Advance care planning implementation

Greater say for dying patients

June 2015 Update
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The Victorian government believes that all Victorians are entitled to quality end of life care which relieves pain and
suffering and provides empowerment to patients and their family, friends and carers. People using our health
services should be supported to have informed discussions about their future preferences — including end of life
care - with their health professionals, substitute decision maker, families and carers. Advance care planning is a
central part of ensuring Victorian’s have opportunities to have a greater say in their future health and personal care
so that their values, beliefs and preferences are made known and can guide future decision making.

Successful advance care planning depends on services having an organisation-wide commitment to delivering
person-centred care — creating an environment where treatment is guided by what matters most to a person.
Advance care planning is for everyone, however it is particularly important for those with early cognitive
impairment, a life limiting illness, who are frail, vulnerable, isolated, with comorbidities, or needing end of life care.

This update provides the latest information on those projects that support and progress the implementation of
advance care planning. Future work will include consultation about the development of a broad end of life care
framework - stay tuned!
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Key contact Person

Are you the advance care planning (ACP)
contact person for your health service or
organisation? Please ensure that the
information is disseminated to the relevant
people within your organisation.

Department of Health &
Human Services

Advance Care
Planning

FORUM

Hear the latest in
developments from Victoria.

Date and venue
to be announced shortly.
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Advisory Group

The Department of Health and Human Services (the
Department) has established an Advance Care
Planning Implementation Advisory Group. This group
provides advice and support to the Department, and
other relevant stakeholders, on issues relating to the
implementation and sustainability of the strategy. The
meetings are chaired by Colleen Pearce (Victorian
Public Advocate) and convened quarterly.

Members of the group are

e Colleen Pearce (Office of the Public Advocate)
Bill Barger (Ambulance Vic)

Anthony Bartone (AMA)

Sam Brean (Eastern Health and ACP program
manager representative)

John Chesterman (Office of the Public Advocate)
Charlie Corke (Barwon Health)

Barbara Hayes (Northern Health)

Sue Hendy (COTA)

Juli Moran (Austin Health)

Lisa Pearson (Goulburn Valley Health and rural
representative)

John Rasa (Networking Health Victoria)
William Silvester (Respecting Patient Choices -
national perspective representative)

e Danny Vadasz (Health Issues Centre)

In the June meeting, the Advisory Group resolved that
along with commencing to meet Year 2 measures, the
Department and health services needed to focus on the
following year 1 measures:

1. Prioritise having executive and clinical leaders
respond to quality audits (Priority Action 1:
Establish robust systems),

2. Prioritise establishing mentoring to support
training (Priority Action 3: Increase the workforce
capacity)

3. Allow the position description and orientation
program requirements (Priority Action 3: Increase
the workforce capacity) to be met if the broader
topic of providing a person-centred care approach
is covered. Therefore advance care planning does
not need to be mentioned specifically, but rather an
emphasis on treatment and care being aligned with
a person’s preferences is required.



Update on projects to
support implementation

The Department has funded a number of projects to
support implementation. Many of these projects are
looking at advance care planning from a different
perspective and we are very encouraged with some of
the emerging findings.

Scoping Survey
Led by Austin Health

All public health services completed the first advance
care planning scoping survey. Thank you to everyone
who took the time to do this.

The scoping survey provided useful information to help
the Department understand how health services were
progressing with implementing the advance care
planning strategy. As a result, initiatives to overcome
barriers and gaps identified by the survey have
commenced.

Importantly:

¢ health services have or are putting in place
systems to deliver advance care planning across
the organisation

e executive leadership is predominately strong

e comments suggests that while implementing
advance care planning can be challenging,
clinicians understand the benefits and have strong
commitment to successful implementation.

Initially | thought this would be a big onerous task
however the enthusiasm from our nursing and
allied health staff has made my task easier.

Operations Manaager

Areas for health service improvement included:

e providing staff with mentoring to support
consolidation of advance care planning skills

e working with consumers at risk of cognitive decline

e expanding advance care planning beyond palliative
care and residential aged care facilities

e And finally there is only one ‘d’ in advance care
planning.

The next scoping survey will focus on advance care
planning in specific programs; ie Health Independence
Programs and Transition Care Programs.

Outcome: Benchmarking and identification of gaps,
barriers and strengths to guide implementation
presented to Advisory Group, December 2014,
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System Wide Advance Care Planning

Led by Networking Health Victoria

Hume, Inner North West and Barwon Medicare Locals
were the successful consortiums who are being
supported to improve the uptake, scalability,
transferability and perception that advance care
planning is part of “usual care” within their local areas.

These three consortiums represent a rural, regional
and metro location, with Hume having the additional
challenge of working across New South Wales and

Victoria.

Outcome: Tools and techniques for implementing
available to other regions by December 2016.

Transferability Options Paper

Led by Austin Health

The scoping survey and the System Wide Advance
Care Planning project illuminated the need to improve
transferability of advance care plans.

Austin Health is undertaking an investigation to explore
the options available to Victoria in terms of improving
transferability of advance care plans across
organisations.

This is important if clinicians are going to be able to
build upon a previous advance care planning
conversation and if the advance care plan is going to
be found at the time it needs to be activated.

Austin Health will be contacting a wide range of
stakeholders to better understand the systems their
organisation uses and to better understand barriers and
requirements.

Outcome: List of recommendations to address issue
of transferability of advance care plans presented to
Advisory Group by October 2015



Resources to support health
professionals

Led by the Australian Medical Association (AMA)

The AMA has reviewed resources available for doctors
around advance care planning and developed an
education tool that has been tested through a
consultation process. Feedback from those who have
previewed the resource has been very enthusiastic. It
has the potential to be broadened as a useful resource
for allied health and nursing clinicians.

Outcome: Print version available July 2015,
interactive online format available by June 2016.

Having difficult conversations factsheet
Led by Northern Health

To complement the work being undertaken by AMA,
Northern Health is working to develop a simple ‘cheat’
sheet, which can support junior doctors when having
difficult conversations.

Outcome: Difficult conversations ‘cheat’ sheet
available in print version July 2015.

Guidelines to support conversations
when caring for very sick children

Led by Royal Children’s Hospital

Following a comprehensive literature review and
evaluation of current practice, Royal Children’s Hospital
have developed a guideline and tool which they are
currently trialling.

Outcome: Guidelines will include, tool, list of
recommended clinical triggers for ACP and examples
of useful phrases to use with families available July
2015.

Understanding decision-making doctor,
consumer and substitute decision-
makers

Led by Alfred Health

suggests that the form used is not the most important
element. It is the conversations that are key.

Outcome: Provides evidence around consumer,
doctor and substitute decision-maker decision making.
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Diverse cultural groups and ACP
Led by Northern Health

Dr Barbara Hayes has led a research project that has
conducted 39 interviews with interpreters, representing
20 language groups. Interpreters provide a unique
perspective as they represent not only their own views,
but the experiences of communicating with people from
their language groups.

Initial results suggest:

o family is a big driver

e widespread superstition about talking about death

e many cultural groups with little experience of
planning in general.

e health literacy levels are a barrier to ACP

Outcome: Provides new evidence about the barriers
and opportunities for engaging with people from non-
English speaking backgrounds available June 2015.

Developing resources for consumers

Led by Health Issues Centre

Having just completed 8 focus groups, the Health
Issues Centre have started compiling results.

Preliminary results suggest that

e There is resistance to documenting decisions in
advance of knowing the specific circumstances

e Substitute decision makers go into the role naively
and report significant unmet support needs; they
want guidance and support from professionals
Past experience, family dynamics and relationships
play a significant role in approaches to ACP

e There is confusion regarding the definition of
advance care planning and its components

Outcome: Provides new evidence and
recommendations about engaging with consumers
available by July 2015.

Developing resources for consumers
from different cultural groups

Led by Ethnic Communities’ Council of Victoria

Work with Filipino, Macedonian, Serbian and Turkish
groups is being undertaken to better understand how
advance are planning can be best undertaken with
people from these cultural groups.

Outcome: Provides new evidence and
recommendations about engaging with consumers from
four culturally diverse groups available July 2015.


http://www.health.vic.gov.au/acp/factsheets

Department of Health and Human Services

Strategy Implementation

Advance Care Planning: Have the conversation
A strategy for Victorian health services 2014-2018

Priority action 1:

The above diagram illustrates the structure for the
implementation of the advance care planning strategy
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Consistent language

Many enquiries to the Department are from consumers
confused about terminology.

Advance care planning can be made simpler for
clinicians and consumers alike if we are consistent with
our language.

Try to make your communication consistent with the
strategy. Check websites, emails, brochures, forms and
policies and look out for the following...

- only one ‘d’ in advance care planning (not advanced)

and try to use these terms

- advance care plan (rather than advance care directive
or statement of choice)

- substitute decision maker

- enduring power of attorney (medical treatment)

- advance care planning (rather than a brand name)




Statement of Priorities

Many health services have made agreements to
implement advance care planning systems as part of
the 2014-2015 Statement of Priorities. Health services
have developed specific goals under the broad
objective of:

Implement formal advance care planning structures
and processes, including putting into place a system for
preparing and/or receiving, and documenting advance
care plans in partnership with patients, carers and
substitute decision makers.

Policy & Funding Guidelines

Advance care planning funding arrangements and
obligations for health services can be found on page 26
(section 1.6.7.6 of Part 1: Overview) and page 236
(section 3.2.1.7 of Part 3: Conditions of funding) in the
2014-15 Policy and Funding Guidelines.

- ’

VAED

In 2015-2016 advance care planning will be included in
the Victorian Admitted Episode Dataset (VAED).

The definition will be: An alert, flag or similar present in
the medical record or patient management system that
indicates an advance care plan and/or substitute
decision maker has been recorded. The 4 codes are:

1 No advance care plan alert

2 Presence of an advance care plan alert

3 Presence of a substitute decision maker alert
4

Presence of both an advance care plan alert and
a substitute decision maker alert
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VINAH

There has been some confusion about what constitutes
an ‘advance care plan documented date’ in the
Victorian Integrated Non-Admitted Health (VINAH)
minimum dataset. The reporting guide can be found on
page 70-71 at the following link:

VINAH minimum dataset

Of fundamental importance is that:

1. An advance care plan comprises any of the
following:

* a record of a discussion about future wishes

* a discussion with significant family members and/or

friends that communicates a person's future wishes

« formal written wishes that are witnessed and signed

« informal written wishes that are neither witnessed nor

signed

* a completed enduring power of attorney (medical

treatment)

* the appointment in writing of a substitute decision

maker

» a completed Refusal of Treatment Certificate

2. In whatever form the documentation takes, it must
have the potential to assist in some way with future
decision making about health and personal care.
This is by either appointing a substitute decision
maker or recording the person's wishes.

3. An ‘ACP documented date’ should not be recorded
if the topic of ACP is introduced but no information
to guide future decision making is gained.

Factsheets

website and will cover:

e Stand alone clinics
e Powers of Attorney Act 2014

e Ambulance Victoria — coming soon

e MBS items — coming soon


http://www.health.vic.gov.au/pfg/
http://docs.health.vic.gov.au/docs/doc/E3A142AEAF55457ACA257D6B00217ADA/$FILE/Proposals%20for%20revisions%20to%20VAED%20for%201%20July%202015.pdf
http://docs.health.vic.gov.au/docs/doc/AAC563846C14A020CA257D08001EA2C3/$FILE/VINAH%2010%20Section%203%20-%20Data%20elementsv2.pdf
http://www.health.vic.gov.au/acp

Resources to assist

Is your health service ‘conversation
ready’?

developing an organisation wide approach to advance
care planning.

implementing The Conversation Project. Much of what
is discussed resonates with the experience of
implementing advance care planning in Victoria.

Forms

Some services have requested a prototype advance
care plan to assist with implementation. The
Department has created this advance care plan form
with input from a number of health services. Your
health service is welcome to use this form. Please
provide feedback of ways it can be improved. This is by
no means the single form to be adopted by the state,
but rather an option for health services.

The form is available here

Making advance care planning scalable

Bob Arnold wrote Mastering Communication with
Seriously Il Patients. More recently he and his team
have written about the need to make advance care
planning scalable and suggests two crucial tools to
make advance care planning more accessible.

e Conversations
e Technology

See link here

This article supports the approaches taken by My
Values and My Directives in terms of accessibility and
scalability. These resources are important additions to
the options that are available to people.
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What we are reading

e Dying for a chat by Ranjana Srivastava (Oncologist
at Monash Health)

Being mortal by Atul Gawande
Dear Life; Quarterly Essay Karen Hitchcock

These books are captivating and provide great insight
into the role of informed consent and the value of
communication in providing good medical care.

Atul Gawande suggests there are 4
guestions to ask in understanding a
person's hopes and fears:

1. Do you understand your prognosis?

2. What are your fears about what is to come?
3. What are your goals as time runs out?
4

What trade-offs are you willing to make?

What we are watching

Gawande's book, Being Mortal to life. It captures
doctors reflecting on their communication techniques
with clients facing life limiting conditions.

It is supported by a number of resources including

doctor.
The article asks...

e But how do you or a loved one talk to your doctor
when one of you have fallen seriously ill?

e How do you prepare yourself?

e How do you figure out what to say?

Contact us for more information

Zoe Austin-Crowe
t: 90961350

To receive this publication in an accessible

format phone 9096 1350, using the National
Relay Service 13 36 77 if required, or email
zoe.austin-crowe@dhhs.vic.gov.au

Authorised and published by the Victorian
Government, 1 Treasury Place, Melbourne.

© State of Victoria, May, 2015.

Available at www.health.vic.gov.au/acp



http://www.ihi.org/education/InPersonTraining/2015ConversationReadySeminar/Pages/ConvoReadyAssessment.aspx?hsCtaTracking=dc79fd1b-b0fa-42eb-887b-2d7d6484a0b1%7C9c296c86-813f-423a-b505-2036340d7cba
http://theconversationproject.org/
http://forms.ihi.org/e1t/c/*N418q15tYnhNW8hY71z5Gc7xP0/*W83Ltz315NC8dW3Fpxpf1zRND90/5/f18dQhb0S5q_2dYCpGV1xQcL2vhXBmW59d81M1FQvm1W1MqkGW8RbFLlW8QyNXh8v-nVBW1s808L49nXXXW5MsX8p17GJ0HW6xCj966YSnzpW2C36Vj7WfyCsVcb9Nb11Z_VNW2gcDRv4BzP4xW2bw4DS3GhxSCW1Vg-432RvqtSW1LZt6D5rgCFJW1DBgxm1DKm5fVDHXdj1Psp_QW3NBzmv18zRQYW6MXkVm7CfQMqW3cVJ8Q2-8HyWN6CrB3bT2GrsW3S_5nJ1byRrMW71Rn6N8mLVlmW23xB9g6p6DFzW7KZZf15wgzpxF2p4tFYN1QdW2xJdHj7kTC0dW2Vf4Zz43Yrc5W1tRmXm4790f2W9g23K85bsjPDVqHrd52z8BWKV-gSCJ339qFJW4j9zmQ3ln3f4W6rm60l3-s-6xW4JM2xq55WKRdW87kjpK6F_X18W5DSfVX4jD961W3ff5WP6-h7YfW1W3Ll71_mYq7W6FhD2N2sD0HZW9cmLj26DNdNqW71pNhK8nvbKXW3VBMjl9jSVDSW74sWTP20QPgHW54Wgz49c9Xn4W4Pv5M_5mv_YjVtx-D12THgSVW60YQbT2C2HY2W1Kmyl79lT76tW2JdTs72fQL93W87LH4H7zPHMzW7BZTNc6dzwTyf61zzyb04
http://docs2.health.vic.gov.au/docs/doc/Advance-care-plan-template
http://jama.jamanetwork.com/article.aspx?articleid=2203806
http://www.myvalues.org.au/
http://www.mydirectives.org/
http://www.geripal.org/2015/02/atul-gawande-being-mortal-documentary.html
http://www.pbs.org/wgbh/pages/frontline/health-science-technology/being-mortal/facing-mortality-how-to-talk-to-your-doctor/
mailto:zoe.austin-crowe@dhhs.vic.gov.au

