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SECTION 1



The Victorian Department of Health, together with the Participation Advisory Committee on
consumer, carer and community participation in health and Health Issues Centre, invites you to the
second Participate in Health Conference because your story matters.

This is your opportunity to learn how consumer, carer and community participation at all levels of
the health care system can improve outcomes. You will learn how people can participate in making
decisions about health care, the standards they expect, and how to improve services through
partnerships.

People who use health care services, their families and friends, will tell their stories about how they
work with health care professionals and government to make the health care system work better
for everyone.

Leading health care professionals, consumer and carer advocates will share their experiences on
their partnerships and collaborations. This includes what they have learnt from building health care
services, improving quality and safety, sharing care decision-making in primary health (GPs),
mental health, community health, hospital care, aged care, emergency and ambulatory care.

This is the second conference since the launch of the state policy ‘Doing it with us not for us’ and
the aim of the conference remains to stimulate discussion, share experiences, and, importantly,
document the evidence on how participation ‘with us, not for us’ improves our health care system.

The conference’s hot topics, workshops, presentations and speakers’ market will address the
following themes:

1. Strengthening participation to improve health and wellbeing of the community.
2. Shaping research, education and learning.
3. Designing care and improving performance.

4. Making sure people of all ages have a say about services and programs.



Victoria University Conference Centre
Level 12

300 Flinders Street

Melbourne, Victoria 3000

The Conference Centre is located on Flinders Street, between Elizabeth Street and Queen Street.

Train, bus and tram services operate to the city centre from all areas of Melbourne. Check out
Metlink for transport options (http://www.metlinkmelbourne.com.au/)
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Fran Baum is Professor of Public Health at Flinders University, Adelaide, Australia. She is also
Foundation Director of the Southgate Institute for Health, Society and Equity and Director of the
South Australian Community Health Research Unit. Fran has been an active member of the
People’s Health Movement—a global network of health activists (www.phmovement.org)—since its
formation in 2000 and currently serves as the co-Chair of its Global Steering Council. Fran also
served as a Commissioner on the Commission on the Social Determinants of Health from 2005 to
2008. She is a Fellow of the Academy of Social Sciences in Australia and of the Australian Health
Promotion Association. Fran is also a past National President and Life Member of the Public
Health Association of Australia.

Fran Baum is one of Australia's leading researchers on the social and economic determinants of
health and community-based health promotion. In 2008 she was awarded a prestigious Australian
Research Council Federation Fellowship. This has enabled the establishment of the Southgate
Institute, which focuses on the social determinants of health inequity.

Fran holds a number of other grants from the National Health and Medical Research Council
(NHMRC) and the Australian Research Council (ARC), which fund projects on aspects of health
inequity, including impact of social capital, neighbourhood and work. For four years she has been a
program leader on the theme of social determinants of health for the Co-operative Research
Centre for Aboriginal Health. She has had an extensive teaching career in public health, including
writing a number of distance education courses and designing a doctor of public health course for
senior public health professions. Her text book The New Public Health (3rd edition 2008, Oxford
University Press) is widely used as a core public health text.






(subject to alteration)

Day 1 Monday 21 September 2009

Time

9.00am — 10.00am

10.00am — 11.30am

Room 1

11.30am — 12.30pm

Speakers’
Marketplace
Rooms 2 and 4

Presentations
Rooms 1 and 3

12.30pm — 1.30pm

Session

Registration and morning tea

Tea Trolley Research with Unscripted Business
Conference opening and Keynote address

e Aboriginal welcome to country with Aunty Doreen Garvey-Wandin,
Wurundjeri-Wandoon Senior Elder

e Kankelay — Refugee women's choir from Sierra Leone

e Minister for Health or his representative to launch the new strategic
direction for ‘Doing it with us not for us’ 2010-2013

¢ Graeme Roberts, Participation Advisory Committee, to offer his
reflections of past three years and look to the three years ahead.

Keynote Address
Professor Fran Baum

Professor of Public Health at Flinders University, Adelaide, Australia.
Foundation Director of the Southgate Institute for Health, Society and
Equity, and Director of the South Australian Community Health
Research Unit.

Chair: Mary Draper

Chair of the Participation Advisory Committee and Director, Clinical
Governance, Royal Women’s Hospital

Concurrent Speakers’ Marketplace and Presentations

Refer to Concurrent speakers’ marketplace abstracts for topics (Tab 2)

Speakers will talk to groups of 6—8 people about their consumer, carer
or community participation project and experiences. You will have 15
minutes to talk with the speaker. You will then be asked to visit the next
speaker.

Refer to Concurrent presentation abstracts for topics (Tab 2)

Three presentations of 15 minutes’ duration will be conducted in each
room. There will be an opportunity for delegates to ask questions of
each presenter.

Lunch



Day 1
Time

1.30pm — 3.00pm

Hot topic
Room 1

Workshop 1
Room 2

Workshop 2
Room 3

Workshop 3
Room 4

3.00pm — 3.30pm

Monday 21 September 2009 cont..

Session

Concurrent Hot Topic and Workshops

Patients for Patient Safety

Presenters: Ms Anna McMahon, Mr Jason Rosen and Dr Catherine
Crock

The World Health Organization's Patients for Patient Safety program
recently ran its first Australian workshop for a group of consumer and
healthcare leaders to work together in a groundbreaking partnership to
design better systems for safe, high quality patient care. We will
present on how that partnership was formed and what the future holds
for us as collaborators.

Chair: Stephanie Newell — Executive Director, Health Consumers
Alliance

My story shared — charting consumer experience
Refer to workshop abstracts (Tab 3)

What needs to happen? Improving the journey of rural consumers
travelling for healthcare

Refer to workshop abstracts (Tab 3)

Promoting a positive patient experience for older people in the
emergency department

Refer to workshop abstracts (Tab 3)

Afternoon tea



Day 1
Time

3.30 — 5.00pm

Hot Topic
Room 1

Speakers’
Marketplace
Rooms 2 and 4

5.00pm — 5.30pm

Room 1

5.30pm — 7.00pm

Monday 21 September 2009 cont..

Session

Concurrent Hot Topic Forum, Speakers’ Marketplace

So what about the national health reform?

Panel: Carol Bennet, Executive Director, Consumers Health Forum of
Australia

Fran Thorn, Secretary, Department of Health
Sherene Devanesen, Chief Executive, Peninsula Health

The National Health and Hospital Reform Commission presented its
Final Report to the federal government of Australia in July 2009. The
report presents the why, the what, and the how for a long-term reform
agenda for Australia’s health system. It makes 123 recommendations
for action and acknowledges that health is everybody’s business. Come
and discuss with our leading consumer advocates, providers and
department stakeholders how the recommendations may interact with
your healthcare.

Chair: Michael Janssen, Chief Executive Officer, Health Issues Centre

Refer to Concurrent marketplace abstracts for topics (Tab 3)
Speakers will talk with groups of 6—8 people about their consumer,
carer or community participation project and experiences. You will have

15 minutes to sit and talk with the speaker. You will then be asked to
visit the next speaker.

Plenary

Capturing the Day with Unscripted Business

Launch Cultural Responsiveness Framework — Guidelines for Victorian
Health Services

Telmo Languiller, MP Parliamentary Secretary for Human Services

Welcome Reception with entertainment by Phil Carroll



Day 2
Time

9.30am — 10.30am

Hot Topic
Room 1

10.30am — 11.00am

11.00am — 12.30pm

Workshop 4
Room 1

Workshop 5
Room 2

Workshop 6
Room 3

Workshop 7
Room 4

12.30pm — 1.30pm

Tuesday 22 September 2009

Session

Plenary

When things go wrong ... what do you do?

Panel: Beth Wilson, Health Services Commissioner

Sophie Hill, Head, Centre for Health Communication and
Participation

Florence Kingsley, Consumer, Melbourne Health
Lisa McKenzie, Director of Quality Care, Melbourne Health

This topic will explore experiences of communication with consumers
and carers when things have gone wrong in the delivery of health care.
For example, how health services communicate when something has
gone wrong, what is the best way to communicate this information,
what works and what does not work.

Chair: Cath Harmer, Manager, Policy and Strategy, Statewide Quality
Branch, Department of Health

Morning tea

Concurrent Workshops

Consumer, carer and service experience of using advance
directives/statements

Refer to workshop abstracts (Tab 4)

Stories of some different journeys of consumers, carers and
communities in shaping services and health promotion

Refer to workshop abstracts (Tab 4)

Meaningful participation in health by older people with dementia
and their carers

Refer to workshop abstracts (Tab 4)

Consumer participation in the development of Clinical Networks
across Victoria

Refer to workshop abstracts (Tab 4)

Lunch
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Day 2
Time

1.30pm — 2.30pm

Interactive forum
Room 2

Presentations
Rooms 1 and 3

2.30pm — 3.15pm

Room 1

3.15pm — 3.30pm

Tuesday 22 September 2009 cont..

Session

Concurrent Interactive Forum and Presentations

Reflecting the stories, capturing the vision, deepening the
relationship with Unscripted Business

Refer to Concurrent presentation abstracts for topics (Tab 5)

Three presentations of 15 minutes’ duration will be conducted in each
room. There will be an opportunity for delegates to ask questions of
each presenter.

Final Plenary and Closing

Mary Draper, Chair of the Participation Advisory Committee and
Director, Clinical Governance, Royal Women's Hospital

Rita Bloomfield, Consumer and Participation Advisory Committee
member, to close with consumer reflections

Closing choir — La Voce Della Luna with Kavisha Mazella
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Beryl Shaw, Consumer Representative

Being told I might not live through emergency cancer surgery eight years ago was one of life’s
defining moments.

As an author, | know how powerful words can be. Through my long history of ill health I've gained
insights about communication between health professionals and patients. In this presentation, you
will learn the words to use and how to use them in creating a firm bridge between patients and
health professionals. Having a greater understanding of the hidden meaning behind the language
of connection will make your life safer, easier, and more joyous, whether you are currently living
out that life as a health professional or a consumer.

Linda Williamson, Health Promotion Coordinator, Inner South Community Health Service

Community Participation Committee, Inner South Community Health Service

In response to the Department of Human Services’ requirement that all stand-alone community
health centres produce a Quality of Care report, Inner South Community Health Service (ISCHS)
decided to set up a short-term working group, involving consumers and staff, to produce the report.

Following a recruitment and selection process, coordinated by a dedicated Community
Participation Officer, six consumers of ISCHS joined the Quality of Care Report Working Group.
The consumers had both specific skills as well as experience of the local health system. There
were many benefits of producing the Quality of Care report with involvement from consumers,
including that it genuinely improved quality and safety at ISCHS and was a truly consumer-driven
project.

On the flip-side, feedback from the working group indicated that there were times when there was
too much consultation, with staff finding it difficult to get the right balance between being inclusive

13



and involving consumers too much. Staff also reported that time and resourcing was an issue, as
supporting consumer involvement takes time and can slow down processes.

Producing the report highlighted the different needs and resources of consumers and staff, with a
key learning being that more time needs to be allowed in order to mail out meeting minutes and
key documents, or to talk to consumers over the phone, rather than being so reliant on email
communication. The need to be clear from the outset of the project about what is required of
everyone involved was another important lesson.

In producing the next Quality of Care report, ISCHS will look to develop clear role descriptions for
consumers and to establish a ‘group agreement’ at the first meeting which outlines ‘meeting rules’.
The idea is to display this at each meeting to remind people what they have agreed to, should
problems arise.

In summary, producing the inaugural ISCHS Quality of Care Report provided many challenges, but
was, overall, a positive experience, with consumers providing valuable ideas and skills. The
lessons learnt increased awareness of how to facilitate and support meaningful community
participation and will help guide improvements for future reports.

Dannielle Taylor, Occupational Therapist, Northeast Health Wangaratta

Alison Oakes, Occupational Therapist, Northeast Health Wangaratta

In 2007, the Department of Human Services granted all Adult Inpatient Psychiatric Units across
Victoria $20,000 for the Gender Sensitive and Safety Project to commence an environmental
upgrade to improve the safety and security for women on inpatient units. A working party was
developed at the Northeast Health Kerferd Inpatient Psychiatric unit to determine how best to
utilise these funds. Through consumer and carer consultation it was agreed that Kerferd lacked a
safe, therapeutic space for women and families to relax and feel safe, and decided to build a
sensory garden on an unused sight attached to the unit.

A partnership was formed with the local Goulbourn Ovens Institute of TAFE Horticulture
Department. Goulbourn Ovens Institute of TAFE 2008 students, in conjunction with the working
party, developed garden designs as part of their Certificate IV Garden design course, with the
Certificate IV Garden Construction Students building the Garden free of charge. This partnership
extended further including the Northeast Health Community Mental Health Team and Consumers.

The Occupational Therapist identified that an opportunity was there for staff to encourage, support,
and guide consumers to enrol, engage and participate in tertiary education as part of their personal

14



recovery plan. Therefore, a Vocational Recovery Program was designed and implemented by the
Occupational Therapy department as a pilot to support five consumers to gain a Certificate IV in
Garden Construction, as this was a gap in service provision.

The DESIGN, BUILD, GROW concept evolved from the opportunities that arose from the monetary
grant, partnership and project.

DESIGN

o Establishment of Partnership
o Design process of the Garden
o Development of Vocational Recovery Pilot Program

o Development of measurable outcomes.

o Construction phase of the garden

o The Therapeutic Process of Recovery for the consumers through social inclusion,
engaging in productive and meaningful occupations.

o Completion and ongoing therapeutic benefits of the garden

) The recovery process that consumers have been a part of and ongoing effect it has had
on providing meaning to their lives

o Continued development of partnership and programming with TAFE, students with no
diagnosed mental illness having a better understanding of mental illness, thus reducing
stigma in the community.

Noel Muller, Consumer Representative, Queensland Voice for Mental Health
Mary Visser

Ross O'Donovan

The Queensland Voice for Mental Health is a result of collaboration between consumers and
carers, and the Queensland state peak body for the mental health sector.

Consumers and carers, both from member organisations and as individuals, sought support from

the Queensland Alliance of Mental lliness and Psychiatric Disability Groups (the state peak body)
to lobby government for an independent state-wide mechanism for consumers and carers to
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provide advice on mental health policy and services from consumer and carer perspectives. This
collaborative lobbying, extending over a number of years, eventually suceeded in 2007, gaining the
support of the Queensland Government through the Mental Health Branch for the funding of a
‘project’.

The first phase of the project included strategies such as an audit and review of existing
mechanisms, consultation with a broad range of consumer and carer groups, and a series of
forums held in seven locations across the state.

From these forums, twenty-five delegates were elected to attend a convention designed to draw
together information gained throughout the project: to develop the structure of an independent
organisational mechanism, including its goals, assess the resources required, and the nomination
of a Working Group of six people who would progress the second phase.

The second phase involved a partnership between Queensland Alliance, the Working Group and
the Mental Health Branch. It was supported and funded by Queensland Health for the development
of a constitution, a set of objectives and a business plan.

We are now in the third phase of the project—establishing the incorporated body, developing a
broad membership base, and building a stakeholder network.

The organisation aims to implement a sustainable mechanism to enable ongoing meaningful
participation by consumers and carers in mental health service planning, delivery, monitoring and
evaluation.

With a united voice, consumers and carers will now be able to actively promote the health and
wellbeing of all Queenslanders. This organisation will be a catalyst for change in mental health at

local, state and national levels of the mental health sector.

Queensland Voice represents a true collaboration between the layers that are mental health
services in Queensland.
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Amy Nisselle, Researcher, Genetics Education & Health Research, Murdoch Children’s Research Institute
Ms Robin Forbes, Genetic Counsellor & Quality Assurance Manager, Genetic Health Services Victoria
Prof. Agnes Bankier, Director, Genetic Health Services Victoria

Eilis Hughes, Coordinator, Genetic Support Network of Victoria

MaryAnne Aitken, Research Strategy and Communications Advisor, Murdoch Children’s Research Institute

Clinical genetics services have been the focus of evaluation and guidelines since the 1970s. The
aim of this study was to seek feedback from consumers of a genetics service to inform quality
measures for client-centred genetic services. The study was a collaboration between the Genetic
Support Network of Victoria, Genetic Health Services Victoria and the Murdoch Children’s
Research Institute. In the first phase of the study, a nominal group technique was used to identify
issues important to 26 consumers and 33 providers of genetics services. These issues were
ranked and prioritised by the study participants into five themes: expectations; information; respect;
privacy; and logistics. These themes then formed the basis of a questionnaire, which included
categorical and open-ended questions, allowing both quantitative and qualitative evaluation of the
genetics service. The questionnaire was drafted and validated using the Delphi technique with
experts and piloted by consumers at three genetics clinics. The questionnaire was then distributed
to all consumers of a genetics service in Victoria, Australia.

The consumers of genetics services helped shape this research through input into both study
design and results. These findings, which will be presented in this discussion, have clear
implications for improving the performance of genetics services, both in Australia and
internationally. The recommendations for changes to the provision of genetic services, and the
challenges remaining, will be discussed during the presentation, which is co-presented with the
Genetic Support Network of Victoria.
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Dr Catherine Barrett, Research Fellow and Community Liaison Officer, The Australian Research Centre in
Sex, Health and Society

Associate Professor Anne Mitchell, Director of Gay and Lesbian Health Victoria

Improving the health and wellbeing of Australia’s 2.7 million older people requires a person-centred
approach to care. This involves understanding the story of each client and responding with
individualised care. To achieve this level of responsiveness, carers need to consider the potential
impact of their own story on care. Some carers may not fully understand how their own
assumptions and values about ageing and the context of care can prevent the client from achieving
their goals. In our experience, these obstacles to person-centred care are particularly evident in the
care of older people expressing their sexuality.

To address these obstacles to sexual expression, the Australian Research Centre in Sex, Health
and Society and Gay and Lesbian Health Victoria at La Trobe University have developed a
storyboarding technique. The technique is based on the premise that person-centred care is
achieved by listening to the client’s story and that an appropriate response requires the carer to
understand their own story.

Storyboarding is a technique used in film-making that produces a visual representation similar to a
comic strip. Workshop participants are supported to construct a storyboard that explores their
values and beliefs, those of the community and stories told by older people. For example,
storyboarder’s caring for gay, lesbian or transgender clients are invited to explore homophobia in
the community and the impact these community values have on their own responses to clients.
Next, stories are shared from the perspectives of older gay, lesbian and transgender clients to
create an understanding of the client’s perspective.

Achieving person-centred care for older people asserting their right to sexual expression makes
sense when the stories of older people and their carers are shared. The willingness to share
stories can allow taken for granted assumptions and beliefs to be addressed, boundaries to be
clarified and contemporary practices to be encouraged. Stories provide people with permission to
speak about what they see, feel and need. They provide the opportunity to shift care from what
carers think is best for the client to a position of client empowerment to describe what it is that they
want for themselves.
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Judy Hazelden, Community Development Worker/Fitness Leader

| believe this story matters and | believe after 19 years it should be told.

The Exercise Program is a small program, from small beginnings, in a small town, but the outcome
for those participants is anything but small—it's amazing!

In the beginning, our hospital closed, we became a Community Health Centre and this exercise
program was offered (1990). The class commenced in August 1990, with 14 participants and
myself as leader. The age range of participants was 40 to 65 years. We started with Gentle
Exercise to Music, to make sure it was suitable for all fitness levels. The idea was to have
movements to include all parts of the body. Ribbons, balloons and bean bags were included in the
program; duration 30 mins. In 1992, a two-mile walking video tape was introduced. In 2004 we
availed ourselves of the opportunity to have ‘Weights on Wheels’ program come to us at the
Centre.

As the program evolved the participants were active in other ways - they contributed to discussion
about the sort of exercises they wanted, how often they wanted the sessions and for how long.
They have been active partners in every way!

Early 2005, with a grant from our Wimmera Primary Care Partnership, | purchased 12 steps. | also
attended a class at Horsham YMCA to get ideas for these as well as purchasing a step DVD.
Numbers varied over the years; however, four originals still remained, looking great, very strong
and healthy. My volunteer leader whom | had shared with retired at this point.

On 23 August this year, we celebrated the anniversary of 19 years of continuous exercise. | still
have four original participants who have been there from the start; they are now 85, 84, 81 and 70.
They are committed to a healthy lifestyle and are making great choices for themselves. Another
participant who joined along the way is also 81. No one can believe how fit these ladies have
stayed, how active they are in our community, how motivated they are and what quality of life they
are enjoying.

They are living proof of how physical activity helps prolong an active lifestyle, promotes
socialisation and contributes enormously to overall wellbeing.
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Bronwyn Johnston, Researcher and Postgraduate Student, La Trobe University
Participants in the Neighbourhood Community Meals Project

J. Smale and B. Rosenbrock, Place Based Services, Melbourne Citymission

E. Hughes and K. Pavlidis, Plenty Valley Community Health

S. Ward, City of Whittlesea, Department of Aged Planning & Health Promotion
Whittlesea Community Connections

Peter Lalor Secondary College

Members of the Whittlesea local community

The social model of health recognises the effect of social, economic, cultural and political factors
and conditions on health and wellbeing. It is a conceptual framework for improving health
outcomes. It is aimed at preventing and reducing illness and addressing inequalities and
disadvantage that exist within the community. The social model of health informed the
development of Neighbourhood Community Meals program in the City of Whittlesea where a
partnership of Community Workers came together to address the issue of social isolation.

In society today, everyone is busy. It is easy to forget that within our communities there are people
who find it increasingly difficult to participate in activities outside their home environment and this
often has a detrimental impact on their health and wellbeing. The programs aim is to engage a
group of elderly residents (over 65) that are vulnerable to experiencing isolation. It was designed to
provide a social environment where this group of residents could build social connections and gain
knowledge around healthy eating practices through their participation. The meals are provided by a
group of volunteer cooks from the local community who come together to prepare the weekly meal.

During the eight-week program, the volunteer cooks learnt new cooking skills and honed old ones,
they developed together as a team to prepare and present a meal for up to twenty guests. The
number of diners expanded each week with a degree of ownership of the program developing as
they started attending earlier to sit and have a coffee and chat before the meal. Some would offer
assistance in the kitchen with the dishes after the meal and all felt free to offer an opinion of the
day’s meal and suggestions on the menu for the next week.

While the program has provided an activity for elderly community members there are varying

degrees to isolation and there is still further work required to engage truly isolated elderly
community members.
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Catherine Leslie, Lawyer,Policy Worker, Mental Health Legal Centre
Vivienne Topp, Lawyer,Policy Coordinator, Mental Health Legal Centre

Sara Clarke, Project worker, Mental Health Legal Centre

In Victoria there has been a resounding call from people with the lived experience of mental illness
for the introduction of advance directives for mental health. An advance directive for mental health
is a document drafted by a person with a mental illness to be used in the event of a mental health
crisis. Typically it contains special information outlining the person’s unique circumstances,
including psychiatric and other treatment choices as well as broad practical life management
arrangements (e.g. care of children, pets, accommodation and employment). Although they are not
legally enforceable in Victoria or indeed Australia, advance directives can make a significant
contribution to the wellbeing of people living with psychiatric disability. As one consumer explains,
‘... to be able to sit down and discuss things, has actually not only improved my own situation, its
improved my level of health.’

Overseas research also highlights the value of advance directives for consumers, clinicians and
others involved in the person’s care and treatment. Significant benefits include empowering the

consumer through participation, encouraging discussion between parties, clarifying the roles of

others to best support the person, minimising stress/distress in a mental health crisis, promoting
autonomy, fostering continuity of care and improving treatment outcomes.

The Mental Health Legal Centre’s research into advance directives for mental health aims to
understand and document the benefits, challenges and opportunities presented by advance
directives from the perspectives of consumers, clinicians and other stakeholders in Victoria.

Simone Mulvihill, Nurse Practitioner Candidate, Rural and Remote

Di Kenyon, Director of Nursing

Jika is a 12-year-old boy with multiple medical problems. Jika requires two-hourly medications via
a tube in his stomach to stop him from fitting, is wheelchair-bound and recently spent four months
in the Royal Children’s hospital. Jika lives on a large farm 25 minutes away from the nearest town
in rural Victoria. His dad runs the farm and his mum Kate, looks after Jika and his 3-year-old
brother, Gage.
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Generally speaking health outcomes are poorer for people in rural Australia. Local services are
few and specialised care is metro-centric. Jika's health needs were estranged from local services
and this placed a large burden on his mother and relevant care providers. In response to Jika’s
situation and needs Mclvor Health and Community Services devised an alternative way of
providing care for Jika and respite for Kate and Gage.

Mclvor Health and Community Services designed care to suit Jika and all of his needs, alongside
providing some respite for his mother Kate and brother Gage. We were able to improve
performance by designing a respite model that offers side-by-side care involving Division One
Registered Nurses, Personal Care Attendants within an acute and community setting. Respite for
this family now occurs weekly and we are looking at an overnight respite model as the next step.

This designing of specific care for Jika has been successful and there have been no gaps in care
or service. Jika has been able to access specialised nursing care within his respite hours, and has
access to diversional therapies and community events. His mother Kate has time to spend with her
three-year-old, and importantly, time for herself. Mclvor Health and Community Services plans to
expand this model, based on what it has learnt from working with the family, so that it can be
offered to other children within the community who have complex medical problems and are cared
for at home.

Cath Roper, Consumer Academic, Centre for Psychiatric Nursing

Wanda Bennetts, Consumer Consultant, Forensicare

Beth Shingles, Consumer Consultant, Royal Melbourne Hospital

Shirley Jennings, Senior Nurse, Barwon Health

Vrinda Edan, Director of Consumer and Carer Relations, Southern Health Mental Health Program

Dr Bridget Hamilton, Director of Nursing, St.Vincent's Mental Health & Senior Lecturer, University of
Melbourne

David Guthrie

Mental health policy requires that the consumer perspective be included in the education and
training of mental health practitioners. Most professional bodies have developed guidelines for
implementing the consumer perspective in curricula to ensure high quality education in the
preparation of the mental health workforce. In addition, the National Health and Medical Research
Council have produced guidelines surrounding the inclusion of the consumer perspective in
research.
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This presentation will tell the story of developing a Consumer Perspective Academic Program,
describe the philosophies and principles behind our work and outline what consumer leadership
means to us.

The Consumer Perspective Academic Program in mental health at the Centre for Psychiatric
Nursing, University of Melbourne, operates from the understanding that consumer perspective is a
unique discipline in its own right. The program is being developed to address the significant issue
of how consumer perspective can be applied to teaching and research activities in a tertiary setting
and in the mental health service sector more broadly.

The consumer academic has provided training to the mental health consumer workforce,
organisations, and staff; initiated consumer research, including disseminating findings in refereed
journals and conference presentations; and provided consumer perspective on a range of
government and mental health service initiatives as well as providing and promoting consumer
perspective more broadly across teaching and research activities within a tertiary setting. The
consumer academic also develops, teaches and assesses the core subject: Consumer Perspective
and Participation, as part of the Postgraduate Diploma in Nursing Practice, at the University of
Melbourne.

While the original aims have been met by this initiative, there remain inherent issues regarding the
sustainability and growth of consumer perspective activities. In 2007, the consumer academic, in
consultation with other stakeholders, made the decision to move towards establishing a Consumer
Perspective Academic Program. Our focus is on consumer leadership and promoting consumer
perspective as a discipline that has application to teaching, research, and practice and policy
development. A partnership is developing between the School of Health Sciences at the University
of Melbourne, the Centre for Psychiatric Nursing, and consumers represented on our reference
team and Psychiatric Action Training group.

Simon Ruth, Director Complex Care, Peninsula Health

Deon Davis, Koori Services Team Leader, Peninsula Health

The Mornington Peninsula, like much of Melbourne, has an Indigenous community made up of
people from all over Australia. There is not a strong presence of the traditional owners locally and
there are no Indigenous controlled organisations based on the Peninsula. This has created unique
issues for Peninsula Health in attempting to engage the local community.
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In 2005, Peninsula Health sought to address this through the development of the Koori Community
Advisory Group, later to become the Aboriginal Torres Strait Islander (ATSI) Community Advisory
Group (CAG). The ATSI CAG has continually re-invented itself in attempts to ensure that the local
community has a voice. This presentation will look at the learnings Peninsula Health has made in
attempting to make this model sustainable, as well as the successes of the group in highlighting
issues of concern such as a culturally responsive space.

Michelle Marvin, Policy Manager, Breast Cancer Network Australia

Breast Cancer Network Australia (BCNA) is the peak national consumer organisation for
Australians affected by breast cancer, with more than 36,000 members across the country. We
work to ensure that women diagnosed with breast cancer and their families receive the very best
information, treatment, care and support possible—no matter who they are or where they live.

BCNA's internationally recognised Seat at the Table Program provides training and support to
women with breast cancer across Australia to become Advocates, and to take ‘a seat at the table’
where decisions about breast cancer are made. Over the years, our Advocates have informed and
influenced doctors, researchers, policy-makers and other decision-makers involved in the
treatment and care of women with breast cancer, across all levels of the health care system.

In this joint presentation a BCNA staff member will provide an overview of the key components of
the Seat at the Table Program, and one of our trained Advocates will speak about the challenges
and rewards of her personal experience as a BCNA Advocate. We will highlight throughout our
presentation how the Seat at the Table Program and our Advocates make a genuine difference for
women with breast cancer across the country.
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Godefa Gher, Project Officer (CALD), Australian Community Centre for Diabetes, Victoria University
Mr Harry Bryce, Executive Director, Australian Community Centre for Diabetes, Victoria University

Professor Kerry Bennett, Research Director, Australian Community Centre for Diabetes, Victoria University

The aim of this presentation is to explore the use of community development approaches, tools
and frameworks to assist migrant and refugee communities across western metropolitan
Melbourne in working collaboratively to prevent and manage diabetes.

Across this region, diabetes is presenting a significant challenge for culturally and linguistically
diverse (CALD) communities and service providers. Its prevalence in this region is the second
highest in the world, with 8.1 per cent compared with the national average of 5 per cent.
Ambulatory care hospital admission rates for long-term diabetes complications (renal, ophthalmic,
neurological, circulatory) rose from 2.74 per 1,000 population in 1999-2000 to between 16.49
(Wyndham) and 25.90 (Brimbank) in 2004—-2005.

Cultural factors, migration experiences and exposure to western lifestyles are reported to be
related both to higher rates of diabetes and the lower success of programs that are aimed to
prevent and manage diabetes for people from some migrant and refugee communities. This has
led a number of researchers to recommend programs that involve collaboration with target groups.
This project thus reports on a process for developing and instilling systems for real community
engagement in finding solutions to address the challenge of diabetes and other chronic conditions.

This study entails process evaluation of a community development strategy undertaken by the
Australian Community Centre for Diabetes. This strategy involved the establishment of a CALD
Advisory Committee which has representation from more than thirty health, settlement, education
and community groups that work directly with the numerous migrant and refugee communities
across western metropolitan Melbourne. The ethno-specific agencies and support networks
represented on this Committee include, for example, the Migrant Resource Centre North West, the
Filipino Community Council of Victoria, CELAS (Spanish), the Vietnamese Welfare Resource
Centre, the Federation of Chinese Association, the Macedonian Community Welfare Association,
Serbian Social Service and Support, the Horn of Africa Community Network, etc. The committee
operates under Terms of Reference and has been formed to discuss, design and implement
diabetes prevention and management programs for migrants and refugees in the western region of
metropolitan Melbourne.
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The evaluation was undertaken within the framework of the expanded chronic care model and
included descriptions under each of the seven main elements of this model. It also incorporated
analysis of the effect of social determinants on each community’s capacity to build social capital
and to manage issues that affect their health and wellbeing.

The results demonstrated the effectiveness of the Australian Community Centre for Diabetes
CALD Advisory Committee in providing a system for building capacity in migrant and refugee
communities. The Committee was able to identify issues for CALD groups in relation to diabetes
prevention and management and to describe three main priority areas: healthy lifestyle (nutrition,
physical activity and financial issues); culture (language, communication, health beliefs and
perceptions); and research (evaluation, improved data).

This community development approach enables health workers, ethno-specific service providers,
settlement support services, community groups and others who have a vested interest in refugee
and migrant issues to work together and to develop partnerships. This community development
approach to prevention and management of chronic conditions within refugee and migrant
population has potential for positive health outcomes through using existing community structures,
and through bridging language and cultural barriers.
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Marg Arnold, Member, Consumer Reference Group, CanNET Victoria Consumer Network

| was diagnosed with breast cancer in 2006. The choices | made for my treatment involved initial
surgery and chemotherapy in Wangaratta then reconstructive surgery in Melbourne. This process
was fraught with challenges. | became involved with the CanNET Victoria program in 2008 and
realised that many rural consumers had similar problems. My involvement with CanNET Victoria
gave me an insight into the way consumers can make a difference and | have since become
involved with Cancer Voices Victoria and Cancer Australia. Unfortunately, there are a number of
barriers to consumer participation for rural people working full time. Employer support would help.

It's not like you are putting out fires...

o While many employers recognise the value, both to the community and to the individual,
of volunteer and community services such as the CFA and SES, the concept of volunteer
representation in other fields seems limited

o Consumer involvement in the health field is not an emergency service therefore may be
viewed as a hobby

o Opportunities for consumers who are working full time are limited to:

o] Activities outside business hours
o] Activities that are supported by your employer
o] Activities that the individual is willing to use annual leave to attend
o Logistical problems that re-present in the consumer rep experience for rural participants:
o] Distance: a short appointment takes all day
o] Metro-centric activities: all the meaty stuff happens in the city

No, but look at all this other stuff | learned; and | met this really interesting person who's...

o Initial experiences with the CanNET Victoria program were positive—my story published
in ‘You Can — stories of the cancer experience’ helped explain what | was doing
o Subsequent training and planning sessions have added to my skill set. | have:
o] Started learning another language (health and research speak)
o] Developed committee skills and knowledge about getting my point across
o] Become aware of the power of advocacy
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) Made some valuable contacts that | can use to develop my professional position
o Explored possibilities of developing partnerships between my employer and my new
‘friends’

Can we look at it like a ‘back burn?’

o Limited agreement reached that | can participate in activities that may develop
relationships that may be beneficial to my employer as long as they do not interfere with
normal operation of the business

o Ongoing juggling act—trying to decide how much of my personal and family time | want to
devote to this

Conclusion

o While there has been a strong focus on convincing consumers and health care providers
that consumer representation is valid and productive, employer support is vital if
consumers working full time are to engage successfully

o Development of literature describing the benefit to organisations supporting consumer
representatives may help

Peter Dawson and Cameron Nottingham, Youth Community Advisory Group, Peninsula Health

Getting Started — The Peninsula Health Youth Community Advisory Group Journey

The establishment of Peninsula Health’s Youth Community Advisory Group was first discussed in
2008 as becoming a vital link to the youth community. It was envisaged that the Youth Community
Advisory Group would enable the voice of this community to be heard and considered in the
planning, implementation and delivery of services and in ensuring youth awareness of Peninsula
Health activities.

Through an opportunistic partnership with the Monash University Department of Health Sciences, a
well-researched youth engagement report was produced. The ‘Youth Engagement Strategies for
Developing a Youth Community Advisory Group’ report has provided a strong platform for
Peninsula Health to proceed with engaging youth community and in the Youth Community
Advisory Group development.
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Kate Duff, Consumer Participation Officer, Alpine Health

Patricia Dixon, Community and Health Advisory Group member, Alpine Health

Alpine Health is a Multi-Purpose Service in north-eastern Victoria. The organisation provides a
complex range of services including emergency, inpatient medical, obstetric, surgical, and
community health across the three towns of Myrtleford, Bright and Mt Beauty.

Alpine Health is committed to community participation at all levels of health care planning and
delivery. The Alpine Health community participation philosophy encompasses a strong history of
involving and working in partnership with our community. This includes empowering the local
population to prioritise their needs for service availability and delivery, which in turn has created a
sense of ownership within the community for Alpine Health services. This has enabled the
organisation to identify and be responsive to the community’s health needs.

Community consultation is embedded across the organisation’s five broad areas, which include
governance and service planning, development, implementation and evaluation, quality
improvement and patient treatment and care. There are three Community and Health Advisory
Groups (CHAG) that work within Alpine Health.

The presentation will showcase:

1. How each CHAG has taken on an increasingly complex agenda for service development
and improvement.

2. CHAG contribution to the review of Alpine Health’s patient information.

3. CHAG engagement in health promotion activities including Men’s Health, Community
Support Services and Cancer Support Services.

4, The added role and success of community advocacy across a wide range of social and
public health issues.
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Romi Grossberg, Personal Helpers and Mentors Social Worker , Inner South Community Health Service

Linda Williamson, Health Promotion Coordinator, Inner South Community Health Service

The annual Homeless Memorial event, now in its ninth year in St Kilda, provides a non-political
public forum in which community members and workers can reflect and commemorate those who
have died whilst homeless. It draws heavily on the principles of community inclusion, capacity
building and community participation.

A key to the success of the Homeless Memorial is that half of the participants involved in the
Working Party organising the event are local community members. In 2009, twenty community
members were involved in the Working Group over a five-month period. This is a significant
achievement for a group which started out as a small group of agency workers making all of the
decisions.

Over the past nine years, an effort has been made to work up to the higher levels of the ‘Ladder of
Capacity Building and Community Partnership’; from Dispersal of Information, through utilising
Consultation, to a definite Partnership with various local agencies and community members. Now,
much of the work in the lead-up to and at the event now leans toward the fourth rung of Delegation,
with community members holding equal decision-making power.

This increased level of community involvement and ownership has been enabled via the many
agencies involved. The support provided has been financial, with public transport and taxi
vouchers provided for attendance at meetings; emotional, through informal supervision or de-
briefing; and educational, through the development of skills in event planning and design, minute-
taking and networking. This support not only addresses barriers to participation, but also improves
the skills and confidence of individuals and builds the capacity of the community more broadly.

From the community members’ perspective, the Working Party contributes significantly to the
health and wellbeing of the participants, encouraging growth, self-belief and trust in a group of
people that may have not felt this in the past. From the 2009 Working Party three community
members have continued their journey to improve their individual lives, with two being accepted at
TAFE and volunteer work and one securing employment.
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One of the most significant learnings from increasing community involvement in the Homeless
Memorial has been that community participation and development is a two-way street. The agency
workers have an important role in providing the time, space, encouragement and support to ensure
that the event runs smoothly; but it is the community members who put their heart and soul into the
event, gradually gaining the confidence to participate with a level of self-reliance and authority. It is
difficult to say who gains the most—the community members who start a new life through gaining
empowerment and trust; or the workers who are enriched by their enthusiasm and honesty, and
are reminded why they joined this industry in the first place.

Elaine Hillis, Community Participation Resource Officer, Peninsula Health

Peninsula Health Disability Community Advisory Group

Getting Started:

In April 2008 Peninsula Health commenced the establishment of its Disability Community Advisory
Group (CAG) following from a strong partnership with a local disability service provider. The group
forms part of Peninsula Health’s Community Participation framework. Members were recruited via
expressions of interest in local newspapers and networking with relevant local services. Following
a robust interview and selection process members were appointed and orientated to Peninsula
Health and their roles within the organisation. This four-month recruitment process provided the
Disability CAG with broad representation from people with a disability, carers, service providers
and Peninsula Health staff.

Progress:

Meetings commenced in August 2008 and occur monthly. Strong community member
representation has been maintained despite membership changes.

The Terms of Reference were developed by Disability CAG members, ensuring its focus was
identified and agreed upon by all. A series of brainstorming sessions were held to identify priority
issues. The group then initiated a number of activities resulting in positive outcomes.

Key Achievements:

In twelve months of operation the Disability CAG has achieved:

Consumer feedback

o Active feedback into the Peninsula Health Strategic Plan, relevant draft policies and
participation on a Peninsula Health Rights & Responsibilities Working Party.
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Intellectual Disability Focus Groups

o Completion of a series of focus groups looking at Improving Healthcare at Peninsula
Health for People with an Intellectual Disability. These groups were held with people with
an intellectual disability, carers and Peninsula Health staff. The resulting report and
recommendations will be used to inform the health service.

My Future My Choice

o Successful submission to the Department of Human Services My Future My Choice
initiative for younger people with disabilities residing in residential aged care facilities. The
joint submission between ‘focus’ Individualised Support Services and Peninsula Health for
a purpose-built facility on the Mornington Peninsula was accepted in May 2009 with
planning for the facility well under way.

Building Blocks for Success

) Meaningful community participation facilitated by:

Provision of transport
Wheelchair accessible venue
Provision of Auslan interpreters

Advocate support

O O O O O

Support for respite services for carers

o Strong commitment to overcoming the barriers to participation and obtaining required
supports.

o Effective communication strategies and information dissemination with the convenor
supporting the active participation of Disability CAG members.

) Meetings run to ensure participation by all Disability CAG members is supported.
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Danielle Mee, Nursing Development Associate, Royal Children's Hospital
Shari Stewart, Lecturer, Australian Catholic University

Sally Hicks, Nursing Development Consultant, Royal Children's Hospital

The Royal Children’s Hospital’s vision is ‘to be a great children’s hospital’. In order to achieve this
vision there must be excellent child- and family-centred care. How do we know if we are achieving
that aim? We need to ask the most important people—the children and their families. While we
have been good at asking families, we have not been as good at asking children what they think
about being patients. It is through researching with children that health care professionals can
begin to consider the child’'s perspective. Understanding the way in which children think, feel and
respond to the hospital has significant implications for the model of health care we provide.

To support clinicians in becoming more aware of both the good work that is done and areas for
improvement, we have been collecting stories from children about their experiences by asking

‘What is it like to be a patient in this hospital?’ The principles of participation, collaboration and

acknowledging children as competent reporters of their own experience underpinned this work.
The first round of story collection occurred in the early months of 2009.

The children’s commentaries on their hospital experience were drawn on to feed back the findings
to clinicians. The themes were presented and quotes from the children’s stories were shared to
ensure that their voices were represented. A report is currently being compiled for circulation to key
stakeholders in the organisation.

This early work, along with support to develop the necessary skills, has prompted clinicians in a
number of areas to actively engage in collecting stories from children in their units. Some of these
stories have been themed with the evidence either validating current practice or stimulating critical
discussion leading to change.

Researching with children is a crucial step towards understanding the hospital experience for
paediatric patients and this work has been possible due to collaboration between paediatric
patients, their families and health care workers. By asking and listening to children and ensuring
that what they tell us informs what we do, we will no longer be basing our practice on assumptions.
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SECTION 3
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Currently, people discharged from Victorian public hospitals are randomly selected to receive a
written survey. When completed it is returned to an independent contractor for analysis. Feedback
is then provided to health services to be used for quality improvement. This survey is the Victorian
Patient Satisfaction Monitor (VPSM), which has been operating in Victoria since 2000. Recently the
Australian Capital Territory and Queensland governments have adopted the survey.

This workshop will cover what happens when the Victorian consumers’ hospital experience is
collected and discuss the differences between ‘patient satisfaction’ and ‘patient experience’. The
workshop will offer information on measuring patient experience as a national quality outcome

indicator and asking consumers:

‘Are we measuring what is important to you?’

We begin with consumer stories. We hear from rural consumers who have travelled for health care.
Then we hear from health and community services who will share their service development
initiatives in the following key areas:

o Ways of identifying rural consumers at all points along the journey of health care

o GP practice, and especially the practice manager/nurse as the key beginning point of
information and coordination for rural consumers

) ‘Someone who actually knows the system’

o Key staff in rural, district rural, regional and city hospitals who provide coordinated support
and advocacy within the health service for rural consumers
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) Development and provision of whole-of-transport and accommodation information to
consumers and health services

o Rethinking discharge to ‘transfer of care’, including holistic assessment, early planning
with consumer and carer and close communication and coordination between treating and
more localised health services

o Provision of better transport and accommodation support and options
o Initiatives which reduce the need for rural consumers to travel

We invite consumers and health services to share examples of their work in any or all of these
areas in response to the needs of rural consumers.

Health Issues Centre is proudly organising this workshop in collaboration with rural consumers and
colleagues from Department of Health Rural and Regional Health Branch, Department of Human
Services Gippsland Regional Office, Victoria Quality Council, Peter MacCallum Cancer Institute
and Mallee Division of General Practice.

As the population ages, the proportion of older people with complex health needs presenting to
emergency departments is increasing. Ensuring that the emergency care environment is designed
and managed to provide physical, social and environmental features that meet the special needs of
older people can promote a positive emergency department experience and improve health
outcomes for older people.

This workshop will present the findings of one of the first Australian studies to examine emergency

department care from the perspectives of older people and their carers, and, more importantly, will
invite participants to examine possibilities for implementation of some of the findings.
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Sarah Clarke, Project Worker, Mental Health Legal Centre

The simple fact is that, hopefully, none of us go to hospital when we are well so hospital and crisis
staff usually only see us when we are unwell. That tells them little about who we are and our home
life, our personal understandings of what works and what doesn’t for our mental health and the
people and things we rely on (and who rely on us) in daily life. These things are important.

The cat doesn't stop needing food because we have been taken away, we don’t cease being
allergic to broccoli because we are admitted to hospital and we may or may not consider our family
to be those written in the file as relatives. Your doctor or psychiatrist may have prescribed
something you reacted badly or well to that isn’t recorded in your file. Perhaps you find a hand on
the shoulder reassuring when in crisis or perhaps personal touch is unbearable. You may have a
friend who always wants to visit you in hospital but you would rather not see them at that time.
Work or school may need to be notified of your absence but told something that will not bite you
later.

An advance directive gives you the chance to sit down when well, work out what needs to be done
and what works best for you should you become unwell and have that information available to the
hospital or clinic when you need them to know but may be in a poor position to explain and have
your wishes taken seriously.

Sara Clarke will talk about how her own rocky 25-year journey through services could have been

different had she had an advance directive in place as well as introducing the form created by the
Mental Health Legal Centre for the purpose.
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Lena Dimopoulos, Transcultural Services, Eastern Health

The absence of an appropriate communication tool which would alleviate the need for playing
charades, for both patients and staff. This need was originally raised by nursing staff in an aged
care rehabilitation facility, when trying to communicate simple words to non-English speakers in the
absence of a professional interpreter. '‘Cue Cards' depict a picture to communicate a simple word
such as 'shower, 'hot drink’, ' doctor’, with the translation of the word under each image, and cover
over 200 commonly used words in health care.

We believe the success of this resource, in assisting clients and staff in facilitating communication,
lies in the process undertaken during development—wide consultation by cross-sector agencies
and inclusion of consumers in decision- making every step of the way. The project has clearly
indicated resources can be shared across industries, and national boundaries, no matter what
language people speak.

Rebecca Dunkley, Physical Activity Coordinator, Caulfield Community Health Service, Caulfield Hospital,
Alfred Health

Kirstan Corben, Program Manager, Caulfiled Community Health Service, Caulfield Hospital, Alfred Health

Jacqueline Goy, Health Promotion Officer, Caulfield Community Health Service, Caulfiled Hospital, Alfred
Health

Caulfield Community Health Service (CCHS) identifies physical activity as a main priority area and
offers a variety of programs to meet community needs. The organisation recognises the
importance of community participation as a positive way to engage with our community and an
opportunity for individuals to contribute to key organisational decisions. The Strength Training
program has developed a key body of participants to assist the organisation in strengthening and
improving physical activity programs.

Currently the Strength Training program, aimed at older adults, has almost 700 participants and an
ever-growing waiting list. CCHS provides 49 sessions of Strength Training per week and assists
external agencies to develop similar programs to cope with demand in the local area. Since the
inception of CCHS Strength Training 10 years ago, the constant improvement of the program has
led to a steady increase in participant numbers. Primarily, decisions were made by CCHS;
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however, an organisational focus on community participation led to the creation of the Strength
Training Representative Body (STRB) in 2007. The STRB was formed with 8—-12 members
meeting monthly with senior representatives from CCHS. The aim of the STRB is to assist in
determining the future direction of Strength Training and further developing the means by which
communication takes place.

The STRB has a variety of responsibilities including involvement in recruitment decisions,
continuous quality improvements, providing feedback to CCHS as a consumer group, contributing
to the development of social inclusion strategies, writing articles for newsletters and representing
CCHS on the Council on the Ageing advisory committee. The contribution of STRB to the Strength
Training program, and activities more broadly within CCHS, has led the group being highly
regarded amongst both the Caulfield Hospital and Alfred Health executive teams. The group is a
unique example of how community participation is a vital part of the work CCHS undertakes.

The results of the STRB evaluation demonstrated a mutual benefit for both the participants
involved and the organisation. Participants have consistently expressed high levels of satisfaction
with the group, in particular ‘having the opportunity to listen and exchange views’ and their
contribution to the organisation is invaluable. With current plans to further develop innovative
physical activity programs it is expected that the STRB roles and responsibilities will continue to
expand in the future.

Elaine Hillis, Community Participation Resource Officer
Peninsula Health Community Advisory Committee

Peninsula Health Community Advisory Groups

Peninsula Health's strong culture of community participation is supported by staff and a dedicated
team of community members. These community members contribute to service planning, delivery,
and evaluation within Peninsula Health, through membership on a number of groups and
committees including Peninsula Health’s Community Advisory Committee and a range of
Community Advisory Groups.

Peninsula Health’'s Community Advisory Committee (first established in 1995 and currently
comprising thirteen community members) brings the voices of the community and consumers into
decision-making processes and ensures services are responsive to diverse community needs. The
development of an expanded Community Advisory Committee and Community Advisory Group
structure supports improved linkages to and partnerships with, Peninsula Health’s community,
including specific needs and marginalised groups.
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The Community Advisory Committee and the twelve Community Advisory Groups are supported by
a comprehensive governance structure/framework that not only enables meaningful community
engagement and contribution but also provides a consistent and coordinated approach to the
management of this diverse team at Peninsula Health.

This presentation will talk about how this structure works and the outcomes achieved.

Deborah Humphreys, Community Participation Officer, Bellarine Community Health

Karen Oliver, Primary Care Manager, Bellarine Community Health

Bellarine Community Health is taking a proactive approach to community participation and
engagement in tandem with its efforts at best practice around health promotion interventions.

This presentation demonstrates the work done around community participation and engagement in
2007-09 and touches on health promotion strategies undertaken by the organisation. The
community participation and engagement approach taken has been a process of action learning
which has used; semi-structured interviews, pre-engagement surveys with community and staff, an
interactive survey using sticker dots and the Body Game. The Body Game was developed to
engage the community around health issues in a non-threatening way. The presentation covers
briefly the Bellarine Community Health Action plan—a product of community consultation and
subsequent activities undertaken.

As a way of feeding back to community and staff the results of previous consultations a series of
23 Kitchen Table Discussions have been conducted. In addition, these focus groups have collected
qualitative data to further determine the important issues and perceptions around health for people
in the community. This data is being processed through a series of facilitated workshops with staff
and community members to create the next Community Participation and Engagement Action Plan
for Bellarine Community Health.
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Allan Martin, Peer Educator, Council to Homeless Persons

David Montgomery, Peer Educator, Council to Homeless Persons

This case study will focus on the need for greater collaboration and partnerships across health and
allied services to ensure people leaving the health care system are not exited into homelessness. It
will also highlight the benefits of consumer participation in improving outcomes and explore a
successful consumer group model.

Allan Martin had a successful business and David Montgomery was a long-term employee of 20
years. Both had stable housing until they experienced a breakdown and found themselves in the
mental health system. After undergoing treatment they were both exited into homelessness—
‘dumped’ in appalling shared accommodation with no information about support or resources. Their
road to recovery was to begin here, in an environment where they were socially isolated and
exposed to daily violence.

With little support they ‘stumbled’ across agencies that assisted them in the pathway out of
homelessness. Allan and David still remain volunteers at these agencies assisting and advocating
for others who have found themselves in a similar situation.

One of the things David and Allan learnt from their experience was the realisation that they had
little say in the services that were provided. Their lack of participation left them feeling out of
control and had a direct affect on their health and recovery. They both advocate strongly that active
participation of people in decision-making processes that affect them is a fundamental human right
and meaningful involvement is crucial to developing effective responses and outcomes.

Allan and David have a sound understanding of consumer groups, the challenges involved,
strategies to overcome and the fundamental requirements of establishing consumer participation
that is not tokenistic and has meaningful input into the development and implementation of policies
and programs that are targeted, efficient, and effective and meet long-term needs.
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Margaret McKenzie, Project Worker, CanNET Victoria
Christine Scott, Program Manager, NEMICS

Kate Debono, Consumer Participation Officer, CanNET Victoria
lan Roos, Consumer representative, NEMICS

Assoc. Professor Paul Mitchell, Clinical Director, NEMICS

Dr Craig Underhill, Clinical Director, Hume RICS

Dr Caroline Hawkins, GP Adviser, CanNET Victoria

Spiridoula Galetakis, Cancer and Palliative Care Unit, DHS

CanNET Victoria consulted with 128 people affected by cancer in the Hume Regional Integrated
Cancer Services (Hume RICS) and North Eastern Metropolitan Integrated Cancer Services
(NEMICS) regions to give them an opportunity to tell their stories, identify areas for improvement
and answer specific questions related to areas of the CanNET Victoria project. These consultations
with consumers provided the foundation for developing a consumer participation strategy, which
included the development of a consumer network and addressing identified issues.

The development of the consumer network aimed to seize the opportunity provided, when 71
participants from the consultation phase of the project expressed interest in being involved in the
CanNET project, by providing a vehicle to bring together anyone with an interest in improving
cancer services at an individual, service or system level.

The role of the network is to:
o Facilitate communication among members and in the first instance the CanNET Victoria
project, beyond that NEMICS and Hume RICS

o Provide an avenue for the flow of information from the CanNET project to consumers and
vice versa

) Facilitate the provision of support and advocacy at the individual, program, service and
system level.

There are currently 120 consumers registered in the network.
The development of the CanNET Victoria Consumer Network has provided participation
opportunities for people affected by cancer in the Hume RICS region. This has significantly

increased the capacity of consumers in a regional area to participate in service improvement
activities.
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Donna Harvey, Honorary Associate, Broken Hill Department of Rural Health, University of Sydney
Annette Rushforth, Honorary Associate, Broken Hill Department of Rural Health, University of Sydney
Kylie Hinton, Consumer Advocate, Broken Hill Department of Rural Health, University of Sydney

Elizabeth Martin, Mental Health Academic, Broken Hill Department of Rural Health, University of Sydney

We are three consumers of Mental Health Services that collaborate with a Mental Health Academic
to design and deliver an educational workshop for health workers. The aim of our workshop is to
inform people who work in mainstream and mental health services about the impact of care
delivery on the recovery of a consumer.

The workshop combines stories of our experiences in health systems, both good and bad, with
theoretical frameworks such as the Recovery model. Our stories illustrate the benefits of using
these models and the harms of paternalistic approaches. We do this to emphasise the importance
of Person-centred approaches to care.

When we started the workshop we hoped to make a difference for the consumers of mental health
services by changing the way people delivered services. We have found that telling our stories
makes a difference to more people than we had hoped.

Our stories make a difference to students that visit Broken Hill.

Our stories make a difference to workers in mental health.

Our stories make a difference to other consumers.

Our stories make a difference to the organisations that support us.

Finally, our stories make a difference to US. Telling our stories has built our confidence and made
us more outgoing. We do not focus on the impact of our illness during these workshops, as the

focus is not on treating illness but improving the delivery of care. Telling our stories has given us a
role as teachers and a belief in our place in the workforce.
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Lei Ning, Researcher and Deputy Director, Consumer Research and Evaluation Unit of the Victorian Mental

Illness Awareness Council

Consumer and carer experience is an exciting new initiative in mental health service quality
improvement activities based on the review and recommendation of the previous satisfaction
surveys that were conducted by the Department of Human Services in 2005.

The initiative moves away from rating the satisfaction of consumers and careers to eliciting their
experiences in the belief that satisfaction rating had minimal impact on service quality
improvement, whereas consumer and carer experience of mental health services will provide
concrete evidence that can be smoothly translated into meaningful service quality improvement
activities.

One of the main characteristics of the initiative is an effective model of a high level of consumer
and carer patrticipation, and the primary researchers are consumer and carer representatives.

Gathering experiences of consumers and carers is the first step. The second step is using the
information to improve their experience with mental health services, which is a primary focus of the
initiative.

As an integral part of consumer and carer experience, the Mental Health Experience Co-design
(MH ECO) applies the most recent theory and practice of Experience-Based Design in health
service quality improvement. The core of this approach is to engage consumers, carers and
service providers to actively work together to co-design the services with a strong commitment to
change. The MH ECO as a new model of consumer and carer participation was conducted at
Doutta Galla (Mental Health Programs) since early this year. The presenters will tell their
experiences of participating in this new paradigm.

This initiative is well-supported by all stakeholders, and has been drafted into the strategic plan of
the Victorian mental health reform, which has gained national and international attention.
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Ennalies Oudendijk, Health Promotion Team Leader, North Yarra Community Health

Bich Ha, North Yarra Community Health

Michael McMahon, North Yarra Community Health

Lokhman Kaleshi and Nejat Faid, community residents from the Carlton Public Housing Estate

In Australia, mental iliness has been identified as the leading cause of disability burden.
Disadvantaged communities including culturally and linguistically diverse (CALD) backgrounds are
much less likely to have good social capital (i.e. social networks, friendships) and much more likely
to experience adverse mental health outcomes (e.g. depression and anxiety). According to local
health data, mental health is a critical health issue in the City of Yarra where there are large
pockets of poverty and cultural diversity with 40 per cent of the population born outside Australia
from over 130 countries. Community consultations identified the need for initiatives promoting good
mental health and social inclusion.

On 20 March 2008, Carlton Harmony Day celebrations took place on the Carlton public housing
estate with a wide range of activities, food and musical entertainment. Approximately 1,000
residents of the Carlton estate and the broader community (including service providers and
agencies) were in attendance.

Carlton Harmony Day is an initiative of the Carlton Local Agencies Network (CLAN) with at least 40
local community members involved in planning, organising, implementing and evaluating the event.
The skills (e.g. Occupational health & safety certifications and event management), self-esteem
and self-efficacy of at least 12 local community residents were developed through their roles as
key partners. A steering committee of local service providers, businesses, governments, and local
residents was set up to meet on a monthly basis to make key decisions about the event such as
entertainment, marketing, promotion, coordination of events, publicity and catering.

This presentation will discuss the success factors, significant learnings, strategies needed to
address barriers to participation and challenges remaining.
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Merrin Prictor, Quality Manager, Goulburn Valley Health

Margo Koskelainen, Consumer Liaison Officer, Goulburn Valley Health

Goulburn Valley Health commenced the process of implementing a consumer advisory committee
long before it became a requirement to do so. Vigorous debate on structure, role and purpose led
to a comprehensive implementation plan and the subsequent formation of a committee that is now
embedded in the Goulburn Valley Health structure. Many consumer advisory committees in
Victoria have gone through times where it has been difficult to recruit members or to define the
committee purpose. Despite similar challenges, the Goulburn Valley Health Consumer
Consultative Committee has flourished. This paper will present the key factors that have
contributed to this success.

Amira Rahmanovic, Education and Program Manager, Multicultural Centre for Women'’s Health

Multicultural Centre for Women'’s Health (MCWH) is a pioneer organisation in multilingual health
education and promotion with a history of over 30 years. The organisation started in 1978 as a
factory-visiting program, and now extends its outreach model into varied workplaces and
community settings. The bilingual health education model works effectively for women from
immigrant and refugee communities and is sensitive towards women'’s diverse needs. The model
ensures that knowledge is shared among women, our messages are understood and clearly
communicated without the interruption caused by the interpreting process. Perhaps most
importantly, it ensures that the knowledge of immigrant and refugee women is acknowledged, and
their choices are respcted. As a MCWH Bilingual Health Educator has stated below:

Many women now know the freedom, power, and sense of wellbeing that health
information delivered in their own language means; the interest this generates
amongst immigrant women convinces me that bilingual health promotion makes
women stronger and more confident about their work and families.

46



We work with a diverse group of women with complex and multidimensional needs and life
experiences. Given the cross-cultural context in which we work, we have to make sure that women
are provided with optimal conditions which will enable them to actively participate and gain a sense
of ownership and decision- making about what, when, where and how they want to learn about
their health and wellbeing and what is considered helpful or beneficial for them. We find out what
immigrant and refugee women themselves want in health education and respond accordingly.

Through the health education programs, MCWH consults closely with immigrant and refugee
women in an ongoing manner, in order to determine the most effective methodologies for
conducting health education with them. As a result of this ongoing communication with women,
MCWH has developed a set of Quality Standards in Multilingual Health Education.

This presentation discusses questions of best practice, quality standards and effective health
education, by show-casing the work that the MCWH has conducted with immigrant and refugee
women for the last 30 years.

Kaylene Rowe, Homeless Drug Dependency Program Coordinator, Hanover Welfare Services

The Homeless and Drug Dependency Program evolved from the Homeless Drug Dependency
Trial. The three-year trial tested innovative service responses to people experiencing
homelessness coupled with problematic drug use. While the three Crisis Supported
Accommodation Services (CSASs) involved in the Trial—Hanover Southbank, Flagstaff Crisis
Centre and Ozanam House— recognised that they were well-placed to assist this client group,
their facilities were without the necessary resources and expertise required to effectively do so.
This trial was a joint initiative of Hanover Welfare Services, The Salvation Army, the Society of St
Vincent de Paul and the Department of Human Services. In July 2004, the three agencies received
recurrent funding for continuation of the program.

The Homeless and Drug Dependency Program model comprises three key components:

1. Building Capacity — this aims to improve the capacity of the CSAs to provide a safe and
responsive service to their clients. This has been achieved through the implementation of
policies, programs and activities designed to better assist clients and to reduce the
detrimental impact their behaviour has on themselves, other clients and staff. This includes
the extended provision of health and nursing services, diversionary activities (e.g. art
therapy, massage, acupuncture) and the training of service staff to improve awareness and
responsiveness to homeless people with major drug and alcohol issues. It includes the
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building on cross-sector linkages and partnerships with drug treatment services that were
implemented as part of the trial and the implementation of a strategic mental health response
in partnership with mental health services that is able to meet the identified gaps currently
experienced at the CSAs.

Rebuilding Lives — This aims to build for clients' sustainable pathways out of homelessness
and problematic drug and alcohol use by enhancing opportunities for them, whilst residing at
CSAs, and by utilising long-term primary case management. The enhanced access to
treatment services assists with these aims. The Community Reintegration Program is an
integral component that complements the primary case management response through a
range of social, educational, employment and therapeutic interventions flexibly designed to
meet individual needs.

Monitoring — This involves the monitoring of component 1 and 2 through project
management, data collection, research, evaluation and reporting. The major aim of the
evaluation currently to be undertaken is to identify ongoing collaborative learnings and to
advocate for further service system development. This will allow for the continual
development of an evidence base to support Homeless and Drug Dependency Program
activities and influence future policy direction in the area of service delivery to homeless
clients.
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In 2009 the Department of Human Services released the Strengthening consumer participation in
Victorian public mental health services — Action plan. This plan identifies the use of advance
directives as one of many consumer engagement tools. An advance directive explains both the
consumer’s perceptions of what is helpful in a treatment sense as well as covering other life issues
that may arise if they are unwell. Advance directives recognise the consumers’ expertise in their
own recovery journey. They can also be used to assist the people who may be involved in making
decisions about care and treatment, to think about the wishes of the consumer. Caring together —
An action plan for carer involvement in Victorian public mental health services, recognises the role
of carers in supporting consumers with a mental iliness. In many instances consumers and their
carers will engage with mental health services in the development of these advance directives.

This workshop will explore the opportunities and challenges of planning, developing and using
advance directives. It will draw on the experience of consumers, carers and mental health services
in the use of advance directives/statements.

This workshop will be presented by consumers, community members and staff of health services.
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Victoria enjoys a strong primary health sector. In recent years the sector has grown in response to
the community’s expectation for more locally based services.

The increase in services, together with other factors, means that the journey through the service
system can sometimes be complex and daunting for consumers, carers and community groups.

The primary health sector has worked closely with consumers and communities to help improve
consumers’ experiences and navigation of the health system. Initiatives such as the Primary Care
Partnership Strategy, service coordination, chronic care and demand management have led to
significant improvements.

This workshop will provide details of these initiatives and seeks your input into further
improvements.

In hospitals, residential aged care and their own homes, people with dementia face a range of
challenges in the activities of daily living and having their needs met.

How can we support people with dementia and their carers to participate in decision-making about
their health care and wellbeing in a meaningful way? In order to support consumer and carer
decision-making, apart from observing their behaviour, staff need to include knowledge about an
individual’s history, experiences, likes and dislikes, as well as provide them with options for health
promoting activities and health care.

This workshop provides real-life examples of how aged care service providers have supported
people with dementia and their carers to participate in decision-making processes and activities to
improve their health and wellbeing.

Questions for discussion

o What are the essential practices for supporting people with dementia to participate in
decision-making processes and activities to promote health and wellbeing?

) How could examples of practice be applied in your service or organisation?
o What opportunities does your organisation provide for carers of people with dementia to

participate in decision-making processes about services they receive?

50



Clinical Networks link groups of health professionals and organisations that focus on the needs
and outcomes of patients to improve access, equity and quality of health care. People and
organisations involved in Clinical Networks include consumers, health professionals, patients,
carers and others.

The aims of Clinical Networks are to bring together interested groups and individuals who can
solve complex problems and focus on reducing variation in clinical practice. Consumers are a vital
voice in this process as they bring a different perspective on health care delivery as a result of their
own health care experience or as an advocate for a consumer body. This enables the consumer to
be involved in the decision-making process related to service delivery, health policy and planning.

In this workshop, consumers, Department of Human Services Clinical Networks Program

Managers and clinical leaders will share their experiences of developing these Victoria-wide
networks.
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A fun and practical improvisation based workshop on demystifying the art of storytelling and finding
practical ways to apply it. As carers, consumers, community organisers, or health professionals,
engaging with people is a priority. When we are told a story we engage much more of ourselves
than we we are presented with mere facts. Given that we are surrounded by stories all the time,
this workshop comes down to making the unconscious knowledge that you already employ,
conscious while adding another string to your communication bow. You'll laugh while you learn
ways to apply your new narrative skills in the real world.

Patrina Roberts, Community Development worker, Youth portfolio, Yarra Valley Community Health Service,
Indigenous Health Team

Yarra Valley Community Health Service, Indigenous Health Team

In 2007, a social activity group attended by young Indigenous women began in Victoria’s Yarra
Valley. Strong ‘n’ Proud was and continues to be developed ecologically by having its program
guided by the needs and aspirations of the young people of Healesville’s Indigenous community in
response to and within the context of their local environment.

A continuum of a previously implemented and ongoing transition in school program, Strong ‘n’
Proud’s purpose was to promote social and emotional wellbeing via peer and community
connectedness. It was a response to local community knowledge regarding the proportionally low
attrition rates and high absentee levels experienced in secondary education. When interviewed,
local youth expressed concerns about the alienation experienced from the lack of social
connectedness both within the school and the wider community. In turn, these factors were seen to
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impact negatively upon self-esteem and positive identity. Research has shown that protective
factors to counteract negative education experiences include the promotion of cultural identity,
community networking and a reinforced sense of belonging (Australian Institute of Family Studies,
2002).

In mid—2007, the community development worker of Yarra Valley Community Health’s Indigenous
Health Team began facilitating a weekly group session. A casual approach of activities guided by
the participants’ interests formulated a cohesive and collaborative group that provided a safe
platform for group empowerment and development. Windows of opportunity for a fluid participatory
involvement continues to be incorporated in order to encapsulate the community’s availability and
interest. A traditional land owner mentors the group and provides cultural education and protocols
for respectful relationships between people and the land. Connections with a myriad of
organisations and service providers have also evolved.

These threads of service interaction with community from birth through to young adulthood enables
a ‘working partnership’ to be developed that is validated through a relationship of trust and
commitment.

Strong ‘n’ Proud has strengthened social-environmental connections via the identification of the
groups’ directives. The resulting program is a proactive response to the social determinants that
inhibit access for community empowerment. The program delivery provides a holistic framework
seeking to secure foundations for social, emotional, cultural and educational wellbeing that will
cement the future capacity of Aboriginal and Torres Strait Islander community.

Jodi Bateman, Manager Service Development and Support Unit, South West Healthcare Psychiatric
Services Division

Eila Lyon, Consumer Consultant, South West Healthcare Psychiatric Services Division

‘Both Sides of the Story’ was funded by the Department of Human Services’ Statewide Quality
Branch, through the ‘Evaluating the Effectiveness of Participation’ project funding. The controlled
before and after study saw consumers and family members trained (through a series of innovative
workshops) as key educators in the ongoing professional development of mental health clinicians.
By virtue of their direct experience of mental distress and of the responses of clinicians (both
helpful and unhelpful) consumers and their carers had valuable knowledge and expertise to offer to
the training experience.

The research evaluated the effectiveness of this approach and outcomes included significant
improvement in clinician attitudes related to family blame, stigma, appreciation of consumer and
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family rights and empowerment, hope for recovery, engagement and appreciation of the value of
the training approach. Due to the successes of ‘Both Sides of the Story’, South West Healthcare
Psychiatric Services Division was able to develop a new system of clinician training which embeds
the consumer and family experience. ‘Both Sides of the Story’ participants are sustainably involved
in all core training from clinician orientation, to outcome measurement training, to clinical skills
training. The consumer and carer educators are also in demand from other service agencies and
the general community who are also keen to draw in their experiential expertise.

Evidence suggests the approach enriches the learning of clinicians by offering a more stimulating
and challenging educational experience—and one that can equip clinicians to practice more
effectively.

Maureen Williams, Dental Manager, Inner South Community Health Service

Sarah Baron, Project Worker, Dental Hygeinst, Inner South Community Health Service

The National Oral Health Plan 2004-2013 has identified residents of pension-level in Supported
Residential Services (SRS) as a priority target group. The Victorian Government consequently
recognised the need to address the poor oral health of these residents by funding an Oral Health
Pilot Project, which began in May 2008 and is funded until June 2010. It aims to maintain the
independence of residents and improve their quality of life through a settings-based outreach
intervention, focusing on preventative health care and oral hygiene. Inner South Community Health
Service (ISCHS) was one of two community health services chosen to provide oral health
assessments and referral for dental treatment for SRS residents and to provide oral health
education and resources to both residents and staff.

The project workers understood that the SRS environment is a challenging place to work, and to
achieve sustainable change in attitudes to oral health, they would need to work differently with
residents and staff. This was first done by linking with other health and general services that had
existing relationships with staff and residents at each SRS. Then, through consumer engagement,
stakeholders were asked how they would want the pilot project to progress to achieve the pilot’s
goals in the least invasive and empowering method. This information guided the project
implementation, with the dental hygienist and ISCHS staff working with SRS residents and staff to
provide early intervention approaches, oral health promotion, education and improved access to
oral health services for residents.
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Through cross-sector collaboration and a multi-disciplinary team approach, in conjunction with the
residents and staff, Royal District Nursing Service, TransAccess, and local networks, the project is
promoting better service access and strengthening participation for this group to achieve improved
oral and general health outcomes.

Furthermore, an independent evaluation is being undertaken to inform future project direction. An
integral part of the evaluation is the gathering of information from SRS residents through informal,
individual and group discussions. This enables the residents to demonstrate and voice their
opinions about the effectiveness of the pilot, as well as contributing to prospective program
development and improvement. To date, residents report they have experienced an individual
responsive approach, which is sensitive to previous negative dental experiences, fears and
anxieties, as well as being understanding of other health problems they may have, such as mental
health issues. Residents also conveyed that they are cleaning their teeth more often and are
reasonably successful in attending appointments and completing their treatment after the initial
referral.

The challenges of working with this marginalised group include establishing relationships with SRS
staff when there is limited access to them and their varying interest in oral health. Additionally,
other challenges include the ability to adequately engage with SRS residents, many of whom have
unpredictable behaviour, are not motivated to change and have low expectations and poor health.
The vision for the future is to address and overcome these impediments by implementing
strategies that increase the interest of both staff and residents in oral and general health and to
increase individual motivation to adopt healthy oral habits. Taking a holistic approach to health will
improve the residents’ overall health and wellbeing.

Dr. Bronwyn Hemsley, NHMRC Postdoctoral Fellow, The University of Queensland
Linda Worrall

Susan Balandin

In 2009, Dr Bronwyn Hemsley commenced a four-year NHMRC postdoctoral fellowship
‘Communication during hospitalisation: The path to better health care’ at The University of
Queensland, with Prof. Linda Worrall and Prof. Susan Balandin (at University College, Molde,
Norway).

In this study, we are investigating the communicative interactions between adults with

developmental disability, hospital staff, and paid or unpaid carers supporting the adults in hospital.
We are especially interested in looking at the communication needs, the ways of interacting,
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breakdown and repair of communication attempts, and strategies to improve communication in
hospital. Phase One of the study involves interviews with 15 adults with developmental disability,
15 paid carers who have supported these adults in hospital, and 15 hospital nurses. These
interviews will be analysed by narrative inquiry methodology and an observation protocol
developed for use in Phase Two, over the period 2010-2011, when we will observe adults with
developmental disability and complex communication needs interacting with hospital staff, paid
carers, or family carers in hospital.

In this paper we will present preliminary results of Phase One of the study, as stories of
communication in hospital from interviews with 10 adults with developmental disability and complex
communication needs, and 10 paid carers. All participants had been either patients in hospital or
supporting a patient in hospital in the past 2—3 years. A narrative analysis of the interviews were
verified directly with participants in a follow-up interview.

The participants’ stories presented will illustrate common communication experiences in hospitals
across the interviews. The roles of the carer in supporting communication will also be presented.
Findings from this study will inform policy development by (a) providing an in-depth understanding
of the issues arising for adults with developmental disability and their paid carers as they prepare
for communication in hospital, and (b) identifying areas for particular attention in the transfer of
care from one setting to another. Areas of importance for paid carers and family carers supporting
these adults in hospital and following discharge will be discussed. Results will also (a) inform
training of hospital staff and paid carers in communicating with this population, and (b) alleviate
difficulties commonly encountered by hospital staff who interact with other people who cannot
speak in hospital.

Evelyn Webster, Consumer Representative, Participation Advisory Committee

Having been an active consumer now for 23 years | often reflect on my journey. There have been
highs and deep lows, but lots of humour and | have met a great many wonderful people some who
have become friends, and others | will never see again but will never forget.

| have been asked by many people if | really believe consumers have made a difference to the way
health care is dispensed. Have attitudes changed at all? Do consumers have a better service? Of
course | cannot presume to answer these questions on behalf of other consumers but in this paper
| offer my own insights and responses to these and other very important questions.
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Panayiota Romios, Deputy CEO, Health Issues Centre

Nicola Bruce, Researcher, Health Issues Centre

A research project was conducted by Health Issues Centre with the North Eastern Metropolitan
Integrated Cancer Service (NEMICS) entitled Pathways of Cancer Care that involve public and
private services. This project explored patients’ experiences of public and private cancer care.

The aims of the project were to examine the different layers of consumer participation in a research
study that contributed towards a fuller understanding of people’s experiences of public and private
cancer care. The role of consumers in the research will be explored; in particular, the contribution
of consumers’ knowledge and experience in research proposal development and reports.

The study used grounded theory, qualitative methods with a strategy of constant comparison of
consumer experiences with patients interviewed in the study. This strategy contributed towards a
more complete picture of patients’ experiences.

The use of comparing consumer feedback, using a variety of consumer sources, contributed
towards a fuller understanding of patients’ recent experiences. It identified such issues as the
influence of GP referrals in the patient pathways taken, the importance of supportive care, and the
complexity of navigating between public and private systems.
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Anonymous (name supplied)

At 17, | became pregnant with my first child; | was both scared and excited.

At 7 %2 months pregnant | was admitted to an inner city Melbourne hospital with complications. |
had no supports with me at the time and could not understand the language the medical staff used.
I did not understand what was wrong and | certainly did not understand what sort of procedure was

about to occur in order to fix it. ‘Is my baby alive?’ | repeatedly asked. No one would tell me.

When a nurse approached me with a large, stainless steel rod | panicked and refused to move into
the position she had requested. All | remember thereafter is blackness.

When | came to my face was very bloated, | don't know why. | asked ‘Where is my baby?’ and was
told that | was lucky to be alive and my baby was dead. At that moment all | wanted to be was
dead.

| asked if | could see and hold my baby but | was told | could only see a photo. A photo was
eventually brought to me and it showed my baby girl with a bloodied mouth. | wondered if this
injury was caused by that steel rod, | wondered if that steel rod had killed my baby. | still have no
idea how she died and I still have so many questions.

Was my child really dead? Maybe she was given away and is still alive?

Would things have been different if | wasn't young or black?

Would things have been different if my mum could have been there?

Was | entitled to a birth and death certificate?

Where was she was buried, if at all?

Although | had my own ceremony, my ongoing grief is more akin to that of someone whose child is
missing rather than deceased.
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I named this baby girl Shara and she turns 21 next year. | now have two other beautiful healthy
daughters but | will always wonder where their big sister, Shara, is.

| feel fortunate to be able to share my story but would like to remind people that although we would
like to ‘make sure people of all ages have a say about services and programs’ - A voice is nothing
if no one listens!

Epilogue

It was only after writing this story with the help of a worker that | realised that | had a right to know
where my baby was. | was supported and encouraged to follow up with the hospital. It took a little
time as they had Shara recorded as a boy, but they were very cooperative. Recently | visited Shara
in a mass grave at the Faulkner cemetery. Some people think that there is something undignified
about a mass grave but | am actually really happy that she is with other children.

Shara’s baby sister knows she is resting under a tree and says a
prayer for her every night before sleeping.
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Claire Conlon, Quality Coordinator, Doutta Galla Community Health Service

Di Couch, General Manager, Primary and Community Health

A critical component of a quality approach to our work at Doutta Galla Community Health Service
(DGCHYS) is the ability to have meaningful engagement with our community. One way we do this is
through the members of our Community Advisory Group (CAG), which was established in
December 2007. This group advocates and shares the community perspective on how we do
things and how we can improve access and service delivery.

How did we get started?
Following advice from some local hospitals we advertised in our local newspaper for members and
each applicant submitted a written application and then went through an interview process. The
five successful applicants were then oriented to the organisation. Three staff members, including
the Chief Executive Officer, Senior Manager and Quality Coordinator attend each monthly meeting.
Initially the group had a small defined focus and included the development of a Quality of Care
Report which is an annual mandatory requirement for Community Health Services. The Quality of
Care Report is written for the community and informs them of the quality improvement activities of
the health service. The Community Advisory Group advocates a consumer perspective within this
report on behalf of the local communities it serves.
In determining the direction and content of the 2008 Quality of Care report the committee was
invited to identify what quality in a health service means to them. What they said directed the
content of the report.
| want a health service that:

o is a balanced considered service that is empathic

o ensures access to interpreters and has shorter waiting times

o service providers that follow infection control guidelines and are properly qualified

. welcomes feedback and responds to complaints

. client centred

o has appropriate services to meet the needs of the community
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) keeps people coming back

o the agency knows when there is a problem and asks why

o has no fear of feedback and are open to listening to concerns that are good or bad
) has a culture of openness and respect.

The Community Advisory Group has continued to evolve with the expansion of their scope to
include strategic planning and involvement in the agency accreditation process.

2009 has seen the expansion of the membership to include 12 members. We are continuing to

involve the committee in a wide range of activities to maximise community participation at all levels
of planning and service delivery in a meaningful way.
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Genevieve Cormick, Consumer Representative, MonashLink Community Health Service
Barb Ryan, Community Participation Officer, MonashLink Community Health Service

Barb Ryan: How did you become involved in using the health services at MonashLink Community
Health?

Genevieve Cormick: | first become aware of the health services at MonashLink from a friend who
kept telling me about the services. | was in my 40s, had a few aches and pains, and felt that | was
not as strong as | used to be. She suggested Strength Training at MonashLink. It was her
recommendation that spurred me on to make contact with MonashLink to participate in the
program. | had not heard of the service before then, and am grateful for her encouragement.

After | joined the program, the Physiotherapist who was running the Strength Training Program
gave the group of participants a brochure on a series of workshops (held in Syndal), which focused
on improving motivation to stay healthy and active. | attended these workshops once a week for six
weeks.

Since then, | have seen the Physiotherapist again just to make sure | continue on the right track
with my health. | was not sick, but | just wanted to make sure the exercises | was doing were
helpful. We also spoke about using a ‘wheelie walker’ and a ‘walking stick’ to aid my mobility. | tried
them out in the presence of my Physiotherapist, and now | use the aids everyday without
embarrassment. | will soon be attending hydrotherapy classes and the Falls Prevention program at
MonashLink.

Barb Ryan: How has this helped you?

Genevieve Cormick: | am glad | made an appointment to see the Physiotherapist. Even though my
condition (hereditary spastic paraplegia) is not life-threatening, the side effects could be, especially
if | fall. The staff at MonashLink is always easy to talk to and listen well. Joining the Strength
Training program and being with other people has helped me stay strong and positive, thus
improving my confidence and mobility. It also allows you to share your experience and hear other
people’s stories. This certainly has helped improve my outlook on my future.

Barb Ryan: What are some barriers to MonashLink Services?

Genevieve Cormick: Many people living in the Monash community don’t know about MonashLink
health services and its benefits. For most people a doctor is their first point of contact if they are
sick. Further communication and education to doctors and health providers about MonashLink
health services, could improve the community’s access to affordable health care, particularly if
some people in the community are struggling financially.

In my experience, people think they have to be sick before getting help, but for me, prevention is
better than cure.
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Sally-Ann Delaney, Consumer Representative and President, Plenty Valley Community Health Board

My brain had the same four questions — What have | got myself into? Should | be here? Should |
have volunteered? Would everyone like me? | walked in the door; seven faces looked at me with
enthusiasm and wonder.

I slid into my chair and the meeting started and everything seemed to be in double Dutch. PCPs,
Primary Health, HARP, Making a Difference programs ‘What do they mean???’

This was my first Board meeting at Plenty Valley Community Health about four years ago. YOU
guessed it right; | am still involved in health and | am still trekking up that Steep learning curve. In
writing this story | reflected on my own growth and the passion | have for the health sector. Joining
the Community Health Board gave me an opportunity to express my opinions on the direction of
the organisation, financial controls and governance processes. On a personal level this knowledge
has given me the confidence to question medical practitioners’ actions.

Wisdom and experience is a good thing, | would like to share the following with you all:

o Preparation is a key before each meeting — read the minutes, search the internet, make
notes and ring the managers that are presenting if you don’t understand

o Always ask if you don’t understand

o Ask the health professional to talk in plain English, not in jargon

o Always have a number of people that you can rely on to help you out when you are stuck

o Invest time in attending forums, seminars, workshops and conferences

o Listen to the community and keep your eyes open

o Have an interest in the health industry

o Be willing to come out of your comfort zone.

No question is stupid, so ask as many as possible.
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Val Johnstone, Consumer Representative

Everyone should know the story of the Emperor’'s New Clothes the structures and processes that
maintained a farce until one day a young boy ‘outed’ the Emperor and the farcical nature of the
events. Sometimes it is about standing back, reflecting, stating the obvious, and/or commenting on
how such practice impacts on the community.

I have maintained my simple mantra over the years that healthy individuals make healthy
communities. At the 2007, Participate in Health Conference my consumer story and presentation
was a plea for improved consumer participation; in essence, | stated that a limited understanding of
consumer participation is an organisational inefficiency. A strategy that recognised consumers as a
resource and embraced a developmental approach to participation was beneficial to the
community and health service alike.
For the 2009 Participate in Health Conference, | want to share some of my strategies that | use in
various aspects of my consumer participation in health services. Sometimes, it is a tough call to be
the little boy and ‘out’ the Emperor; however | take heart in my purpose and think about strategy —
and we are off!
Some suggestions for consumers in maintaining their role:

o refresh yourself with the detail of the ‘Doing It With Us Not For Us’ policy

o expect your role to have meaning and validity

o read your papers ‘actively’ and seek clarification

) keep asking the perennial questions re evidence-based decisions, rationale for priority
setting, clarity about partnerships, etc.

o feedback your observations and concerns, try to offer solutions

o reflect on your purpose for doing, your role and function on the committee/group; that is
what gives you integrity, an authentic voice.

Congratulations to you all, it is great to know that with a degree of effort, goodwill and a generosity
of spirit one can make an investment in the health system that serves individuals and communities.
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Galina Kozoolin, Aged and Disability Manager, South Eastern Region Migrant Resource Centre Wai Yee
Leong, HACC Access and Equity Worker, South Eastern Region Migrant Resource Centre

[Printed with the family’s consent]

Mr B lives with his wife and is her full-time carer. The couple are of Chinese background and are
both elderly. Mr B was a doctor in his country of birth. Mrs B had a brain operation in hospital X to
remove a brain tumour in April 2008. As a result of a failed operation, she suffered from paralysis
and was moved into a rehabilitation centre to begin her physiotherapy and rehabilitation treatment.

Two months later, Mrs B was advised by staff that she would need to be admitted into a nursing
home for permanent care. For cultural reasons, the family was reluctant to relocate her into a
nursing home and decided to take her back home from the rehabilitation centre. During the
process, a social worker was involved and an interpreter was provided to the family. However, the
family was not informed of the consequences of their decision or offered support for when Mrs B
would eventually return home. When Mrs B moved back home, the rehabilitation centre organised
a dietician and nursing care short-term for her at home. However, her physiotherapy treatment was
discontinued.

At Home

Mr B took responsibility for all the housework and became overwhelmed with the difficult situation
at home. He was struggling to provide adequate care to his wife and completely unaware of
services available to support his wife’s care needs at home. Support services had not been offered
or discussed with Mr B. Mrs B was referred to South Eastern Region Migrant Resource Centre
through senior citizen’s club and was immediately referred to an Aged Care Assessment Team for
urgent assessment and linked into Home and Community Care (HACC) services, and Mr B
referred to respite service providers. Mrs B was later approved for an Extended Aged Care at
Home package but has yet to be given the package after a year of waiting.

Mr B is currently on a National Respite for Carers program on which the family receives six hours
of home care and personal care services, council provides an additional three hours of HACC
services and Mrs B patrticipates in a weekly primary health care program. In addition, both of her
married sons stay with her on alternate nights to assist Mr B with Mrs B’s frequent toilet needs
overnight. Recently, the family was informed by the National Respite for Carers provider about
reducing their service from six hours to two hours due to limited budget.

The family was unable to make informed decisions because they were not aware of support
services that are available. Mr B says he would not make this same decision to bring his wife home
if he had been informed about the level of care his wife would need on discharge or had he been
better informed on available health care services.
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Learning’s

The family found it difficult to navigate the health care system due to lack of understanding of how
the system works. Professionals involved did not inform the family of support services available.

Hospital social worker or discharge staff should have assisted them in accessing HACC and other
community services, and wait-listing them for Aged Care Assessment Services to avoid delay in
getting appropriate assistance for the client.

Staff should understand the cultural needs of clients so that they can be confident in addressing

the client’s needs without being discouraged by cultural issues to assist families to make informed
decisions about patient care.
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Heather Morris, Social Work Department, South Eatern Region Migrant Resource Centre

For 15 years the Social Work Department at Monash Medical Centre (MMC) has operated a facility
‘Caring for the Carers’ of rural Victorian patients — The Wright Street Flats (affectionately referred
to as The Wright Street Hilton). Old, young, men, women—strangers thrown together, often at a
time of tragedy and trauma; a new life—the end of a life.

Some 1,500 carers each year spend a period of residence in The Wright Street Flats. For most it is
a positive experience with a good outcome. For others, they travel to MMC with a partner, but
return home alone. For all of them compassion and understanding of their personal needs and
circumstances is a priority for the staff of the Social Work Department who collectively fulfil the role
of Carer for the Carers.

Compatibility of residents can’t always be promised. Placing an 80-something woman into a flat
already hosting a mid-20s, soon-to-be father becomes a challenge. But if it is the only vacancy
possible there is no option. They share a kitchen, a lounge room, a bathroom. They share the story
that has brought them together. It can work; it has worked; it will work in the future.

Isolation from family and friends is one of the main problems facing rural escorts who woke one
morning in their own bed, will go to sleep that night in a strange room, alone. Men and women
handle this differently. Interestingly it is often older men who struggle with being forced to cope
alone, often without their partner of many decades. It sometimes seems like we are playing match-
maker when we decide to put a female carer in with an older gentleman, joking that he will be able
to return home and tell the story of spending a week with a strange woman in Melbourne. It can
work; it has worked; it will work in the future.

The above stories are not to say there have not been problems. Like any family there are ups and
downs and The Wright Street Flats have seen it all. But amongst the broken plumbing, heating
failures, a serious fire, bed mix-ups, lifelong friendships, bonding at traumatic times, being there for
a fellow human being who yesterday was unknown to you, is the overwhelming reality of being a
resident at The Wright Street Flats.
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Sichina (Pamela) Morris
Stephen Ray, Co-ordinator, Heart Workshop Teacher, Padmacahaya Melbourne Inc.

Mrs. Rachel Harper, Volunteer, Heart Mediation Practitioner, Hobart

In 1995, | had an emergency operation for a complete blockage of my bowels at the age of 55. |
was diagnosed with grade C cancer and required to have 12 months’ chemotherapy.

I came to Melbourne unhappy and unwell. | had major digestive disturbances and was really
dissatisfied, questioning the purpose of my life. | began exploring the possibilities of healing
modalities. In my search | learnt a lot and yet still, | searched for that elusive something. During
chats with a friend in early 2007, | was introduced to the significance of the heart.

This was experiential as | was gently guided to feel my heart centre, which began as a beautiful
warm glow and uplifting feeling. This feeling opened a new way of being in this world. Old ways
and habits with their heaviness clearly began to fall away. Step by step, | emerged calmer,
immeasurably more loving, with more appreciation for the beauty in this world.

| became more centred and began to relate differently to everyone. | became more settled and
focussed, happier, lighter, more loving and compassionate, more grateful, open and friendly. The
mental activity of stories | told myself gave way to a more heartfelt perspective. Insights came as |
lived my daily life more and more in my heart space. | learnt to trust and rely on what my heart was
telling me as the truth. | developed an appreciation of my body, environment, friends,
acquaintances, the food | eat, and so much more. Opportunities abound for being grateful.
Realisations abound. When the old wayward aspect of me surfaces, these days | connect to my
heart with a touch and a smile. There is less and less looking to someone else to sort me out.

I am now aware that | am so much more than this physical body with sensations and reactions to
experiences on this planet Earth. Inside me is this non-physical heart, appearing as the very
essence of who | am.

It doesn’t get lost or go on holidays. This beautiful, exquisite gift is with me always. It is unseen, yet
very tangible in its presence once awakened. To live from an open, happy heart is a blessing to be
experienced and treasured. There is a world of wonder in the heart, in each one of us. It is where
love, joy, inner peace, contentment, laughter, light, gratitude and the Divine in each of us resides.

| clearly feel much healthier, balanced, happier, more loving with a radiant heart and connecting
much more deeply to others. | am now 70 years of age, my life is great and | feel very grateful for

all.

Email: schicina99@hotmail.com
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Sherry Nirens, Consumer Reference Group member, Inner South Community Heath Service

My name is Sherry and | was a client of Inner South Community Health Service (ISCHS) with a
designated case manager up until about September last year. | have a diagnosis of Schizophrenia.
| first had an episode 10 years ago. At the time | was teaching at a special school and completing a
thesis for a Master of Special Education. | thought my studies were going to save the world and
that ASIO had me under surveillance. At the time | had a mortgage on two properties. This episode
was drug-induced. | only took medication for my first episode for about six months.

I did not have another episode until 2005, which was also drug-induced. This time though my
delusions did not go away. The medication | was on was not working and | was delusional for
about two years. | was convinced the government were going to kill me and my whole family. |
became suicidal and made a number of suicide attempts. | ended up losing both properties and
living in a boarding house in which I lived in a small bungalow for about 18 months.

During a subsequent hospital visit | wanted to go and live in a Supported Residential Service
(SRS) for my own safety. It was at this time that ISCHS came to my rescue and eventually helped
me secure transitional housing. My psychiatrist changed my medication and after about four
months on it | suddenly became well, having suffered no more delusions or feelings of wanting to
die.

Initially the dose was very high. | slept all day and watched TV. Gradually my psychiatrist reduced
the amount of medication | was taking. | joined the Consumer Reference Group in January 2008 at
my case worker’s suggestion.

I have had a wonderful relationship with my new boyfriend for the past 10 months. | started training
as a volunteer with an organisation in the mental health field in January and in February | began a
course in Mental Health Work by correspondence. At this stage, | am looking for work in the mental
health sector for one day a week.

The effects of mental iliness are catastrophic and the recovery process is slow. But thanks to a

fantastic psychiatrist and the help | received from my case manager my life is finally getting back
on track.
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Dr Carol Patterson, HACC project officer, Tasmanian Council of Social Service

I am conducting a study into meanings of independence for the frail aged and people with a
disability in Tasmania, with the aim of improving services to support them in their own homes. With
her permission, my story is about ‘Leila’, who lives in beautiful country town which used to be full of
orchards south of Hobart—driving up her country road was like driving back to the old Tasmania.

Leila is 91 years old, is the oldest member of a local walking club and goes for a walk every
Wednesday, stacks ten tons of wood each winter herself, and is the best cake-maker in the district.
For the recent Cancer Day fundraiser at the local bowling club she made fourteen plates of
cakes—rainbow cakes, jelly cakes, orange cakes, and lamingtons. Her niece, Alice, who is in her
70s, looks in regularly, her grandson lives opposite, and when | visited two women from the Church
Guild were paying a social visit. Leila had made plates of cakes for morning tea, and wanted to talk
about the book she’s reading, Journey to the Stone Country, which was lying face down on her
kitchen table.

Leila lives on the single aged pension, and as she can remember when there was no pension,
says how lucky she feels to receive this payment from the government. She has lived through the
period when the local district was almost totally dependent on orchards, and the apples could be
lost to hail or frost, or be held up in the Suez Canal on their way to the markets in Europe.

Leila has the resilience of those who came through these times, is independent in her thinking and
activities, but is grateful for the help she receives from her family and neighbours, receiving no
other services, Home and Community Care, Red Cross or otherwise. There are others like her—
the extreme elderly—living in farmhouses in the country, who do not receive the same levels of
family help, and who—out of fierce independence—refuse any support services.

How do we deliver services that reach those needing them, and support independence in the
elderly, particularly the extreme elderly living alone, and those with a disability? How do we do this
without weakening networks of family and neighbours that are traditional, part of the community
fabric and an essential buffer between the needs of these people and institutionalisation?
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Robyn Raine, Consumer Representative

Our story covers over twenty years in the health system; the highs, the lows, ignorance along with
some good teamwork creating change to improve healthcare for everyone. | had a difficult labour,
my son Danny was asphyxiated and suffered a brain injury and | was told the grim and poor
prognosis. As a mother all | wanted to know was if he would live. | was informed probably not. Most
comments from health professionals then were blunt.

I understand that doctors have to tell the prognosis, but they have to understand that parents take
on parenthood the day of conception. Even though the prognosis is poor a parent will always have
hopes and dreams and will do anything to give their child quality of life. | think that when doctors
feel they cannot fix it, they believe no one can. Ignorance sets in and blinders go on, but as parents
we have faith in medical research.

Over the years, there have been many judgments and negativities. At times Danny didn't receive
rehabilitation because we where using alternative therapy the rehabilitation team didn’t agree with.
Sometimes surgery was refused because of little improvement or cost, even though if something
wasn't done Danny would be bedridden. Often when taking him to hospital we were accused of
using it as respite even though he had fluid in his lungs.

Or the time when he fell out of bed and was rushed to hospital but two hours later no tests, we
were told to go home. Four weeks and three hospitals latter, Danny was scanned and treated for
broken kneecap, broken ribs, fatty liver and generalised infection.

You might be wondering how could there be positives, but the sad fact of life is that there has to be
mistakes for us to learn. It has not only been health professionals, but also ourselves, we have not
always made the right decision and have at times been quick to judge.

| was critical of the child development team. | thought they didn’t see past the disability. Over the
years | have learnt that this team works in the child’s best interest. They know a simple illness
could turn life-threatening and that surgery has to be done to give this child better quality and
sometimes you have to approach things differently to get results. | respect them even if we don’t
agree all the time. | have been lucky to be part of some positive changes in children's healthcare—
better access, personal care suites, accelerated care through emergency, understanding
disabilities and training for medical students.

| also feel doctors have taken the blinders off in children’s health and are seeing things through

parents eyes. All children are equal and should have treatment to give them quality of life. | have
hope for the future and believe that we all have a right to good health care and quality of life.
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Joy Swain, Consumer Representative, Eastern Victoria

My name is Joy, my husband Les and | live in Eastern Victoria. Earlier this year, Les was
diagnosed with renal failure and we found ourselves having to attend Monash Medical Centre,
150km from home.

We attended an Information Day run by the Nephrology Department to learn about the journey we
were about to embark upon; Les being trained for peritoneal dialysis, the two of us to be worked up
for compatibility for me to donate a kidney. At that meeting the Renal Social Worker told us about
VPTAS, how we could claim reimbursement for travel and about The Wright Street Flats. We
immediately went to the Social Work Department, spoke to them about our upcoming need for
accommaodation and took away their brochure to read.

Knowing we had somewhere to stay when the rest of our treatment journey was unknown, was a
huge weight off our minds. Meeting the staff in the Social Work Department who would, and
subsequently came to care for us, allowed us to concentrate on thinking about what was before us.

Over a six-week period we both stayed, Monday to Friday, in one of the flats. During that time
three different families shared the flat with us. As we were welcomed on our first night by the
current residents, so too did we welcome the other families that joined us. Shelves in the
refrigerator were allocated, showering times negotiated, favourite television programs agreed
upon. We were all in the same boat, we all got along, we all laughed, we all cried.

The location of the flats is fantastic; a walk across the road. For country people not used to driving
in the city it is wonderful not to have the added stress of driving to daily treatment. The flats are
clean and tidy with a homely feel to them. We love that we have to walk past the Social Work
Department each time we come over to the hospital and are welcomed and asked ‘how we are
doing’. The Wright Street Flats have been a Godsend to us, and we know to all the others we have
met during our stay. In early September we shall once again take up residency for 4-6 weeks as
we both recover—me from donating a kidney, my husband Les the recipient.
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1. Our Mums and Bubs Kitchen — a consumer perspective

Naomi Taylor, Community Group Member/Volunteer, Yarra Valley Community Health Service

Our ‘Mums and Bubs’ Community Kitchen concept was established by Stacey Counsel, our local
Dietician. Recognising a need to inform mothers about nutritional and economical cooking, Stacey
was inspired to organise a group that could get together to cook family meals. | was drawn to the
idea as | wanted to find an activity that | could do with my baby, while also meeting other mothers
in my area. The Community Kitchen ticked every box—it was social, fun, productive, and
educational. Being the pilot group for the Yarra Valley Community Health Service program, we
have been involved in developing the program and to tweak this concept, hopefully making it more
stream-lined for future participants.

We arrive half an hour earlier then ‘cooking time’ to allow the children to be fed and settled, and for
the mums to chat. This lets us all relax and enjoy the social side of our group. We cook one meal,
which is taken home for our family to share that night. As busy mumes this is our favourite day of
the week because it means dinner is done for the night and we can enjoy quality time with our
partners. Everyone is involved in the cooking process and therefore we have all gained new skills.

We have had specialised days like ‘introducing solids’ and cooking foods for gifts at Christmas. But
mostly the areas of improvement for our family’s health have included: increasing healthy eating on
a budget; including more vegetables and fruit in cooking; learning to cook from scratch so less
reliance on packaged foods with preservatives and additives; and increasing our meal variety
through confidence of trying new dishes in the group setting.

It is hard to pinpoint what the biggest benefit of the group has been for me. We owe so much to
Stacey for her determination to bring this concept to life in the Yarra Valley. | feel much more
confident in cooking for my family. My son has learnt what friends are, and | have met some
amazing women with whom | shared the challenges and triumphs of the first year of motherhood. |
have never felt more connected to my community, and am now inspired to continue to be actively
involved in the future of this project and beyond.

2. Making healthy eating fun — a clinician’s mission

Stacey Counsel, Dietician, Yarra Valley Community Health

As a dietician, | need to make healthy food preparation move from the mundane to the fun. Our
'Mums and Bubs' Community Kitchen was developed in my capacity as a local primary health care
funded Dietician in the local community health services. The mission was simple—develop a model
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of learning that informs mothers about nutritional and economical cooking without the reliance on a
specific project worker or funding so it's sustainable for the long term and creates ownership in the
target community. Yarra Valley Community Health was inspired to organise a group that could get

together to cook family meals within our kitchen facilities. This also allowed a continuum from other
clinicians in the service (maternal and physiotherapy team members) for linked new mums.

Our consumers voted with their feet; the group has been self-run for 10 months, meeting weekly
and participating in community recruitment for new members through local newspaper, creating
advertising for community sites, and spreading the news vocally to any new mums they are in
contact with. This has been a ground-up approach to a health program with members taking full
ownership.

Community Kitchens were originally established to promote healthy eating and the development of
social support networks within the local community, Add to this getting to try new recipes, taking a
meal home and having many laughs along the way. Members are involved in all aspects of the
program; planning the cooking session, preparing including shopping for food, cooking and clean-
up on the day. We have the help of a great volunteer, Kerry, who keeps the cooking moving even if
all children decide to get hungry or cranky at the same time.

As the name ‘Mum & Bubs’ suggests our group is currently made up of mothers of varying ages
and demographics, with young children. We aim to cook meals that are appropriate for all ages,
healthy and economical. As the children have grown (along with cooking confidence), members
have found a lot more recipes that the whole family enjoys.

As we are situated in a semi-rural region, connection with other new mums is so important for
overall health. The outcomes have included a connection with the services locally through informal
debriefing within the safety net of this group, at this changed life stage. This has helped nurture the
social and mental health needs of the mums.

3. A manager’s role — finding the resources to make it happen

Jane Judd, CEO and Community Health Manager, Yarra Valley Community Health Service

As the Manager of Yarra Valley Community Health Service, | have a dynamic and committed team
of primary care clinicians.

Our catchment is semi-rural, with 40 townships scattered across 2,500 sqg. kilometres. The
geography and topography of our catchment means many young families experience social
isolation in the eastern region of the Shire of Yarra Ranges. Our community has limited access to
public transport and a higher than average level of low socioeconomic disadvantage. We have few
supermarkets and little competition by food retailers to provide discount foods. We have limited
social infrastructure.
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Our physical facilities are very limited, five old buildings, nothing purpose-built, three leased
shopfronts in Healesville and a community with many needs. Our facilities seriously limit what
services we can offer to our community. Innovation is the name of the game for us; and, as they
say, necessity is the mother of invention.

So when we decided to upgrade an old building which had been used previously as a restaurant,
we had a very old kitchen. Following consultation with staff, we decided we could use a kitchen to
teach better nutrition and eating on a budget. We budgeted for a new kitchen and a capital
expenditure request went in to Eastern Health. Eastern Health is predominantly an acute and sub-
acute service provider and | am sure they have not had many request to fund a new kitchen for
community use. We could see lots of potential uses. Our rationale recognised the importance of
sharing food and bringing people together to share a meal as a health promotion activity, to
increase social connectedness and social inclusion. Our rationale also included increasing our
potential reach to a number of target groups in our community. Young mums, clients with diabetes,
men in planned activity groups, providing meals for our Carers Group and Drop-in Centre, young
people with limited cooking skills, even a soup kitchen for the homeless. We were delighted when it
was approved.

In 2008 we had our first local pilot program ‘Mums and Bubs Community Kitchen’. Thanks to a
dietician student we completed an evaluation of the pilot program and this report gave us
confidence that the community kitchen, driven by the young women was a success. More will
follow.

From little things, big things grow. | feel confident that our vision, which is to build a healthier and
resilient community has been enhanced by the provision of a humble kitchen, inspired by

community dieticians with a vision and a can do mentality by management.

Jill Hunter, Midwife, Child & Family Team, Yarra Valley Community Health Service.
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Kankelay Sierra Leone Refugee Women’s Choir

Finding relief in the joy of song

Women of the Kankelay choir find that singing helps them forget the many hardships they have had to overcome.
Photo: Michael Clayton-Jones

A group of women from Sierra Leone have embraced the power of song to help heal the deep wounds of war and
years spent in refugee camps. Almost all members of the Kankelay choir, who came to Australia as humanitarian
refugees, have left family members—husbands, daughters, sons or siblings—behind, with some not knowing if their
family members are still alive.

Frances Kalon left two children behind in Guinea, Justina hasn’t seen her husband, who is in Liberia, since 1999.
All the women have experienced trauma and hardship in their own countries, as well as the dislocation of having to
adjust to a new country, a new language, different foods and unfamiliar customs.

To help them adjust, the women were referred to Foundation House and it was here that staff member Annerose
Reiner suggested the women form a choir as a way of healing. ‘It was Foundation House that brought us all
together,” says Frances, who arrived in Australia on a humanitarian visa four years ago.

Annerose put the group in touch with Therese Virtue from the Boite, a venue that showcases music from
Melbourne’s vibrant refugee and migrant communities. The choir has now notched up a number of performances,
including a performance at the Fitzroy Town Hall as part of the Emerge arts festival, which took place during
Refugee Week in June.

With choirs an important part of the traditional culture in Sierra Leone, members say that singing helps lifts their
spirits. ‘It is some sort of cure for me, 'member Justine says, ‘...and makes me somehow forget about my
problems.’

Foundation House and the Boite work in partnership to develop skills, build capacity and promote engagement of
the women involved, fostering networks with other groups and the wider multicultural arts community.
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Gina and Trevor are Creative Consultants from UnScripted Business. e 1
They will be weaving their way through the two days, to bring to life, W—ﬂf}‘ﬂ
reinforce, demonstrate, and inspire storytelling. At the end of Monday

they will be performing a playback of first day highlights. On Tuesday U N S C R ] P T E D
afternoon they will be running a workshop on practical storytelling BU SLE:I ESS
techniques and applications. They will also find playful ways to get o
everyone into their sessions on time over both days. Look out for them
in their many guises!

IMPROVISE @ CUSTOMISE # INNOVATE

UnScripted Business is a unique company of professional performing artists who share their
skills and experience outside the theatre. For the last 15 years, UnScripted Business creatives
have been weaving through conferences and training sessions to help energise groups,
highlight important messages, act as a mirror, or adjust the energy of a room. The modern
equivalent to the Medieval professional court jester, UnScripted Business integrates the arts,
humanities and social sciences to enhance training, conferences, vision weaving, workplace
culture or events with a high quality, custom made experiences. Gina Kennedy and Trevor
Major, the founders of UnScripted Business, are your creatives at the Participate in Health
Conference 2009.

Workshops ¢Training ¢ Playbacks ¢ Improvised Shows « MC's ¢ Corporate Jesters « Conferences ¢ Corporate
Theatre Comps.

E: info@unscriptedbusiness.com
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Phil Carroll

Pianist/Vocalist: From classical to jazz to popular, Phil Carroll can play
most requests. He has hundreds of songs in his repertoire and has
delighted patrons of piano bars, hotels and parties for years. He has had
residencies at Sheraton Alice Springs, 4 Seasons Yulara and Chifley Hotel,
Nth Melbourne. Phil plays a variety of instruments and can add a variety of
musical flavours to your function.

You can contact Phil on 0412 148906

La Voce Della Luna
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Founder and choir leader Kavisha Mazzella has a passion to learn songs remembered and sung by the
Italian migrants to Australia. She began collecting these songs, sitting in women's kitchens and workplaces
with a cassette tape recorder.

La Voce Della Luna is an intergenerational Italian Women's choir founded in Melbourne in 1996 by Kavisha.
They are a sassy group of women who sing the Italian popular and folk tradition.
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Please feel free to use the following pages for notes, names or anything else
you want to write .... maybe even a story for the next conference!!
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