with OCD (2%), Trichotillomania (2-4%), Dermatillomania (2-5%), 
Hoarding, Body Dysmorphia, PANDAS (Paediatric Autoimmune Neuropsychiatric 
Disorders Associated with Streptococcus) which is linked to early onset OCD in 
children 

• Urgent need for specialist clinical wisdom, clinical treatment programs and 
residential treatment options for children and adults (1 residential program for 
Adults in Australia- private health insurance needed) 

• headtohealthgov.au website – Resources OCD (3) Tricho (0) Hoarding (0) 
PANDAS (0) 

• Research states early intervention can dramatically reduce the debilitating 
impact of anxiety disorders. 

• Higher suicide risk. Swedish research found Patients with OCD are 10 times more 
likely to die by suicide and attempted suicide five times higher than that of the 
general population. (Molecular Psychiatry 22,1626-1632c (2017) 

OCD & difficulty engaging in treatment 
 
Effects 2% of the population Victorians  
 
Despite suffering from severe impairment, only around 35% - 40% of OCD 
sufferers seek treatment, with less than 10% receiving evidence-based 
treatment (Levy, McLean, Yadin, & Foa, 2013).  
Many refuse to engage in treatment, and due to their debilitating symptoms, 
many tend to drop out of treatment early.  
The most known effective treatment for OCD is a combination of Cognitive 
Behaviour Therapy (CBT) and SSRI (Rego, 2016; Vogel, et al., 2012).  
Despite this, many OCD sufferers have limited access to CBT interventions due 
to a number of barriers, such as costs, living in a remote area, or difficulty 
leaving their home due to severe symptoms, particularly those involving 
contamination fears (Levy, McLean, Yadin, & Foa, 2013).   
Cloe Khoury & Kate Bannister 
 
Trichotillomania 
 
Unveiling Trichotillomania is essentially about bringing this disorder out and into 
the open. 
 
People with “tricho” are vigilant at maintaining their secret due to shame and 
guilt associated with the condition. Trichotillomania (hair pulling disorder) 
affects between 2-4% of the population and causes significant disability and 
distress. 
Awareness of, and treatment for, trichotillomania is lacking in Australia. 
 
People with trichotillomania repetitively and uncontrollably pull out hair from 
their scalp, eyelashes, and eyebrows to the point of hair loss. Due to the shame 
trichotillomania causes, sufferers experience high levels of social isolation; 
impaired vocational functioning; and report high rates of comorbid psychiatric 
disorders, like depression.  
 
Treatment-seeking among people with trichotillomania is low. This is not only a 
result of the stigma associated with the disorder, but because of the limited 
public awareness of trichotillomania, including among health professionals.  
 
There are currently no easily accessible, high-quality Australian resources for 
health professionals to gain knowledge about trichotillomania and its evidence-
based treatments. The Anxiety Recovery Centre Victoria is the only Australian 
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• In relation to Hoarding 
there is growing concern 
that there are random 
services operating, 
cleaning up properties, 
other community services 
with no mental health 
background removing 
people’s acquired stuff 
with no training and 
causing more harm not to 
mention the enormous 
cost the person who has a 
hoarding disorder. 

mental health organisation that provides peer-support and resources for 
people with trichotillomania. 
 
Due to lack of specific specialist support and treatments often people resort to 
look for other alternatives which leaves them vulnerable to scams and 
therapists who claim to have a “cure”. 
 
Hoarding 
Some key points to acknowledge: 

• High levels of stigma in the public, among health professionals, and shame 
among affected people results in no treatment seeking, delayed treatment 
seeking, enforced clean-outs (by family, friends, or council which increases 
risk of suicide) or other inappropriate treatments from poorly trained 
health/mental health professionals. CBT for HD is effective but it must 
feature a component of ERP – due to lack of specialise training/clinicians, 
people who do seek treatment for hoarding end up receiving supportive 
counselling (feels good to the client at the time, but does nothing to help 
them sort through their clutter & discard excessive possessions) or 
treatment for other anxiety/depression, which is not effective for hoarding 
specifically. Specialised CBT for HD takes longer than 10 sessions under 
Medicare – US research from experts like Gail Steketee & Randy Frost 
suggests at least 36 sessions for a significant reduction in hoarding severity. 
People with HD often cannot afford this because they are on DSP, 
unemployed, have chronic illness – all because of or exacerbated by the 
hoarding. 

• Severe cases of hoarding can result in squalor and public health risks like 
pest infestation, building faults, and fire. This affects the individual, anyone 
living in the household (pets, children, elderly) and their neighbours. Other 
risks to the individual are falls (from trip hazards) and illness (from mould, 
lack of nutrition bc cannot cook meals, infection/poor hygiene when 
utilities break and cannot be fixed). This is a chronic and highly complex 
mental illness – the public and private systems are simply ill equipped to 
support people with hoarding.  

-  
A 2009 study by the Metropolitan Fire Brigade reported 48 hoarding-related 
fire incidents had occurred in the past 10 years, and even though those fires 
represented 0.25% of all residential fires in that period they accounted for 24% 
of preventable fire deaths: https://web.cs.wpi.edu/~rek/Projects/MFB_D09.pdf 
A 2015 study by the MFB reported that between 2012-2015, the MFB had 
attended a hoarding-related fire or incident every 6.7 days (that's at least once 
a week): https://web.wpi.edu/Pubs/E-project/Available/E-project-050515-
001501/unrestricted/MFB_Final_IQP_Report.pdf 
MFB requests for local and state govt support/funding to address hoarding and 
squalor typically go unanswered despite the mortality (and risks to emergency 
services workers & general public) associated with hoarding. 
 

 

ARCVic Case Study 
 
Background 

 is a -year-old man, who had been refusing to go to school since he was  and 
suicidal, housebound for the last 2 years and was unable to access shared areas of 
the home when other family members were present. His parents desperate for 
help took him to their local public hospital and told “take him home and love him. 
he is too hard to treat”. 
 
ARCVic on receipt of ILC funding was connected with ARCVic’s Companion Program 
by his parents after years of isolation and lack of Obsessive-Compulsive Disorder 
(OCD) specialist support in mainstream and mental health services. In desperation 

 parents reached out to ARCVic for support.   has OCD and his distressing 
thoughts are related to contamination, with his parents being the primary source of 
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this contamination, which impacts on the whole family’s ability to function. On 
receipt of ILC Funding ARCVic was able to offer  and his family the following 
support. 
 
Objectives 

➢ The initial phase of support for  involved linking him into acute services 
with specialist OCD knowledge and expertise where he had an inpatient 
stay for a short period to work on his symptoms.   

➢ To refer and connect  to an OCD specialist, regular support person to 
assist him on his journey to recovery 

➢ Establish rapport with  with the hopes of connecting him to other 
services and supports. 

➢ To reduce his isolation and bring some normality back to his life 
 
Outcomes 

✓ ARCVic provided Companion Support to JJ during his period as an inpatient 
to enable  and his volunteer to build rapport and get to know one 
another. 

✓  parents were also offered support through the Companion Program 
and were assigned a separate volunteer to provide support.  

✓ ARCVic provided further training and support to carers and volunteers 
through a seminar on Exposure and Response Prevention in order to skill 

 parents and the companion volunteers in how best to support him 
once he returned home. 

✓ Following discharge home  continued to be supported by his Companion 
Volunteer and ARCVic. 

✓ Currently  is involved in one of ARC Vic’s program The Beginners Mind 
Body Boot Camp. 

✓ With additional support from his companion he has also re-engaged with a 
mainstream service attending a local gym for personal training twice a 
week.   

✓  mother has indicated that this is the best they have seen  for years 
and are so grateful for the support provided through the Companion 
Program and ARCVic.   

✓  self-esteem and confidence have risen and his ability to manage his 
OCD symptoms continues to improve.  Going from being housebound to 
being able to leave the house up to six times a week. 

18 months on… 
 is still accessing a mainstream local gym for personal training twice a week. Has 

missed one session in all that time due to being unwell. He still sees his OCD 
specialist for regular support. 
Parents are extremely grateful to ARCVic “Words cannot describe our gratitude you 
have given my son a purpose to live I now have hope for him. Thank you” 
 
Also, to note:  younger brother 10 years old also recently diagnosed with OCD. 
 

Further Ideas 
  
ARCVic can provide some initial 
gaps if provided adequate 
funds. 
(Have requested this for over 
10 years.) 

• Mentor Program 

• Training loved ones in 
Exposure Response 
Therapy ERT 

• Companion Program 

• Expansion of the 
Helpline to provide 

 
 
ARCVic has a long history of providing mental health community support services 
(MHCSS) and mutual support and self-help (MSSH) to assist individuals with 
obsessive compulsive disorder and anxiety across Victoria. Over the last 30 years 
we have fostered extensive growth in the scale and scope of our helpline. Given the 
maturity, efficiency and effectiveness of this service, ARCVic are in a strong position 
to leverage existing organisational and volunteer structures to achieve magnitude 
increases in service provision at low marginal cost. 
 
Please note Helpline is only open Mon-Fri 10-4pm. Needs to be 10-10pm  
 
Initiatives to improve engagement in treatment  
Prior studies have implemented technological interventions to overcome barriers 
associated with engaging in, and continuing treatment, particularly for those who 
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• Community support and 
self-help services are not 
an alternative to 
professional or medical 
help, but rather a vital 
component in the process 
of recovery.  

 

• Partnerships between 
ARCVic and primary care 
and mental health 
services are based on 
recognition of the 
importance of a combined 
approach to recovery that 
makes both partners 
stronger and provides a 
powerful force for 
effectively helping people 
with a mental illness and 
their carers when services 
are unable to respond. 

 

• ARCVic over the years has 
developed very close 
partnerships with 
Swinburne University, 
Deakin University, 
Flinders University. 

 

• ARCVic has a great 
reputation and has 
become a valuable 
training ground for our 
volunteers who then have 
become the future 
clinicians / mental health 
workers for Headspace / 
SANE / NEAMI / EACH / 
Suicide Line etc 

 
 
 
 
 
 
 
 

There is a lack of specialist services for specific anxiety disorders such as OCD, 
Trichotillomania (TTM) and Hoarding. Another gap is also PTSD. 
 
Trichotillomania (TTM) 
Currently there are no treatments for (TTM) in Australia. People living with TTM 
continually express to ARCVic their frustration at the lack of specialist knowledge of 
TTM, and feel that rather than getting any treatment, they are educating their 
therapists as to their condition. In response to this ARCVic has provided support 
groups for the last 9 years and for the last 7 years run a 3-day intensive retreat. 
 
 
Obsessive Compulsive Disorder (OCD) 
There are 2 on-line OCD Treatment options available, however not everyone is able 
/well enough to use a computer to access treatment. 
 
We regularly come across adults in their thirties, forties or fifties who have suffered all 
their lives in silence, just starting to receive a diagnosis of OCD.  Treatment is then at a 
stage where recovery is so much more difficult due to the chronicity and co-morbidity 
of their illness, that could have been relieved if earlier intervention was available to 
them. 
 
It is imperative that information and training is available for parents, teachers and 
health professionals for early detection, diagnosis and treatment of young people with 
OCD.   
 
Most children and adolescents only receive treatment for OCD when the severity of 
their symptoms means that they are no longer able to function normally (e.g. 
disruptive behaviour/school refusal/suicidality/etc).  When children’s symptoms go 
unrecognised and therefore untreated, other difficulties emerge such as social 
disengagement, withdrawal from education and family disruption.  Without 
intervention these young people are in danger of becoming marginalised in our 
society. 
 
Hoarding 
Hoarding Disorder is a complex and chronic psychiatric disorder, which places affected 
individuals and the public at risk of associated environmental hazards (e.g., fire, pest 
infestations). People with this condition, and their families, require a highly sensitive, 
long-term, multi-pronged and multi-system approach to supporting their de-cluttering 
efforts and psychosocial recovery. Such an approach has been recognised and clearly 
outlined in the Victorian Department of Health document, “Hoarding and Squalor: A 
Practical Resource for Service Providers”. https://www2.health.vic.gov.au/ageing-and-
aged-care/wellbeing-and-participation/hoarding-and-squalor 
 
 Unfortunately, the siloing and under-resourcing of the mental health and other 
relevant systems, means that the individual clinicians working with people who hoard, 
simply cannot implement the recommendations outlined in this best practice 
document. 
 
The need to look beyond clinical and medical intervention 
 
We believe we need to look beyond clinical and medical interventions and see the 
value of a holistic approach to mental health. Factors such as diet, nutrition, lifestyle 
and exercise all play a pivotal role in one’s wellbeing, however, are difficult to 
maintain when someone is feeling incredibly unwell. 
For example-: 
A person on antidepressants who drinks 6-12 cups of coffee and consumes sugary 
snacks, biscuits, cakes etc is almost counteracting any effects the medications may be 
providing. 
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Not everyone: 
✓ Wishes to take medication  
✓ Is able to engage with clinical services due to financial costs, past experiences, 

degree of wellness, ability to travel etc. 
✓ Many people have seen many psychologists/psychiatrists over the years (this 

would be an interesting research project and statistic) 
✓ Responds to evidence-based treatments 
✓ Feels the medication is working and needs more. 

 
 

Example of how ARCVic has 
provided a gap in the system. 
 
ARCVic has provided: 

• Specific Support 
Groups 

• Retreats 

• Recovery Programs 
(Have provided with no 
additional funding support) 
 
 
 
 
 
 
 
 
 
 
 
 

Further Ideas 
 

• To bring the Body 
Focussed Repetitive 
Disorders (BFRD) 
Treatment plan from 
America to Australia 
for TTM 

• Train other health 
and mental health 
professionals 
including GPS 

• Train parents and 
carers in Exposure 
Therapy to support 
loved ones for OCD 

• Expand the capacity 
of our Helpline / 
Support Line  

ARCVic is ideally positioned to offer recovery programs, support and treatment 
services. We already have existing complimentary services and ongoing support 
resources, established networks and relationships within the sector, connections to 
educational universities and a presence and commitment throughout many areas of 
regional Victoria. 
 

Retreats  
ARCVic has for 7 seven years been delivering an intensive 3-day retreat. Immersive 
peer-support retreats may be used as adjuncts to traditional treatments. We have in 
the past had people from all over Australia attend due to a lack of other supports 
available. 
Attachment: a copy of the research paper based on our ARCVic Retreat findings and 
comparing the retreat outcomes to those of other Trichotillomania international 
treatment studies.  
The research found that: 

• The 3-day intensive peer-support retreat with a structured program provided 
the equivalent benefit to participants as 10-12 sessions of CBT 

• Feelings of social acceptance and belonging endured 12 months after the 
retreat 

• An immersive peer-support retreat provides therapeutic experiences not 
available through traditional delivery methods. 

 
The model we have developed for these retreats could be replicated for other anxiety 
disorders if funding was available. We have over the years had request for similar 
retreats to be held for conditions such as OCD, PTSD and Anxiety. 
 

The Mentor Program - Pilot 
We would like to extend the support services of our Helpline to provide ongoing 
mentoring to people living with anxiety disorders during their recovery, in particular as 
an adjunct to one on one clinical intervention, and as an option for people who are too 
disabled by their condition to attend therapy. It is widely documented that there are 
high attrition rates during therapeutic interventions, in particular for hard to treat 
disorders such as OCD. Previous studies that have involved phone contact between 
therapy sessions for OCD have been found to significantly reduce the dropout rate 
during therapy, increased completion of exposure tasks and therefore a reduction in 
OCD symptoms and level of disability (Kenwright, Marks, Graham, Franses & Mataix-
Cols, 2005). 
 

ARCVIc Recovery Program Pilot ILC Project- 
 
Psychosocial education and skills development programs delivered in a group-based 
setting tailored to the specific need of participants for 4-6-week period. 
Affordable support utilising the Medicare Rebate 
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Health care policies, service developments and treatment advances aimed at recovery, normalisation and de 

stigmatisation may benefit consumers in many ways, and yet, the essential fact of the mental disorder cannot be 

ameliorated.     

ARCVic is a community created to respond directly and explicitly to this need, and contains the key components required 

for effective expiation of this need – that is, the joining of a group of people with a common condition and needs, whose 

purpose is to draw upon the support, caring, resources and skills of all group members, for the benefit of all – thus 

providing a model and an experience of a unified community, engendering inclusion and empowerment. ARCVic over a 

span of 30 years has engaged with local communities to inform this submission and we base our recommendations on 

responses and feedback received through our helpline, our support groups and 30 years of experience in this field of 

providing information, support and referral. 
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