pne e ol oy

Submission No. 691

(Inq into better support for carers)

beymdbim

the natipnal depression initlative
www . beyondblue.org.au

4 July 2008

Cornmitiee Secretary

Standing Commitiee on Family, Communily, Housing and Youth
PO Box 8021

House of Reprasentatives

Parliament House

CANBERRA ACT 2600

Re: National Health and Hospital Reforms Commission
inquiry intg better support for carers

Summary and Recommendations:

Caring for a person with a mental health problem, such as depression, anxiety or bipolar
disorder, has a significant impact on carers and family members. The carer role is
compounded by the ongoing and often unrelenting daily challenges associated with
caring for a person with depression and related disorders together with the current lack
of support and understanding of mental health from the wider community.

The carer's role is often further impeded by issues of confidentiality which, under the
current legislation, can prevent carers from being informed and involved in the treatment
of their family member. The resulting burden of care, absence of information, support
and respite for carers ultimately has a significant impact on the psychological, physical
and emotional wellbeing of carers.

In response to these issues, beyondblue, the national depression initiative and
blueVoices, the consumer-and carer armi of beyondbiue, recormmends that there is
greater acknowledgement and inclusion.of carers within the treatment process. This
includes greater information provision to carers and, In particular, a review of the current
lagisiation surrounding issues of privacy and confidentiality, We also recommend the
expansion of respite services with greater consideration given to those caring for people
with high prevalence, non-psychotic illnesses.
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Background

beyondbiue is a national, independent, not-for-profit organisation working to address
issues associated with depression, anxiety and related substance misuse disorders in
Australia. One of beyondblue’s priority areas is to provide people living with depression
and related disorders (anxiety, related substance misuse, bipolar disorder) and their
carers with information on these ilinesses and effective treatment options, and promoting
their needs and experiences with policy makers and healthcare service providers. At
beyondblue, carers are defined as those people directly affected by or having a
significanirole in the life of a person with depression or related disorde{s‘

Sepressmn is the most debiiitating illness in Australia Research indicates that whilst
caring for a person with a physical or mental health csndmon places carers-at &gmﬁcan’t
risk of depression® for those caring for a person with a mental iliness, this risk is
exacerbated by issues of stigma and the lack ‘of community understandmg of mental
fliness® . Caring for a person with one of these disorders also presents unique
chailenges when considering the non-overt, cydlical and episodic nature of these
disorders which leads carers to describe their caring role as unrelenting, intense,
isolating and exhausting®-", This highlights the need for respite options for these carers
which are currently limited,

beyondblue’s national reference group blueVoices, includes people with direct or indirect
experience of depress;ora anxiety, perinatal depression or anxiety, bipolar disorder, co-
morbid substance misuse or co-morbid chronic physical iliness. biueVoices is the co-
ordinated voice of consumers and carers and serves to provide beyondblue with
consumer and carer perspectives.

blueVoices has highlighted the issue of limited access to information about the person
they are caring for and their role in the decision-making process. This issue has been
consistently echoed in beyondblue carer research ** and most recently reinforced in a
specific on-line feedback forum with blueVoices members (May, 2008).

In particular, privacy and confidentiality guidelines are stressors for carers who are not
included in-the decision making process nor consulted about symptoms, treatment
compliance or at-risk behaviour. This is exemplified in some of the statements derived
from the recent on-line survey of blueVoices members.
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[ knew something wasn't right — but he wouldn’t tell me — they never told us he tried to
commit suicide in hospital yet he was released in my care,

| felt that he was going fo the sessions and he'd be doing things that | couldn’t follow up
because | didn't know what they were doing with him, and { felt like | was really left out.

When you say ‘what do we want?’ consult the carer.. | know there are privacy problems
and that sort of thing, welf just too bad. You're going to have to sorf it out because the
professionals are running on a tenth of the information they should have.

There wasn't communication and I'd write letters and say; ‘| don’t want to impinge on any
private stuff, | just need some help in management’.... And there was just nothing back
at all. In the end I'd write letters saying please can we work in some sorfof
partnership’... there’s a difference between being a nosy parenf and being a caring
parent.

I'think you need to educate the doctors, the GPs, and the mental health services to
actually make more information available for parents and carers, because they don't
You have fo search for it yourself,

The positive experiences we have had have been mainly through the private health
system - the consultant would discuss his condition with us ~ he would accept phone
calls from us when he was very ill and either hospitalised or when we were particularly
concerned about his condition

Iy summary, beyondbitie recommends that the Commission pay specific attentionto the

outlined issues of confidentiality and respite optlons for carers of people with high
prevalence disorders.

Yours faithiully,
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